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LEX: Good afternoon.  My name is Lex Frieden, I'm the director of the Independent Living Research Utilization program ILRU in Houston and I want to thank all of you for joining us and welcome you all to this ILRU webcast and wish you a most happy new year.  I hope you all enjoyed the holiday season and the weather is warm wherever you are.  It should be 74 degrees here in Houston tomorrow.  Funny for a January day. 

In any case, the subject of today's webcast is medical equipment and if you looked on the title page, it says, Just Hop Up, Look Here, Read This, Listen Up, Don't Breathe, Stay Still! These are some of the issues that we as people with disabilities face when we encounter the medical establishment and particularly when we encounter certain medical equipment that people are accustomed to using that doctors and clinicians are accustomed to using and people without disabilities more or less take for granted. 

Quite frankly, I think it's hard for people without disabilities to get on some of the tables that exist in doctors' offices today, but how in the world does somebody in a wheelchair get on those tables?  And how does somebody who has cerebral palsy and certain kinds of tremor conditions behave when the technologist says "stay still while we perform this test." 

Well, these are some of the issues we'll address in today's webcast and we're very fortunate to have June Kailes, an esteemed authority on the subject, to do our presentation for us today. 

Before I ask June to take over, let me simply say that we are very pleased to have the sponsorship of the Research and Training Center on Health and Wellness at Oregon Health and Sciences University who are cosponsoring this program today with ILRU and the National Institute on Disability and Rehabilitation Research in Washington which is the sponsor of the Oregon Health and Sciences University Research and Training Center as well as a bevy of programs here at ILRU.  So thank all of our sponsors today and now without further ado, let me introduce and thank for being here June Kailes.  June... 

 JUNE:  Hi, Lex.  Thank you.   (Inaudible) of the associate director for the Center for Disability Issues and the health professions, that's quite a mouthful and I know it's not a title when we're trying to change it.  What's important is that the center as you see in the slide really focuses on enhancing the health of people with disabilities through public policy, consulting, training, research and a lot of dissemination of all kinds of activities. 

Some of the slides that I provided show some of the recent publications related to health and disaster preparedness and you'll see on slide -- I believe slide 10 -- one of the new publications that isn't quite out yet should be up in the next two months, which is Making Preventive Health Care Work For You, A Research Guide for People with Physical Disabilities.  And that was a co-project of ours with NRH in Washington D. C.  So that should be out soon. 

The objectives for today -- and that's on slide I believe 11 -- basically are four objectives:  To review the survey results of our national consumer needs assessment, research issues, and after that I'll stop for some questions.  And the second part of the presentation is more about the advocacy issues related to equipment.  That is getting equipment into the offices of health care providers and knowing exactly where the resources are, what equipment actually exists, and to look at some of the strategies, new and not so new, to bridge some of the gaps between safe quality health care and the reality of our health care experiences today. 

Slide 12 kind of my intended outcomes here which are basically to motivate people to advocate for increased access of medical equipment, to get this on the radar screen of health care providers and to create a ground swell, kind of a tipping point to make this change happen. 

So as Lex said in the introduction, you know, access doesn't end in the lobby or the waiting area or even getting into the exam room.  The directions can be quite amusing and actually uncomfortable for many, to hop up, look here, read this, listen up, stay still and don't breathe, many of which I personally identify with as struggling with, but for people with disabilities, these directions are often difficult to impossible because of a variety of functional limitations. 

So as a lead (Inaudible) is the RERC on accessibility and usability of medical equipment for people with disabilities.  And the study or our project is a five-year project funded by NIDRR, and that's slide 13 and 14. 

Slide 15 has the rest of the RERC where we have posted quite a bit of our materials that you can access.  All people should have access to health care, products, facilities and services and also importantly to employment in the health care professions. 

The partners of the RERC besides us are Marquette University, the University of California Ergonomics Lab, Human Spectrum Design, University of Wisconsin at Milwaukee, and the University of Connecticut. 

The objectives of the RERC are listed on slide 16, and that is to assist people with disabilities in using a full range of health care services and gaining access to employment in health care, to assist equipment developers in producing usable and accessible medical devices and to assist health care providers better serve the needs of patients with disabilities and the needs of their employees with disabilities. 

Our audiences are broad and listed on slide 17, they are health providers, health plans, us, people with disabilities, advocates, manufacturers, vendors, field reps and policymakers. We hope that our work will reduce the costly health disparities among people with disabilities by removing some more barriers to health care services and to create new accessibility standards for accessible medical equipment.  So it's also ensuring that this is recognized as part of ADA compliance. 

And also we hope to influence policy and guidelines that indeed will mandate that health care facilities purchase and use accessible equipment.  To go to our consumer survey, slide 28 tells you that we had 457 people complete all or part of the survey.  We had 408 surveys that were usable and I'm just going to highlight some of our findings. 

We had participation from every state and slide 30 tells you that we had a cross section design and we tried to make the survey as accessible as possible so you could do it online, you could access a Word document, you could access a pda document in large or standard print.  You could do it through an interview on the phone or through TTYs.  The survey was divided into demographics, functional ability issues and experiences with specific equipment. 

Slide 32 gives you a stance of the questions we asked.  We asked about experience with equipment and there were choices with none, little, moderate, extensive.  We asked about people's difficulty or discomfort with equipment.  We asked what specifically difficulties people had and what changes might be made to improve the ease or comfort of using equipment. 

So our findings on slide 33, we call these our big four. And the big four indicates that people had either moderate or greater difficulty with exam tables, X-ray equipment, we have exercise equipment and weight scales and you see the percentage there as well, which is very high.  Exam table is 75 percent, X-ray is 68 percent, rehab, 55 percent, and weight scales, 54 percent. 

In terms of exam tables, slide 34, people told us that they -- about the experience with transferring on to and off of, difficulty with positioning and comfort of space and a wide variety of issues about the tables being too high, too low, too short, too narrow, too hard. 

And on slide 36, you see some of the breakdown -- 35 and 36 -- in terms of how people classified their experience and difficulty with exam tables and you'll see that the cluster is in at least the moderate and up in terms of difficulty and also in terms of people's experience. 

The statement below on slide 37, it takes a village to get me on the table, that was just one of much of the kind of feedback we got related to exam tables.  In terms of X-ray equipment, the feedback was quite similar to exam tables in that some machines didn't accommodate people who had contractures or an inability to lie flat, inability to stabilize, stay still or position in the required way. 

And slide 40 and 41, again, indicates the number of people with experience and who had difficulty with this kind of X-ray equipment and that's a very broad category that includes all the scans, the MRI's and the CT's and the PET's and mammograms and bone density and ultrasounds.  So there were again 68 percent experienced moderate or greater difficulty with this kind of equipment. 

Slide 43 and 44 gives you the same sense about the findings related to getting weighed.  54 percent experienced moderate or greater difficulty with the whole process of getting weighed, and in the beginning stating in some of the focus groups we had done after these -- this national survey, we indeed found that people with and without functional limitations had difficulty with a lot of these kinds of equipment as well as people with identified or visible disabilities. 

In terms of exam chairs and procedure chairs, 50 percent of people experienced moderate or greater difficulty with these kinds of chairs, and this includes dental chairs, surgery chairs, eye exam chairs, chemotherapy and dialysis and transfusion kinds of chairs. 

So that's kind of a real brief summary of the research -- the consumer survey findings; and in the next part of this presentation, we're going to talk about where do we go from here? In terms of the RERC, the next thing that we're doing is we're actually interviewing service providers, people within health care who are doing the purchasing of equipment to find out what influences and how they go about deciding how they will replace their equipment.  And we also begin to speak to device manufacturers in terms of the design decisions that relate to developing equipment. 

So Lex, so before we go on to bridging the access equipment gaps, I think it's probably a good time to stop and take a few questions related to the research and then we'll move on to the longer section having to do with the advocacy side. 

LEX:  Okay, June.  Thank you very much for that nice description of the issues that are of concern to people and that's very good data.  Before we check with Dawn about questions, just go over those big four for me one more time, will you, please? 

 JUNE:  They were exam tables, X-ray equipment -- and again, X-ray equipment is a very broad category -- they were rehab and exercise equipment and let me just state that that traditionally is -- when you think of rehab equipment, that's often the same as the kind of fitness equipment you often find in gyms, whether it's treadmills or weight strengthening equipment or that kind of thing, and then weight scales, just getting weighed. 

LEX:  Okay, Dawn, do we have questions dropping now, and for the benefit of you who are out there and haven't experienced these webcasts before, please feel free to E-mail any questions you may have right away and we'll try to get them to June and try to answer those questions and Dawn will look in the mailbox now and see if there are any good questions now. 

DAWN:  June, we have one question at this time and this is from an independent living center.  She says they are gathering stories from staff and consumers about their bad experiences at hospitals, clinics and during diagnostic tests. We feel it is a routine and widespread practice for all of these places to tell consumers that if they need help transferring or with A. B. L. S. during their testing or hospitalization, that they need to bring a PCA or family member to perform those duties.  This, of course, is illegal as Medicaid will not pay a PCA to pay for these duties while a consumer is at a medical facility.  Often the consumer is denied a full exam or the test is canceled.  We've heard of hospitalized patients going without meals for more than 24 hours because the hospital just delivers the meal, but will not assist individuals to actually get the food into their mouths.  We've gotten our state attorney general interested in putting together a case.  Are other groups also working on the same issue?  If so, have any of these cases been decided? 

LEX: Okay, June. 

JUNE:  That is a great question.  It's a very broad question, and the next part of our presentation will begin to address some of that.  What you identify is indeed a big problem and you know there are a number of legal ways to go after the issue as well as individual advocacy ways to deal with it. 

Some of the bigger advocacy successes that are happening, the Department of Justice has had some recent settlement agreements related to some of these issues related to assistance in transferring to get a diagnostic procedure or a scanning procedure and also in terms of facilities having accessible equipment, so I urge you to take a long, hard look at the DOJ website.  They have quite a bit of new things up there related to some of their settlement agreements.  And Kaiser (Inaudible) in California had a settlement agreement in '02, and I'm going to talk about that a little bit later on in terms of what was entailed there.  So I think we are beginning to see some agreement that we can point to that say, you know, there is an obligation for a facility to assist with transferring and that this is part of the accommodation for procedures, but we all know that that's easier said than done, and enforcement is an ongoing issue and so one of the things that we've learned that has also been a strategy in covering ourselves is to plan ahead by calling and reminding them.  For example, I would call in and say, you know, my mammogram is scheduled for today.  I need to remind you that I will need two technicians to have that procedure done because I'm not able to get -- maintain those positions without a second technician helping me or I'm coming in for a bone density exam and I will need assistance transferring on to the table.  So I'd appreciate it if you get your transfer team there or people who can help transfer me and then you have to remind them when you come in the door, and that helps put them on notice as well. So that you just don't show up and have to wait three hours for a transfer assistant. 

So, yes, you identified key issues.  We have a book that's just come out that I'll talk about later that begins to document some of the equipment stories that we've collected through our research and the surveys.  The DRA, the Disability Rights Associates, are working on this issue in Oakland, California. They were involved in the Kaiser settlement in California.  And so I could probably -- I'll cover more of your question a little bit later on. 

LEX:  Okay.  Dawn, any other questions come in in the meantime? 

DAWN:  Not at this time. 

LEX:  Okay, we're going to address some of the issues in that long question you had in the next discussion that June is going to move forward on pertaining to advocacy.  June, go ahead. 

JUNE:  This section is a little longer than the first section because I have to admit it's one of my favorites and so just to let you know. 

So this is about how do we make -- how do we apply this? How do we make it real?  So we're on slide -- I think it's slide 51 -- like what can you do about these things?  And the first thing I need to say and remind us is that one person can indeed make a difference.  So before we talk about some of the systemic fixes at the 3,000th level, I just wanted to make sure to remind people that as individuals we indeed can make a difference so that we don't encounter or continue to encounter, you know, the "oh, we can't do it."  That's slide 33, we can't do it.  How many times have we heard that?  I heard people tell me things like technicians have said to them -- you mean, you can't even stand for a minute?  Or can't you take that rod out of your back so I can get a good X-ray?  Or if you can't stand, then we can't do it.  So I think, you know, part of this is just being -- speaking up and advocating on our own behalf; and I know I've had to play this role quite a bit for myself.  So it's about directing the show until we get what we need, and it's not easy, and it takes a lot of work, but it is doable.  And one person can make a difference and I'm reminded of this by accessing some research that was done in Massachusetts. 

And I'm on slide 56, so the survey done of 379 health providers -- and they were asked why they made access changes? And 60 percent said ADA compliance, 49 percent said state requirement, 25 percent said because they did an ADA checklist and 25 percent said because it's for accrediting agencies. 

But 33 percent said because patients asked for the improvements, recommended the improvements.  You know, and I've had personal experience with this.  I was seeing a provider frequently for awhile and at one point I pointed out to them -- I took the nurse into their exam room and I said now what do you see?  And she said I see patients.  I said, well, what else do you see?  She said nothing.  I said, well, I see that of the 16 people in your waiting room, eight have visible, physical disabilities.  Now, look at your exam tables.  Not one of them is a high/low table.  So I just pointed that out and that was the end of that for awhile.  And then I hadn't seen a provider for a year.  I went back and they ushered me into an exam room and said, oh, oh, wait a minute.  And the next thing I see they are chasing an old couple out of an exam room.  He had a walker and a cane, and they said this is your exam room.  And I went in there and sure enough it was a brand new high/low table.  I said how did that happen?  And the nurse said -- oh, get a grip, June. How do you think it happened?  You kept nagging us.  You kept asking for it.  And I thought to myself, well, that was actually pretty easy.  So the point is that there are some commercially available devices that are out there.  They are available, but they are not widely used.  So we need to think about our own advocacy in terms of how we handle things like asking for tables, how we handle this just hop up, which doesn't work for a lot of us.  And so I think speaking up is one of the key lessons and slide 60 just indicates what some of the new equipment looks like that lowers to 18-inches and is much easier for people to transfer on to independently or even for people who need transfer assistance.  So the equipment indeed is beginning to appear on the market.  And it's happening -- it's happening. 

So one of the things I like to remind people to do is when we advocate for these changes, we need to remember that this is not as Lex said in the beginning, this is not just for people with physical disabilities, it's also for people who are aging, for people who have weight issues, and for people with temporary disabilities and a whole array of other kinds of issues.  The population is aging, becoming increasingly older, heavier and is at much higher risk of having a number of a kind of conditions that can affect people's ability to use some of this equipment. 

The other advocacy strategy I do remind people to use is that traditional equipment like these box exam tables have led to a whole lot of workplace injury and we've got some OSHA numbers that estimate 1.8 million workers develop work-related muscle and skeletal disorders that are health care workers.  The majority are strains and sprains to back and shoulders caused by lifting and result in employees being off work for several days or more. So there is compelling issues on the providers' side as well. Nurses are a big -- big percentage of the providers with experiencing chronic back pain, and 12 percent leave the profession citing that pain and 20 percent transfer to different units because of back, neck and shoulder injuries.  So we've got the whole issue of the employee side as well. 

The other thing that we've discovered with the equipment issue is that it is not just getting the equipment, it's where it's placed.  I can't stress enough that we have to spell it out for people like it's kindergarten, otherwise, you'll see a great new, accessible high/low table in an exam room where there is no turning radius where you can get in the door with your wheelchair but you can't close the door or there is no path of travel.  So we've got to remind people it's not just getting the equipment, it's how and where you use it and place it. 

For example, another provider I was seeing quite frequently for awhile, I used to go in there and -- I still go in there and they'll take me into an exam room and I'll say, oh, no, no, I need a high/low table.  They go we don't have a high/low table. And I said, yes, you do.  You have one in exam room 8, 14 and 15. And they say -- oh.  Another point is besides where you put the equipment, the training of staff and how it's used and that they think about who needs it is another piece of the puzzle.  So that we don't experience accessible exam rooms that because they are so big they are used as storage units instead of exam rooms.  So we've always got to be on the lookout and asking for what we need and explaining and educating. 

Now the weight issue, slide 61, is two:  Basically I hear from the disability community who cannot use a traditional step-upscale that the way they get weighed is what I call the G. U. W. system where the provider says, oh, just guess your weight. Well, we know indeed what that equates to.  And we're being done a disservice because actually getting weighed is a basic screening instrument for all kinds of health issues.  And when we're not weighed, we're not getting the same kind of screening that's provided to others.  So this all goes to say there are a number of good, accessible weight scales that are also now available and on the market and one is pictured on slide 61. 

I think it's ironic, Lex, you know where we find the most accessible scales?  They are actually found in veterinary offices.  They have great accessible scales for animals, but many of our colleagues are still forced to go to the laundry to get weighed in a hospital.  I have people told me they have to go to the loading dock to get weighed because that's the only scale they can actually roll on.  So, again, a lot of advocacy has to take place there as well. 

So I just want to point to the fact that there have been some provider (Inaudible) -- at least out here we've been working with health care plans to offer an index that tell you which offices have access, not only into the restrooms, but in terms of the equipment.  So I think there is some beginning samples of good practice that we can point to and up with of the slides I gave you -- I think it's slide 69 -- this has actually been around for quite awhile and I have more examples, but these are all the mammography centers in Rhode Island and you'll see what I circled there is you can also determine which ones are accessible because there is a field there that says wheelchair access.

So, let's see, we've got issues about mammography equipment and we've got now centers that are beginning to tell us, oh, it is accessible.  And again they are few and far between.  It's good practice, but it's not common practice yet.  So we need to advocate for that kind of detail in our provider directory as well. 

So in terms of rehab equipment and access, there is a great move going on in the UK.  They are doing great work in terms of modifying fitness equipment so that there is better contrast, color contrast between the -- for example, the weights, the handles that are much easier for people with motor limitations to use and more brightly colored contrast strips so you know where to step safely on a treadmill before it starts or where to insert your feet into the pedals of a stationary bike.  Things are indeed beginning to happen in fitness equipment as well.  So in terms of the ADA enforcement, you know we still have a real long way to go here, but it's starting. 

And the Kaiser settlement agreement I think was a big, big step and that happened in '02 and that case was brought by someone with disabilities who had asked for accessible exam tables and to be weighed for quite awhile and their requests had been ignored.  And one gentleman ended up with a very serious pressure sore that took a lot of surgery, postop are a representative care and a lot of downtime to get taken care of that if it had been caught early, he would have avoided a lot of that expensive kinds of care. 

But the agreement with Kaiser resulted in an exam table that was not yet on the market, but when Kaiser said, you know, well we need this, part of the agreement was that there would be accessible exam tables in every facility within Kaiser in California, so Kaiser actually went to a manufacturer and said we need a table that will do this.  So as a result of that settlement agreement, we now have a table on the market that is a different table that lowers further than previous tables that claimed to be accessible, and that had attachments that were required for some people for stability, safety and comfort and that was less expensive than prior tables that were accessible on the market.  So that settlement agreement, at least in California, had an enormous -- enormous impact.  And for me the take home message was always you can make a significant difference because that settlement agreement sent a message throughout health care providers that they indeed have to create a safe health care environment for people with disabilities.  So it did make a significant ripple in the pond. 

And my slide which I did get some E-mail -- I need to correct this wording a bid -- but the issue here is that we're not receiving or have the opportunity to receive medical and preventive care that is as effects representative as that provided to others and I think that person for giving me input on that slide. 

But when providers are unable to adapt their equipment or techniques -- and I'm on slide 70 -- to accommodate people with a variety of disabilities, then you know we're not receiving the opportunity to receive equally effective treatment and we've got to use the ADA as a tool to continue to raise the standards and quality of care that people receive. 

Slide 72 is a little old.  I'm going to skip over it, but basically it gave you a sense of the DOJ complaints that were received around accessible equipment.  That has gone up since but this slide reminds me to tell you not to stop with filing those complaints. 

And I took a look at why people don't file complaints and it's very interesting to look at the whys.  There are a number of reasons:  Number one is that people are sick.  They are in need of immediate attention and they are really not in a position, a mood or have the energy to be assertive or even to request the accommodation.  They are in the midst of a medical emergency. Two is they don't know how.  Three is a lot of people have fears that they might anger a provider who will penalize or retaliate in some way.  The fourth reason is, oh, it's my problem, kind of that internalized issue; or people feel it's too much work.  It's too time-consuming.  It's too slow.  It can involve months and sometimes years of getting results and while you can achieve longs term change, you won't solve your current problem.  But you know I think we have to tell people, all of us, that except for number one which is you're just too sick, but the others are just excuses that we have to get over, we have to get it in gear and we have to teach people how to do this and reinforce their doing it and again the Kaiser agreement to me made for enormous change in a huge health care system in California.  So the message is that indeed we do need to file complaints and we need to give the examples as stated in the question of discriminatory health care that we can't forget that we need to keep filing these complaints so we need to use the ADA to remind ourselves that ADA is not self-enforcing, it is complaint driven and we are the ADA people who have to make it happen. 

So I think I'm going to leave you with some thoughts, and those are that as individuals I've got to remind people that whether you have a disability or not, remember to always plant the seed about accessible equipment when you see a provider. Never leave without making that point, and I always say remember that nagging is a higher level of intervention.  If that's all you do, remember to nag.  And when your health care provider's facility could be more accessible, I think we have to keep pointing it out.  So we've got to remember that we don't want to compromise our access to quality and safe care and that we want to get access to health care, and we want to get this on the radar screen.  We want to build awareness and get to that tipping point and we want to make sure that this happens.  Now, there are some things happening now federally that are exciting.  Harkin introduced a bill in '06 in the 109th Congress which had a section that established standards for accessible medical and diagnostic equipment and amended Title V of the Rehab Act as well as the public health act.  And it requires the Access Board to begin to come up with standards for equipment and I understand that that will be reintroduced in '07 by Harkin.  So before I take questions, I will just let you know that the last several slides, starting with slide 73, are a number of resources that you can access.  What we've done is we've put on our website a number of tools that you can use with providers, one is actually details why exam tables -- why accessible exam tables and weight scales are important and what's on the market.  It tells you who the providers are and you can actually go right to their website or you can hand that to their provider and say there are resources available. 

And the other slide gives you some resources about -- related to providers choosing and negotiating an accessible location, low cost barrier removal, the importance of alternate formats and accessible web design in terms of communication access and reminding people about the tax incentives available when you improve accessibility. 

So I leave you with this thought:  You know, it's your health.  It's your life.  Don't give up.  Fight the fight.  Make a difference.  To expect less, to demand less does an injustice to ourselves and to those who come after us.  Back to you Lex. 

LEX:  Well, June, that was a profound ending to a very enlightening discussion, and we surely do appreciate that discussion.  There is a lot of information that you have shared with us.  One question that I have, June, before we go on to others that may have come in by E-mail, and that is, are you aware of a central repository where people can share examples of their frustration or their encounters with medical equipment that is not accessible and that does not work for them?  I know you have a list on your website, but is there a place that people can just send in?  I know the people in the E-mail that came before, the question that came before, were trying to collect data for possible use in a lawsuit later on and for advocacy purposes.  I know the justice department receives complaints from people, but is there kind of a centralized place that may duplicate some of those others, but at least makes the longest list? 

JUNE:  Well, the answer is no, not that I know of, but what I'd like to suggest, Lex, is that we use this portion of the website -- you know how you got ongoing dialogue after the call -- that maybe we can use this as a way to begin to collect those kind of stories because, you know, one of the things we did -- I kind of skipped over it.  I failed to mention that the RERC has just published a book and it's the last slide.  The book is called medical instrumentation accessibility and usability considerations and it's on the RERC website and the U. R. L. is on your slide.  And in that the first chapter which I wrote are a collection of little sound bites from a number of people in terms of their stories, but could we use the website related to this call to begin to collect stories so that when people file even a complaint with justice, that they have another place to put it so we're aware of it? 

LEX:  I think we need to do that, June.  As you were talking, I'm sure a lot of people who were on the webcast thought of experiences that they have had that go beyond those or were in addition to those that you mentioned. 

Recently, I was in a car accident and had several days of encounter with the medical establishment starting in the emergency room, working through the ICU and through the general acute care hospital and in that process was treated to a couple of visits to surgery and so on.  And, you know, a person like myself, quadriplegic, to get a pressure sore in the time it takes to do surgery on those hard tables they use to do surgery because they are not padded at all.  The same thing is true about the padding on a lot of exam tables and X-ray tables. 

What I was able to do while I was in this circumstance and because I was afraid of getting a pressure sore, I asked them why can't you do the surgery with me on this special hospital bed that has the floatation mattress on it and so on?  And the surgeons kind of scratched their head and said we can't think of any reason why we shouldn't do that.  So they just wheeled me on the special hospital bed, the floatation mattress and on two occasions and did all the procedures that they would have done with me on a hard table with no padding at all.  So I think there are solutions to problems that people just don't even think of. And in my case, that happened to be a good outcome to what might have been a bad outcome. 

JUNE:  Can we use the website to collect some of these stories?  I know that NCIL is collecting some of the stories at the request of Harkin when he reintroduces that bill I mentioned. 

LEX:  We'll put a space on the website where people can file their stories and list the issues that they've come up with and we'll try to collect others and put together a very comprehensive list. 

JUNE:  Great. 

LEX:  Now, Dawn, do we have E-mail questions? 

DAWN:  Yeah, we have two comments and two questions.  One of them, we got an E-mail -- I don't normally read the person's name, but this is Elizabeth from National Council on Independent Living and she did mention that NCIL was collecting stories to promote Harkin's wellness bill. 

LEX:  Good. 

DAWN:  the next comment, I think it's a great idea talking to the folks who manufacture the equipment.  When I talk to my physicians or other clinical staff, they want the accessible equipment, it's just not been offered to them.  It will save on workers' comp costs for them because their staff are not being injured.  So encouraging the manufacturer to deliver -- or to develop and market the accessible equipment is important. 

LEX:  Good comment. 

JUNE:  I want to comment on that.  We still do have to get over the hurdle of the accessible equipment -- at least the tables are still a bit more money than the old box tables.  So we still have to get over that hurdle. someone once told me that when he had presented the option to people who were opening up brand new clinics and needed tables that they were resistant to even get one or two of the newer high/low tables because they were more expensive and the individual had feared that if they got one or two of them, then the staff would want them all to be that way because we have had the experience when these tables are installed that providers see their increased flexibility and usability and that they want that.  They acknowledge how much easier they are to use.  So this particular person was unwilling because he didn't want to spend -- 

LEX:  June, why don't they use ordinary hospital beds for exam tables? 

JUNE:  Well, I think some of it is positioning, some of it is kind of procedures and peripheral equipment that they need to be using, some of sit probably space issues.  I don't know. 

DAWN:  We just had two more questions come in.  What is the rule of thumb for hospitals in terms of offering accessible medical equipment?  Kaiser says they must have one accessible scale on each floor.  I didn't ask about accessible tables.  I have heard others say one per medical facility.  Then there are other facilities that don't have any.  Does anyone monitor this in terms of compliance? 

JUNE:  Well, I'll start with that.  You know, the ADA doesn't go as far as in other areas.  For example, we know how many sleeping rooms -- physical sleeping rooms a hospital has to have or a hotel has to have, but nowhere is it actually scoped out or written that a clinic with 25 exam rooms has to have two accessible exam rooms with accessible equipment.  That's not actually A.D -- ADAAG doesn't go that far, but if we talk about, you know, that not receiving an equal opportunity to receive medical and preventive care as provided to others, then, you know, we can use that and we've used that at the center in our consulting to have hospitals and clinics look at where they need accessible equipment, can it be shared easily between the clinics?  For example, can two adjacent clinics share one high/low table or one accessible scale?  And that's more of an art form right now in terms of studying the flow and the type of clinic it is and there is nothing that spells it out in the detail you just asked about, but I think ADA gives us enough guidance to say it needs to be there.  We just can't dictate, okay, one per 25 or one per ten.  Dawn? 

DAWN:  the next one, June, are the accessible exam tables larger than the traditional tables?  As a high level quadriplegic, it also takes a village to keep me on the small exam table. 

JUNE:  Yes, that's really good.  I appreciate that.  Some of them are and some of them aren't.  Some of the tables are no bigger, but they do come with -- I'm probably using the wrong term -- but with peripheral devices.  For example, they come with grab bars as one way that some people can use to stabilize themselves but keep themselves on the table; or they come with some -- I don't know if they're coming with some strapping or not to help people kind of stabilize themselves.  But, no, a lot of them are not bigger than the traditional box exam tables.  Some are -- it just depends on the kind of equipment. 

LEX:  Hey, I'm saying use a hospital bed.  Next question, Dawn. 

DAWN:  June, do you think a factor contributing to people with disabilities not filing complaints might have to do with a lack of knowledge of the ADA and how it applies in the health care setting? 

JUNE:  Absolutely so.  I think it's incumbent on you, the listeners out there, to do more training, more of the how to training.  In other words, what people can go after, what's covered under the ADA, the kind of words they can use, the kind of strategies they can use.  You know, more of the how tos.  You don't ask for the equipment.  Follow up with a letter, and thens ska late. 

I don't think we teach people the specifics of the how to enough.  And I don't think disability-related organizations that we assist people in continuing to support them in the complaint process.  To, one, tell them it may take a long while.  That we'll be there for them and with them as they go through the process so they don't feel a abandoned.  It can be a long, hard struggle and I think people need support if they're going to do this so they don't feel alone.  And if they run into trouble, they have a system to problem solve with them. 

DAWN:  We just had three more pop up.  This one is where are the current manufacturers of accessible medical equipment listed? 

JUNE:  Okay, on slide No. 74 and I think 75 and 76, these are -- some of these show the importance of accessible exam tables, if you get to that publication on the website, slight slide 75, if you get down to that publication, at the end of it you can click and open up an Excel spreadsheet and that's where the exam table manufacturers will be listed as well as the weight scale manufacturers would be listed.  And on slide -- if you need help with some of the other equipment, you can call us or you can look at the RERC's website and that's in an earlier slide, if I can find that slide now, slide No. 22. that was www.rerc-ami.org. We have some technical papers there that list.  And these listings -- we're not in the business to proclaim this is accessible and this isn't.  So what we list for example with exam tables are things like how low does it go?  How high does it go? What is the padding like?  Are there grab bars that are available?  Are there different kinds of stirrups that are available?  So we list features and that helps you to ascertain the degree of usability and accessibility, but there is nobody out there yet that's created a standard, and that's something that again was mentioned as a piece of the Harkin bill that would go a long way in amending Title V.  They actually are calling it section 510.  We've tight 504 and 508 and we have establishing accessible medical diagnostic equipment.  I hope that helps with the answer to that question. 

DAWN:  Well, speaking of Senator Harkin, I just got another note from NCIL.  If you've got a story on inaccessible medical equipment, please E-mail them to Daniel@ncil.org and Elizabeth@ncil.org. The next question -- 

JUNE:  and also remember to put them on the website so those of us -- I know we've got other legal beagles listening in and they will want these as well.  So let's share them with each other and maybe use the web space.  Lex, could that be part of this call? 

LEX:  Yes. 

JUNE:  Don't you usually do those follow up things? 

LEX:  Yes, we have a follow-up there and we'll have it. 

JUNE:  So where will we go to find that? 

LEX:  Go to had -- well, you click on this particular webcast and then there will be some options there that will give you that link. 

JUNE:  Super.  So that will be a big help.  Thanks Dawn. 

DAWN:  We just got four more questions.  I work with an independent living program and have a consumer who is required by his doctor to travel by nonemergency transport because he cannot access exam tables.  He is a Medicaid recipient and therefore I see this as an extra cost to Medicaid for his medical transportation versus riding general public transportation.  Have you also seen this as an issue also? 

JUNE:  I'm not sure I understand the question.  It sounds like he has to go further using nonpublic transit to get to another clinic with accessible equipment?  Do you think that's what it says? 

DAWN:  Yeah -- it doesn't -- it doesn't spell it out.  If the person who sent it -- 

LEX:  Read it one more time, Dawn. 

DAWN:  Let me go to the next one.  If the person that sent that one could clarify it, I'll read it again. 

LEX:  Well, read it again right now. 

DAWN:  Oh, read it again right now?  Okay.  I work with an IL program and have a consumer who is required by his doctor to travel by nonemergency transport because he cannot access the exam table.  He is a Medicaid recipient and therefore I see this as an extra cost to Medicaid for his medical transportation versus riding general public transportation.  Have you also seen this as an issue also? 

LEX:  Well, of course is it's an issue.  What they are talking about is the doctor is requiring a nonemergency ambulance basically to take the person to the exams and I'm assuming that the physician's office is asking those transporters to assist the person on and off the exam table and so on.  Clearly, this is an additional expense for Medicaid.  Now, the doctor is not interested in that because the doctor is, you know, only doing his job and he's figured out a way to avoid having additional staff employed to provide that lifting service, that transport service, and the transporters are essentially functioning in that role. 

Surely there is a concern at some point by Medicaid about how their services are being used, but to the extent that the individual is having improved health care, even though there is an additional expense to Medicaid, I think it's probably in Medicaid's interest to go ahead and do that for the time being. 

From an advocacy standpoint, obviously someone should challenge the physician and say do you know this is really an inconvenience to be using this nonemergency medical transportation when in fact we can use public transit and come here independently if you had the proper assistants in your office.

JUNE:  I would like to add that you know one of the things we've been advocating here as an issue is that while that issue is being corrected, that Medicaid do provide transportation necessary to get the person to the kind of accessible health care that they indeed need, so the good news is they are doing it for right now.  I mean, there still need to be some fixes here in the system that make it more seamless and accessible and usable and more easy to get to, but another advocacy issue is getting the health plan or getting the Medicaid contractor to pay -- make sure the person gets to where they can actually access the treatment and sometimes that does indeed mean paying for accessible transportation.  And then the issue goes a little deeper than that which is not only paying for accessible transportation, but making sure it's safe and reliable so it actually gets you there -- it actually gets you there when you can have the appointment and it doesn't get you there late. 

LEX:  That was a good issue.  Dawn, next question? 

DAWN:  Next question is having to do with tax credits. They want to know if these would be available to the medical practices and doctors? 

 JUNE:  the tax information -- the tax incentives for improving accessibility, there is fact sheet available on the website.  It is accessible. 

LEX:  So is it likely, June, that the physician's office would be able to claim some credit by making their offices more accessible? 

JUNE:  Yes. 

LEX:  Okay.  That's the short answer, Dawn, yes, but it's a very detailed answer that the physician's office would probably have to consult with their own tax accountant in order to determine the exact impact. 

DAWN:  the next question is this person is wondering if there is an ADA guideline for hospitals and clinics? 

LEX:  June, I think you answered that before.  You want to reiterate the answer to that question. 

JUNE:  Well, there are indeed several very good guide books available and one of them is on our website under links under health care, but I think what Lex was alluding to is that, you know, under the ADA if we're not receiving an equal opportunity to get medical and preventive care as is provided -- as is the same opportunity provided to everyone else, then we're not getting equally effective care.  And so that's what I always fall back on in terms of guidance there is a number of good guidance kind of materials, both on our website and on the Department of Justice's website. 

LEX:  but there is no specific ADAAG regulations that address health clinics and hospitals, correct? 

JUNE:  No, there are in terms of -- in terms of physical access, and there are physical access, number of sleeping rooms, increased number of parking spaces, just the typical ADAAG kind of things.  But in terms of where we're going with equipment, it is not spelled out in the same kind of detail. 

LEX:  Very good.  Dawn, next question. 

DAWN:  Actually, I think this next one fits in there.  In California, code requires at least 10 percent of all parking spaces at medical facilities to be accessible.  Perhaps that could be used as general guidance for equipment exam rooms, et cetera. 

LEX:  That's a good observation.  June, any comments? 

JUNE:  or, you know, we need to look at all of the numbers and think about that and, yes, that again -- the Access Board who promulgated those guidelines to begin with would be the ones that would promulgate the medical -- the standards for accessible, medical and diagnostic equipment under the proposed section 510 of the Rehab Act under Harkin's proposed -- so, you know, that's where we're going in terms of medical equipment access requirements.  That's where we want to go so that we no longer get responses from facility administrators in health care that say where is it written?  I know I had to have 10 percent of my parking spaces accessible, but I don't see anything about the number of tables or the number of X-ray machines. 

LEX:  Okay.  Dawn, how many more questions? 

DAWN:  We've got two left. 

LEX:  All right, now, those of you who have questions and have not yet pressed send on your E-mail need to do so because we're nearing the end of our Q. and A. period and the end of our webcast.  We want to get everybody's questions in, if possible, so we're going to do these two and see what else drops in the meantime.  Dawn, first question. 

DAWN:  This is just a comment regarding hospital beds. Most exam rooms are quite small and often require lots of movement around the exam table by staff for procedures and exams. Hospital beds aren't practical for reasons of size mostly. 

LEX:  That's a good comment.  And June actually mentioned the size issue.  I wonder if they ought not be larger rooms so they can accommodate the space we need to get in with our wheelchairs and other mobility aids -- 

JUNE:  One of the slides I left off is what constitutes a good looking, accessible exam room and it's nice and big, with a good accessible exam table in it, but if we put a hospital bed in that same accessible exam room, it would have to be a lot bigger. 

LEX:  Yes, correct.  Okay, next question, Dawn. 

DAWN:  Okay, the next one is June, I have never been able to get an accurate baseline mammogram because of my difficulties in accessing the machines the hospitals are using.  Do you think this is a good argument to use to get the hospital to obtain more accessible equipment because they may be liable for their inability to provide accurate diagnostics because of inaccessibility? 

 JUNE:  Absolutely.  There are accessible mammography machines available and out there.  And basically all that means is that you can be accommodated either sitting on a chair or sitting in your wheelchair.  They do exist and all it is, is that there is good clearance underneath and that the actual X-ray part has maximum flexibility in how it lowers and I just previewed an excellent video on mammography for women with disabilities, training for the mammography technologies and it's available from BHAWD, and I'm going to give you that website. 

It's www.bhawd.org and I think it gives you the visual of what an accessible mammography machine looks like as well as some of the issues that technicians have to be more aware of, but you have every right as a woman to be screened and provided with an accessible mammogram and you need to go forth and get yourself one.  We have documented cases of people who let it go, who had shown up for mammography and got the traditional you can't stand, we can't do, and later on, you know, had the unfortunate experience of being diagnosed with breast cancer which most likely could have been caught earlier and sooner and an easier treatment outcome and course. 

LEX:  It is true that providers who fail to do appropriate assessment may well be liable for their failure to provide accommodations to people that are necessary in order to get a valid assessment of their health care issues. 

 JUNE:  I had asked DREDF, we asked them to do a legal research for us to see if there were indeed any malpractice cases that one could relate directly to lack of access, and they really weren't able to find much for us. 

LEX:  I don't doubt that there will be some of these issues will be addressed and if they haven't already been, they surely will be.  Dawn, do we have any more questions? 

DAWN:  No, sir, no more have come in. 

LEX:  June, would you like to make some closing comments? 

JUNE:  Well, I just want to thank the group for their excellent series of questions.  I urge you all to use the space that Lex will help us create on the website to post these experiences which will indeed be used.  I ask those of you who are pursuing this legislatively and with regulation to use the new book that we've just come out with as a resource for being able to share these stories with our elected representatives. That's the last slide, and you can just Google the title of the book and obtain it.  I will warn you it's a little pricey because it's one of those academic books, but it's got a lot of good documentation, and if you need to at least access the chapters that I have or earlier versions, you might want to E-mail me and my E-mail is there in the slide, probably the second or third slide. 

LEX:  We'll put it on the website.  Actually, we'll put several different addresses on the website.  I know that Davis and our friends at NCIL are collecting the information for Senator Harkin and we will put that contact E-mail address there.

 I think the first question that Dawn asked came from an independent living center that was interested in getting some more experience from individuals.  We'll go back and work backwards there and get that E-mail and post it on the website for your information.  We'll have June's E-mail address up there and we'll have a link to a repository for additional ideas that people want to drop in and for additional experiences that people have with nonaccessible medical equipment. 

June, thank you very much for being our guest today and for giving us this wonderful presentation.  I want to thank all of the folks who participated online for being there, for taking part in this important discussion today. 

I want to thank our sponsors Oregon Health Sciences University, the Research and Training Center on Health and Wellness there, NIDRR, of course, ILRU, all of our colleagues at Baylor College of Medicine and ILRU who have been helping in a technical manner today to put this webcast on.  It takes more than just June and I to see that this is broadcast across the network and to process all these questions and, Dawn, thank you for relaying the questions for us. 

We hope that all of you will join us for our next ILRU webcast.  You can get more information on the web at www.ilru.org and we hope you have a wonderful 2007.  Thanks very much for being with us today.  Bye-bye.

