
Hello, this is Karen McAllister and I’m Pat Price and we live in the Boston area.  When I had my stroke eleven years ago I had sever aphasia. Today, thanks to Foley Hospital and Schl??? College, my aphasia is now mild.  Dr. Paul Rao is the vice-president of the National Rehabilitation Hospital in Washington, D.C. and also a visiting professor at the University of Maryland.  Among other physicians he was the primary editor of the book ????? Stroke.  I would like to introduce Dr. Paul Rao.  His topic will be Update from Washington.  


Good morning. Greetings from D.C. First off I’d to thank all of you for attending. I had the pleasure and honor of coordinating the 2002 Speaking Out in D.C. that was held at Gaulladet University and sponsored by National Rehab.  This one hear, and shut the lights out, I think the conference committee deserves high kudos and high praise from… we never had to put extra chairs in the back of the room.. yeah, bless you.  And in behalf of the board, Harvey apparently shut the lights out yesterday with his speech…so kudos to Harvey ??, our president..??.. and I’d like our board members to stand because they are very supportive of this Speak Out conference.  Could our board members, Mike, stand?


Okay, now I’ve changed it a little.  It’s not just about D.C., it’s about you and it’s about advocacy.  And so I hope to speak in the next thirty one minutes about first to start off about what our objectives are.  


Once you leave here today, I would hope that you would be able to identify three legislative challenges on the national scene with respect to aphasia: two legislative proposals that are currently in the hopper; to describe what advocacy is all about and finally three major challenges in health care over the past thirty years.  And you’re going to be stunned with how this industry has changed over thirty years.  The reason that I’m going to start out with health care literacy issues is that the most important thing with a person with aphasia and stroke is first to take care of themselves – the advocates for themselves and their own personal care.  You will see how challenging it is for folks who do not even have aphasia to understand what their doctor’s telling them.  So we’re first going to talk about personal advocacy.


Thirty years ago treatment for acute heart attack – you were in the hospital 6 weeks; today, maybe two days.  Available prescriptions thirty years ago – 650, today 10,000.  It’s huge in just thirty years.  I recall watching a film in 1972 made at G.W. on training and health care and stroke.  And this poor lady was wringing her hands out that she was going to take her husband home from acute care hospital (G.W.) after just three months – three months, that’s 1972.  Today the average stay for acute care in an acute hospital is about three and a half days.  The estimated stay by the Feds is six days but that’s not three months.  Treatment of new onset diabetes, you were in the hospital three weeks, 2 hours a day instruction.  Today you might get some Holy water and maybe some education.  In terms of hospital – you had a hospital, a nursing home, a home for the aged or incurable or however they termed it.  Today, look at all the continuum of care – assisted living, acute rehab, (snits?), home care, rehab without walls – it’s huge.  We feel health illiterate on first hearing that new diagnosis.  We you are presented with any medical problem you got the deer-in-the-headlights phenomenon.  And the doctor has fifteen minutes to get through it, right?  So he or she is moving through the dialog and script pretty quickly, but you’re saying, duh, wait a minute.  Talk to me like I’m two years old.  That’s what we need.  I can tell from personal experience.  I had an eye infection.  The doctor just presumed that I had a PhD in healthcare.  I took the medicine at the wrong time.  We need to make sure that we advocate and when you’re given medication; you’re given a prescription; you advocate for yourself and you say ‘Stop.  What was my blood pressure?  What do I take and how often do I take it?’  And hopefully, the nurse or the doctor can going to rephrase, can restate; they’re going to write it down; they’re going to show and tell; everything they need to do to help the person with aphasia.  


The National Adult Literacy Survey – 26,000 folks were studied.  It’s the most accurate portrait of literacy in the U.S. scored on five levels.  The first level is about 1/5 of folks in this country are at level 1 and 27% are at level 2 – almost half are…look at level 1. A level 1 can sign his or her name; find country in an article; find an expiration date on a license but they can’t use a bus schedule; they can’t enter background on SSI; they can’t find an intersection on a map and the total cost on an order form.  Add to that, a person with aphasia who may have alexia, reading or writing difficulties.  Level 2 can find an intersection on a map; can locate information in a newspaper, but they can’t use a bus schedule and they can’t write a brief letter.  So this is what health care is presented with individuals who are just showing up – just the basic literacy issues.  Add to that the aphasia.  What are some things we’re dealing with here?  Pill bottles, appointment slips, discharge instructions.  How many of you have seen your discharge instructions, font size of maybe about six and you just have no idea what the heck they’re telling you?  And you just pray that somebody calls and talks to you the next day to make sure you’re confirming.  One third of patients at two public hospitals had inadequate functional literacy.  Again, L.A. and Atlanta and it’s dramatic.  So, many patients struggle with these tasks.  So, what my point to you is you need to advocate.  Don’t leave until you understand or your partner understands what it is you need to take.  And again, this increases with age.  The older you get, I can tell you, the more challenged you are in terms of paying attention, listening and the truth is, more drugs.  The average patient in our hospital has at least twelve drugs. I mean how do you juggle all that stuff?  Costs of poor health care literacy is about 73 billion.  Longer hospital stays – so you know if you don’t comply, if you don’t understand what they are asking you to do you’re going to get sick again and you’re going to go back in the hospital.  And that’s how these costs are transferred.  So, now I apparently have a slide out of order. So, I’m going to back to that original slide that talks about issues critical to the NAA.  What issues are critical to the National Aphasia Association?  I would explain what these acronyms are but PPS in rehab is probably number one from my prospective.  That is prospective payment system.  That is the federal government in 2002 implemented a whole different methodology of how rehab is reimbursed.  And it’s under a prospective payment system.  You should know, you don’t have to understand all of the logistics, but you should know that the implication of this CMS, centers for Medicare-Medicaid policy is, fewer people are going to get in to acute rehab who need rehabilitation.  Therapy caps – now fortunately through advocacy, and it was a huge brew-ha-ha, from PT, OT, speech-language pathology – there were caps implemented last January and the outrage was stupendous.  What it said was that physical therapy and speech language pathology were going to have to share $1,700.00 for an entire out-patient regime.  Hell, we go through that in, what, three weeks.  So, it was unacceptable.  And what the feds finally heard and listened to is that they were going to exempt certain diagnostic conditions.  So, now it’s not as rigorous as it was.  But that was a good example had that bill and that legislation stayed in place, we would have had persons with catastrophic injury – brain injury, stroke – who would have been rationed out of care after just $1,700.00 of allocation of resources.  Therapy shortage – you should know that PT is in a bit of a crisis.  OT has 20% fewer in the pipeline that is in colleges than in the past.  Which means there are going to be fewer OTs to provide you with your daily living skills care in rehab.  So, from a selfish point of view, a person with aphasia wants to make sure you have enough nurses, you have enough therapists to care not just for you but for future patients who will need your services.  NIH cuts – the federal government, as we will see, is spending a lot of money on a lot of things and NIH, unfortunately, has taken some huge hits.  If we don’t research and discover best practices, such things as stem cell has been cut, and these may be the things that are going to be the ????  of cure of stroke.  So if NIH gets cut, we don’t get the new literature, we don’t get the new findings.  So we need to advocate not just on Medicare, Medicaid, but the whole federal government.  I don’t know – how many of you were able to register for your Medicare D?  Okay, here’s the poop.  It was like really tough and uh, again, a lot of folks did not have computers; did not know how to register; they felt like what was the best match for my needs.  Theoretically, the federal government, great, Medicare should help cover prescriptions.  But the way that this is working out and playing out is a travesty.  For example, somebody who is on Medicaid now, Medicaid now, and converting to age 65 to qualify for Medicare there is an inherent automatic gap of thirty days that someone will have to convert to Medicare for prescription coverage and they have no coverage so they’re paying out-of-pocket for that thirty day period before that conversion takes place.  That’s unacceptable.  One person had to pay $350 for one medication.  They’ve been covered under Medicaid, were told that they were not going to be on this new Medicare D for thirty days and received a bill for $350.  Social Security – again, another issue we need to advocate for, and then Medicaid as I have already mentioned.  Many states are changing the game and the playing rules for Medicaid.  Now what’s interesting is we are now in a state, that I believe, is a paradigm shift of how health care is going to be provided.  Massachusetts and the governor and the legislature deserve tremendous credit for saying ‘you know what?  This is like car insurance – everybody should have it. People who play need to pay.”  This is the first state that has taken the initiative – how many people here are from Massachusetts? God bless you.  I think this is the model – it’s not the Hilary model – it’s a model that I think will work.  And my guess is in terms of health care, it’s unsustainable for us to continue working the way we have been.  We need a new model.  And I think the Massachusetts model is calling the question and the thoughts are that it’s going to have a significant impact on how we do business.  


Okay, now we’re going to fly through what you’ve already heard.  And I’m trying real hard to speak slowly because I speak fast at home. My wife says I speak half-assed….Alright, what’s the agenda on the hill?  The agenda on the hill, again, do you see aphasia or stroke on there?  Do you see health care on there?  Basically, the budget, we’re trillions over budget.  Energy is a huge issue - cost of gasoline.  The war, as you know, is a huge focus and they just voted this past week to re-fund more money for the war.  Immigration – huge issue, huge issue.  The truth is, if we advocate for persons with aphasia to have, to be understood, to have access, to be treated, for example, when I go to restaurant and I can’t read the menu, can I point to pictures, etc.  This is going to help persons who are immigrants who do not understand English; it’s going to help persons with aphasia.  It’s a win-win for everybody.  Ethics – it’s actually not a word that’s too common on the hill.  Again, the suspicion is that this next election is going to be a huge kind of seat change, just like the Gingrich Newt revolution.  The truth is we’re kind of all in this together.  They’re not dealing with the budget.  They’re not dealing with health care.  Many ?? they’re division.  So, those are the issues on the hill.  And the White House, obviously Mr. Bush is focusing on the war. He made that covert trip to Baghdad.  And I think these new folks in office in Baghdad, if they can carry it they move on and take over and that’s the goal for the White House.  Taxes – continue to cut taxes and we have an increased debt.  Immigration is a huge issue and it’s a political issue on both sides of the aisle as well as at home.  Energy, ethics, legacy – so you don’t see health care; you don’t see aphasia there.  What’s on the front burner from CMS?  That’s, CMS stands for Centers for Medicare and Medicaid Services. So that’s, I live five minutes away from CMS.  It’s in Woodlawn, outside of Baltimore.  It’s a huge complex.  They search your car four times before you can enter because they don’t want anyone to steal IDs.  Just like 26 millions veterans lost ID – you don’t want that to happen.  Prospective payment acute rehab is a huge issue for all of us.  But for Medicare, they realize we’ve got an age wave coming.  Folks in the room here who are 65 or older – huge.  What’s coming though is a huge tsunami of elderly, of the Boomers who will be taking these services.  So it’s going to put a crevice in Social Security and Medicare.  So they need to handle this.  And what they’re trying to address is access.  You all may know folks who’ve had some joint and hip replacement.  Many of those folks have gone into acute rehab.  Right now the studies that are being conducted are “do they really need to be in acute rehab?  Do they need to take those services?  Can they be treated in a SNIF or a nursing home for a short period of time?”  So what Medicare, CMS is trying to do is find the best mix for the best patients.  So under prospective payment there are twelve diagnostic categories.  And a hospital like National Rehab, like Spaulding, is going to have to make sure ultimately in two years that 75% of your patients fit in those categories.  I go to 5:15?  Holy poop, okay…So the 75% rule is onerous in the sense that many hospitals today because, for example, cardiac is not covered, pulmonary rehab is not covered, many other conditions that need acute rehab don’t qualify under these twelve diagnostic categories.  Many hospitals are operating at 50% compliance, which means they’re history.  If the feds audit them, they’re out of business.  So we cannot afford to lose or reduce access for persons with stoke throughout the country.  And most at-risk are the rural hospitals who are trying to maintain a rehab unit of six or seven beds and a rehab hospital and there really isn’t an opportunity get them in if they don’t have this compliance.  Right now the compliance rule is 60%.  In two weeks it goes up to 65% on July 1.  And then the next year it goes to 75%.  I’m a (carf?) surveyor, I survey rehab hospitals. Most of the folks that I’m visiting are on the cusp of 60%, which means they’re not getting the 65% in two weeks. So it’s a huge issue.  We need to advocate that Medicare needs to hold on, hold it at 65% - don’t go to 75% and let the literature – there are two major studies that are going on in this country that will conclude by February next year called the “Joint Study.”  Where fifteen rehab hospitals and fifteen nursing homes are looking at 30,000 patients and they’re going to look at that data and see if indeed which one makes the most sense.  When that data is in we are not going to be able to argue with CMS.  The data will be there and it will determine what is the best mil u per large percentage of elderly for their rehabilitation.  Okay, that was the hill.  We’ve talked about the White House.  And we’ve talked about CMS.


What are the common issues with persons with disabilities?  Well, health care disparities.  There was a study that just came out in Modern Healthcare.  Fifty percent of health care is unquality care.  That is, you all have heard, read about, again, 100,000 people in 2002, in 2000 I’m sorry, were said to have died of medical errors, for reasons other than what they were admitted into the hospital for.  100,000. That corresponds to a 747 crashing every single day.  Do you think we, as a community, would tolerate a plane crash every single day?  And yet, we are tolerating a plane crashing in a hospital throughout this country every single day.  And unfortunately, the crossing the quality chasm, the new article by IOM, the Institute of Medicine, came out – hasn’t changed, still 100,000.  We’re still cutting off the wrong legs.  So patient safety is critical.  So I’m telling you as a person who has medical issues that you need to advocate for yourself. You need to make sure the people in the hospital take your name and ID that they’ve got you as the right person; that they wash their hands.  You need to advocate for yourself in terms of healthcare.  Health care disparities, as I said, 50% in this most recent study unquality.  So it is an equal opportunity discriminator, whether you’re white or black, rich or poor.  Half the folks aren’t getting quality care.  Patient safety – I can’t stress this enough how important it is.  It is the front burner.  Mr. Bush signed a bill last year.  This year we hope to have in place a mechanism where every hospital will, without fear of litigation, be able to report incidences and deaths so that we can learn that this piece of equipment or this process resulted in a death.  Hey – others need to learn from it.  It’s the aviation model.  Since 1974, when there was a crash outside of Dulles in D.C. the whole aviation industry changed and said you know what, it’s not just about my plane or my company.  It’s about all of us.  And now all the crews and all the industry exchange information about things that happen.  You can’t start the plane without the co-pilot asking you to go through your checklist.  We need to make sure the O.R. – that the nurse, the anesthesiologist has a comfort level of saying are you sure that’s the leg?  We have to have a comfort level to communicate and advocate.  Patient safety is crucial.  I’m sure every single one of you has at least one person in your family or network who has some complication from a health care service.  All of us, we all experience that.  Health care literacy – we’ve already have talked about how important it is.  The NIH cuts – having the ability for example to go, if you want to go to a speech pathologist or an audiologist, you don’t need to go to a doctor first.  You ought to be able to not to have to pay the co-pay to go to the doctor and say yeah, you need a hearing test.  Direct access.  Medicare, Medicaid, Social Security all of these are kind of tied together.  It’s a huge budgetary issue now.  But in the next five, six years it’s going to balloon.  It’s going to be a phenomenal challenge.  Health care costs – out of control.  Uninsured population – 48 million.  1/5 of the U.S. citizens are without compensation.  Our system, Medstar system in Baltimore, D.C., we spend over $48 million a year in uncompensated care.  Folks treat the emergency room as their private clinic because they don’t have insurance.  We, for the right reason, with ???, say we must treat you in the emergency room.  We can’t send you away.  With that, there is a tremendous increase in all of our costs, which is why the Massachusetts model is going to work.  I’m convinced that that’s the root that the country has to go with respect in dealing with the uninsured population.  And as I have already alluded, the man power shortage.  So, advocacy – what does it mean?  In the Latin, advoco literally means to call out; to scream.  Most pointedly is very relative to NAA because many of us don’t have a voice.  So how can we advocate for things on the hill, in the White House, in our house, in hospitals?  The point is, you choose a topic, choose a forum and a theme to advocate for better services, more services or more resources.  Let’s skip ahead here.  Let me give an example before I move on to some of the NAA specific issues.  And tell a little vignette, uh, story that deals with how…speech pathologists in the room, raise you hand please…how many humans we got here…great…terrific turn out.  We’re trained – we have our C’s, we have our competencies, we’re licensed, but fundamentally we’re a service oriented group and we have to have compassion, we have to have service, we have to have pride.   I want to tell one little story where had compassion, if you will, and advocacy not occurred this person was going to a nursing home.  This 92 year old woman, Olivia, was admitted to our hospital, been there three or four days.  The team was not getting any response.  She’s a tiny little lady, got her head down on her treatment tray not responding.  They said that she was either demented, depressed, aphasic, all the above or wants to die.  And one of my colleagues said, Paul would you go up and evaluate her?  I went up, she’s got her head down and I said uh, she’s given me permission this is going to be a published story.  So my HIPPA violation is not…(unintelligible)…I said,  Olivia, Mrs. Rauh.  I said there is only one person I know with who has that last name.  And his name is Joseph Rauh.  And it’s like we poured water on her toes because she just like blossomed.  She came up, she smiled.  She said that’s my Joey.  Joseph Rauh, graduate of Harvard, attorney, very prominent graduate.  If you’ve ever seen Martin Luther King walk he was that tall white guy with the bow tie.  He’s a tremendous advocate for civil rights and for union affairs for a number of years, and in 1993 got the Presidential Medal of Freedom.  This woman was not recognized, she was not connected. She had no avivra.  She had no will to live.  She ended up walking out of the hospital a week later.  She was going to a nursing home because she was not responding.  So that little, kind of wake up call where I Googled a name and was able to post it on her bulletin board.  All the therapists began to relate to her and her husband.  He passed away in ’93 and that’s when Mr. Clinton gave him the posthumous award.  And just to tell you how spunky she was, the physical therapist – she had terrible back pain – the physical therapist, Diana, said Mrs. Rauh, I need permission to put on the bulletin board a description of front-back because we’re going to put the ointment on your back under your scapula.  May I design, or draw, breasts on this picture.  She said yeah, make ‘em big.  Tiny little lady.  So in terms of speaking out and encouraging speech pathologists and patients and the person served and the family members and the whole network.  There is a quote by Henry Ford that I think is very relevant here:  “If I think I can or if I think I can’t, I’m right.”  Who are the best practices?  Who gets hurt?  Unfortunately, who gets hurt is who has the big bucks, and the pack, or the funding, for the AMA is phenomenal.  Any bill that comes in Congress that has the MAA’s imprimatur on it gets passed – absolutely – done.  ASHA, small potatoes. APTA, maybe stronger but not nearly as potent.  So, American Bar, American Hospital Association and AARP.  AARP was able to modify and implement this Medicare D and support it for persons. We had no payment for prescription drugs until about 2002 – it was on AARP’s agenda.  You’ve got millions of white panthers running around screaming on Capitol Hill – they’re going to change.  They’re going to listen.  So I think we have a tremendous opportunity to leverage the Age Wave to speak to in consensus to come up with a legacy and to come up with a legislative agenda.  Where are our natural alliances then?  The big dogs are the AMA, AHA, AARP – the tri-alliance.  That stands for the three groups that are part of the allied help.  American Speech and Hearing, American Physical Therapy, and American Occupational Therapy.  And then other disability and elderly groups: American Heart Association focusing on stroke; National Stroke Association, AARP, NAAA – these are true constituents that all of us could hook up with and have some common agendas.  In terms of personal advocacy, I’d like to spend some time.  Just in ASHA’s magazine this past month, Leonard Zya(??) who I believe is being recognized here in Massachusetts.  Leonard wrote a wonderful poem on aphasia. He is from the Massachusetts area, and advocated about his aphasia and his round 1 of recovering with speech, and round 2 being in the game.  So, here is a person with aphasia – you can draw, you can write, you can act; you can do things to bring the cause of aphasia out into the public.  Now, very impressive – Kevin Keirns – Kevin’s not here today is he? It’s Saturday, sure.  Kevin’s a wonderful guy.  He’s head of the department at the University of Massachusetts.  (Kevin) had established some promoting aphasic advocacy in the community.  He had some neat ideas and it was in the NAA web site.  For example, his students in class were challenged to come up with advocacy approaches.  So they came up with Aphasia Night at Fenway Park as an example.  So the persons with aphasia would be recognized; they’d be at the game; orders at the hotdog stand would be more picture-like instead of verbal etc.  So, advocacy at Fenway was one example.  I don’t know if you noticed in your handout yesterday when you registered there was a Speaking Out discount card for aphasia-friendly merchants.  This is what the students went in, and ??, went into the community and said we’ve got a wave, about 300 folks here, maybe 150 persons with aphasia – do you know what that is?  No, is that a branch of the government?  They don’t know.  Audrey Halloway, God love her, she’s an amazing woman.  She quoted some NAA data (pull it out here)….Audrey did a study, or reported the NAA the biggest challenge that the NAA, that persons with aphasia have is just awareness of the problem.  It would be great if somebody knew that it’s like I’m in Spain.  I have the same intellect.  I have the same compassion; the same emotions.  I just don’t share the language any longer.  Aphasia awareness – and that’s critical.  Letter writing, and this is to your congress reps locally, letters to the editor of your local newspaper, raising funds – you have on your table two examples of personal advocacy.  An article in the ASHA magazine on having a fund fundraiser.  My wife and I each year for the past six years have shut down our hospital’s dining room and made it Raylo’s(??) restaurant – a very famous restaurant in New York that I can’t get in to.  The oldest restaurant in New York.  They’re kind of famous, they turned away Frank.  So hell, they’re not going to let me in.  So for six years we have funded – my wife makes the salad, I make the meatballs and we do the shtick.  We raised this year $4,400 for our care assist fund.  So that’s an example of getting together of trying to raise money for a cause.  Isaac, on our board, is going to be having a golf tournament.  Lots of fun, but lots of money being raised for a great cause.  And I’ll go a little bit later on the kizmit thing.  And then involving friends and family in your journey, in this saga of advocating.  And one last story before I get to…let me just fly through – those of you in speech you can go on the ASHA web site – whole thing on advocacy: action alerts, what you can do, what the rules are.  It’s a tremendous web site for those in speech-language pathology.  And you can see that there’s information.  There’s a lot of resources and tools.  She told me I have three minutes.  So I want to tell you this quick story.  Last year, NAA had their gala in April.  My wife and I took the train up from D.C.; had lunch - and the story’s on the table here – had lunch at Bryant Park and prior to the gala at the Harvard Club that night we walked through Bryant Park.  And there was this huge white tent.  And in this white tent were thousands of books of poetry.  And I’m not much of a poet (??) so I pick the thinnest book there, opened up to the middle page, page 26, and there is a poem called Aphasia.  I’d like to read it to you.


His signs flick off 


His names of burrs in his beautiful words


Eleemosynary, fur, cinerarium, reckless


Skip like pearls from a snapped necklace


Scattering over linoleum 


His thinking won’t venture out of his mouth


His grammar heads south


Pathetic, his subjunctives 


Just as pathetic, his mangling the emphatic 


Enclitic, he once was the master of


Still, all in all, he has his inner weather of pure meaning


Though the wind is keening through his Alps


And his clouds hang low


And the forecast is rain mixed with snow, heavy at times


Tremendous.  I called him and he said Sara Larks, he said VeeJay, Dr. Singh, not Singh, he’s the golfer.  I’m sorry, this is Veejay Sasardei.  Who do you know who has aphasia?  He said I don’t know anybody with aphasia but I’ve studied it.  It is my greatest fear.  As a poet I cannot afford to lose my words.  So interestingly this year at the NAA my wife and I had VeeJay and his wife, Susan, come to the banquet. He read his poem and he felt like a rock star.  He was there with a hundred folks who adored his words.  So that is an example of engaging others in the community to advocate for persons – isn’t that a beautiful poem?  


Okay, the last thing I’d like to close with and then we’ll uh…Margaret Mead.  “Never doubt that a small group of thoughtful, committed people can change the world.  Indeed, it’s the only thing that ever has.  


Okay, any questions?  

