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>> JOHN EICHWALD:  Can we please get seated?  


You may want to get a chair now because we may not have enough chairs for everyone.  Good morning!  Please have a seat.  My first order of business is I need a picture for my Facebook.  


(Laughter) 

Thank you.  


Well, welcome to Atlanta.  Atlanta's the home of the Braves, the Falcons, the Hawks, the thrashers, Atlanta symphony orchestra, opera, ballet.  We're proud to be the birthplace of Margaret Mitchell and Martin Luther King, Jr., and lays claim to the largest indoor aquarium and the world's busiest airport.  And hopefully the cheerleaders are now enjoying the airport.  


(Laughter) 


(Cheers and applause) 

Atlanta is the home of many aspiring and upcoming hip-hop artists that record in the city.  But don't forget the Atlanta Zoo and the motor speedway.  In this city there is no shortage of museums, malls, galleries, parks, festivals, and a vibrant night life.  Atlanta is the only city in the United States where you can view two Nobel Peace Prizes, one awarded to Martin Luther King, Jr., and the other to former President Jimmy Carter.  Atlanta is home to one of the largest concentrations of colleges and universities in the United States with more than 30 institutions of higher education including the Georgia Institute of Technology and Emory University.  Atlanta serves as headquarters for Coca-Cola, Delta Airlines, Turner broadcasting, the Home Depot, UPS, and the centers for control and prevention. 

And if any of you northerners get homesick, just a few miles out of Atlanta we've got snow mountain with some manmade snow.  


(Laughter) 


Make some snowmen and throw snowballs.  Of course, we know that this year's agenda has so many interesting and valuable sessions you won't be able to enjoy many of Atlanta's venues.  However, on behalf of the American academy of pediatrics, the Centers For Disease Control and prevention, the national center for hearing assessment and management, and the maternal and child health bureau I welcome you here to celebrate 10 years of EHDI.  


(Applause) 

And now I will turn it over to our moderator Irene Forsman.  


>> IRENE FORSMAN:  Thank you, John.  I am the director of HRSA's newborn hearing screening program.  And I am delighted to be here, and I would like to add my words to John, welcome to 10 years of the program.  We've done a lot.  We have a long way to go.  Before I introduce the speakers that are on the podium, I will tell you that we were anticipating that we would have Marion Downs here with us this morning.  Unfortunately, Marion hurt her shoulder.  She has got a little bursitis.  She is at home.  And she is recovering.  But she was unable to come at 97 years of age and so she sent a messenger, and I would like to call Sandy who is professor of audiology at the Marion Downs Center to deliver Marion's message.  Sandy?  


>> SANDY:  Thank you, Irene.  Marion was very excited to be here.  She was looking forward to it.  She had made a lot of notes about everything exciting that has happened in newborn hearing screening in the past 10 years.  And unfortunately at the last minute decided that she really would be better off for her health to stay at home.  But if any of were you wondering how her mental capacities are at 97, I thought I would share this little poem she wrote for this occasion which should leave no doubt that she is right on top of things, and she continues to meet with us who work in Colorado and give us great inspiration for the work that we do.  And I am honored to be able to share her words with today.  This is Ode on my 97th Birthday.  It's been a wonderful choice that I have been given, 97 or going to heaven. 


(Laughter) 


Both would give experience, there really is not much difference.  The friends one has at this great age have made me feel like I am a sage and sent my ego strength so high I've ended up above the sky.  Some saw me through adversity, those at CU University, who manage without a single blush to give me professor emeritus.  Others who are close relations and family ties expressed elations.  When some misguided general boards insist on giving out awards to some of us who since our birth have really not been that much worth.  Yet too insistent younger boys have added to our modern joys by pushing forward newborn screening, though adding to it vital meeting that says we must advance our teaching that covers us with learned reaching.  So Karl and John, arise, arise, and help Atlanta win the prize. 


(Laughter) 


(Applause) 


>> IRENE FORSMAN:  I got distracted.  You know, this is sort of like church.  There are empty seats in the front.  


(Laughter) 


So please come up before I introduce the speakers.  The first is my boss and my good friend Dr. Bonnie Strickland who is the director of the division of services for children with special healthcare needs in the health resources and services administration maternal and child health bureau.  That's a mouthful of acronym.  Dr. Strickland administers a national system of programs designed to improve genetic services including a special focus on sickle-cell and hemophilia, as well as condition-specific initiatives in autism spectrum disorders, traumatic brain injury, early hearing detention and intervention, access to care for children and youth with epilepsy, and the anchor to all those programs which is the medical home program. 

Bonnie holds a doctorate in early childhood education from UNC at Chapel Hill.  Our second speaker is Dr.  Louis Cooper.  Dr. Cooper has served on numerous advisory boards at the state, federal, and local level.  He is past president of the American Academy of Pediatrics, and in that capacity has been a great booster for the EHDI program.  He has also chaired the Medical Society of the State of New York Committee on Medicaid, and Public Policy Committee of the Pediatric Infectious Disease Society.  Dr. Cooper was the founding co-chairman of the campaign for healthy chairman best known for designing, advocating, and facilitating implementation of the child health plus program, New York's effort to guarantee health insurance for every child in the state.  He continues to stay very involved with a number of AAP initiatives including serving on the task force for improving the effectiveness of newborn hearing screening, diagnosis, and intervention. 

Our third speaker this morning is one you've already heard, John Eichwald.  John is the team lead for the early detection and intervention program in the national center on birth defects and developmental disabilities at the CDC.  In this position, he oversees various EHDI activities, including collaboration with federal, national, and state agencies, and organizations in assisting states and territories to develop standardized procedures for newborn hearing screening tracking surveillance, data collection, and management.  And, finally, we have Dr. Karl White.  Dr. White is a professor of psychology at Utah State University and the founding director of the National Center for Hearing Assessment and Management, affectionately known as NCHAM.  Prior to his work at NCHAM he was the director of research and development at the national technical institute for the deaf. 

From 1984-1985 he served as a congressional science fellow with the American Association for the Advancement of Science as a staff member for the sub-committee on the handicapped in the United States Senate where he was responsible for the staff work related to the creation of the Commission on the education of the deaf and education of the deaf act of 1986.  As all of you know, Dr. White, Karl, directs the national technical resource center for the EHDI program.  So with that, we will begin, and I will invite Bonnie Strickland to the podium.  


(Applause) 


>> DR. BONNIE STRICKLAND:  Well, good morning!  Indeed, it is a celebration, isn't it?  I am so honored to be here.  I have been fortunate to spend almost 20 years working in and around the EHDI program, and I have to says it truly one of the most rewarding, gratifying programs I have ever had the pleasure of being associated with in my entire career.  Let me tell you just a little bit about HRSA, the health resources and services administration, because a lot of people really haven't heard so much about HRSA.  It's the primary federal agency for improving health for all people who are uninsured, isolated, or medically vulnerable.  And our main job is to be sure that the right services are available in the right place at the right time.  


Now, in HRSA is the maternal and child health bureau, and many of you have heard of that because many of you get grants from us.  But I just want to emphasize that the population that we serve is all of America's women, infants, children, and adolescence, and their families, as well as children and youth with special healthcare needs.  This is or our component of the EHDI program lies.  


We come to this with federal legislation, the oldest public health legislation in the country.  Our job is to provide and promote family-centered, community-based, coordinated care for children with special healthcare needs and to facilitate community-based systems of service.  That's what we are all about at this point in EHDI.  Now, this slide is not comprehensive at all.  There are so, so many landmarks in the EHDI journey.  But it represents many of the activities that HRSA has been involved with over time.  And I want to point out that we were involved in newborn hearing screening almost more than a decade before the EHDI program actually began in 2002.  So while some of us think this has been a very quick journey, I'm sure that there are many of us, including Marion Downs, who would say this is a lifetime undertaking. 

And it couldn't come too soon!  


But let me walk through some of the things that HRSA has been involved with over the years.  In 1989, then Surgeon General C. Everett Koop realized that the United States was far behind just about every other developed country in the age at which children were identified for hearing loss.  And so he established a national healthy people objective for the year 2000.  We'll learn more about that in a moment.  Shortly thereafter, the maternal and child health bureau and pioneers such as McPherson, Baron, Karl white, John Eichwald, Jean Johnson in Hawaii, undertook the first national federally-funded demonstration for newborn hearing screening in Rhode Island, Utah, and Hawaii.  And then in 1990, and then again in 1995, HRSA supported technical assistance centers, one at the University of Colorado with visionaries such as Marion Downs, Vicki Thompson, Kathy Waters, and then finally, finally in 1999 we achieved legislation. 

Our friend Representative James Walsh and his staffer, Martha Carmen, just moved the federal agenda for newborn hearing screening forward at that point in time.  And thereafter we moved what some would say would be very, very quickly.  That federal legislation is still looked at as model federal legislation for many, many other programs at the national level because it required, and it specified, partnerships among agencies, CDC has a very specific role for monitoring and data and technical assistance, epidemiology, and HRSA's role was primarily the service implementation, hearing screening prior to hospital discharge, audiological diagnosis no later than three months, early intervention no later than six months, and linkage to a medical home.  And most importantly linking parents to parent support. 

But let's take a step back just for the fun of it.  After all we are celebrating.  What was going on in 1993?  Well, according to the Department of Health and Human Services, only 10% of newborns were screened before leaving the hospital, and the average age of detection remained unacceptably high at 27 months.  Now, according to CDC in 2010, over 97% of infants are screened for hearing loss, and the average age of diagnosis is 2-4 months.  This is in states with well-developed programs.  Now, we still have a long way to go, but 2-4 months is a lot better than 27 months.  So what about capacity?  Well, if we look back to 1989, there was only one federally-funded demonstration grant.  There was some research going on in some small pilots, but this was really the only real demonstration going on in the country. 

Now in 2011, 57 states and territories receive HRSA grant funds for screening and in loss to follow up and we're expecting to fund more.  What about national vision?  Well, in 1990 when Surgeon General Coop was thinking about that healthy people objective, our main goal was to reduce the average age in which children with significant hearing impairments were identified to no more than 12 months.  We were going to be happy with a year back in those days.  Now, you can see for yourself, this is the national agenda, the healthy people objective that we are aiming toward now.  And finally what about the evidence?  Well, back in 1996, back in 1996 even we thought it was a no-brainer that newborn hearing screening was the thing to do.  But the preventative services task force even though said there's little evidence to support the use of routine, universal screening for all neonates. 

Now, finally, the U.S. preventative services task force finally concludes after we're screening 95% of babies that there is moderate certainty that the net benefit of screening is moderate.  I think that we would all --


(Laughter) 


Just a little disagreement there.  So finally, then, the challenge was to screen all infants prior to discharge.  We knew we had a job to follow up.  But we were really working very hard on building those screening programs.  Now the challenge is to strengthen the capacity of the community system to approve follow up and intervention.  And as hard as that first task was to implement screening programs, the one before us is even harder.  So what is HRSA doing?  Well, we are continuing to improve the capacity for screening, diagnosis, and long-term follow up.  That's our primary goal, and Irene Forsman leads that effort for us almost single-handedly at HRSA.  We are continuing to support grants to states.  We are expanding the pediatric audiology workforce through graduate training in 11 LEND programs in the country. 

We are supporting the continuing education program through NCHAM with Karl White.  We funded a grant to the University of Hawaii to provide tele-help support to the Pacific rim.  And one of the ones that we're most happy to be associated with is the partnership with the administration on children and families and NCHAM to screen early head start programs.  We're working with the new HRSA home visiting program.  How many of are you aware of the new home visiting program in your state?  Good.  If you are not, you should get familiar with it.  We believe that by working with that home visiting program we may have access to children and families who have not been caught up in the early hearing detection and intervention program.  And finally, an effort that we are very, very proud of is our quality improvement effort. 

We've been involved in this now over a decade, and newborn hearing screening and intervention has led the way.  28 states have participated in a 15-month process to learn quality improvement methodology.  This is no short-term piece.  You are working over the years.  15 new states will begin in April, and 15 will begin again in 2012.  Finally, I can't leave without saying that what our program is all about is improving the system of services for children with special healthcare needs.  We have six performance measures for that big system, and I've sort of refigured it here for EHDI.  We would say that early and continuous screening plus partnerships with families and consumers, access to care through the medical home, adequate financing, and organizing services for easy use by families would equal a good transition to adult healthcare, work, and independence. 

And if we can do that for every child from the time that they are detected, screened, detected, receive intervention, and all the way through school, that we should be able to expect that children with hearing loss will be happy, healthy, and productive members of society.  So I would like to close with just a quote from one of my favorites.  I started to pick Helen Keller, but I decided on Margaret Mead in the end.  And that is, "Never doubt that a small group of thoughtful, committed citizens, indeed pioneers, can change the world.  Indeed it's the only thing that ever has."


Thank you, again.  What a wonderful celebration.  And go EHDI!  


(Applause) 


>> DR. LOUIS COOPER:  You can see we are organized.  We're deciding who goes next.  Thank you, Bonnie, for starting us down the path of history, and it's nice to have a younger colleague give some of the immediate past.  But I am going to take us way back.  


(Laughter) 


This is the 10th anniversary of these EHDI conferences, and it is an incredible privilege and honor for me representing the American academy of pediatrics to participate with all of you in this event.  I can't read my slides, and if you can read them wonderful.  So I will try to make my point without it.  


(Laughter) 


In talking with my colleague Karl when I was asked to contribute to this, I thought, "Well, what could I do?" And basically what I am going to try to do is tell you that this is the 10th anniversary for EHDI conferences, but this is the 50th anniversary of my efforts on things that have helped to reduce the risks associated with deafness.  And what I have learned in that is that what moves us forward are three important processes:  One is crisis.  One is science and technology advance.  And the third is partnerships.  People working together.  In looking at the program, I was delighted to see that the condition which contributed more than half the childhood deafness in the world is not even mentioned in this program.  That's what led me into the world of children with special needs. 

And let me give you just a quick history because 50 years ago most of you weren't even around.  But I think the lessons learned about the combination of crisis, science and technology advance, and most importantly people coming together in partnerships is also the message of EHDI, and I think is the message of the success we've had to date, and most importantly sets the standard, the goals, for where we expect to go in the future.  The first crisis was World War II.  And because of that people came together.  There was an epidemic of rubella, German measles, and it was noted for the first time that when women in pregnancy had this mild infection they had children with severe birth defects, the most important or the most common being deafness.  Also vision impairment, heart impairment, and brain impairment as well. 

But the number one and most common was deafness.  We couldn't do much to either diagnose that condition because it's obscure, and over half the cases are without any rash until 20 years later when some of our colleagues found the cause of the rubella virus.  Shortly thereafter, and that's where I come in because I am a virologist.  And can we make a vaccine?  This is right after the success of the polio and measles vaccine.  Three years later there was a global pandemic of rubella, and in the United States more than 1% of pregnancies were damaged by this virus.  That left us with 20,000 surviving children.  Many of whom had multiple handicaps, the most common far and away being deafness.  This was the second crisis.  Fortunately, the crisis was so bad that many of us came together from many disciplines, and within 5 years two important things happened. 

First of all, we had created a preventative vaccine.  And so in 1969 that vaccine was licensed.  Last in 1969 recognize that this -- recognizing that this was a national problem, the first legislation ever passed by the then new Bureau of Education for the Handicapped created a pioneering program that really set the stage and was the model ultimately for IDEA, that which all of you depend upon.  It meant the program had to fit the child.  It started with services at birth, and it was multidisciplinary.  Now, this was pioneering at the time.  So that happened because many people came together.  I'm pleased that our team, the rubella project in New York, provided the concrete data, and the real people to show Congress that this was not a will of the which is p.  There was no argument like there is about global warming or environmental hazards. 

We had the data, and Congress responded accordingly.  Well, that crisis had to be dealt with by the education system, the human service system.  It was led by parents.  And the partnership with parents, with all of us, is what taught us what I know now, is what makes the community work and what serves children well.  And I think you are saying two minutes.  


(Laughter) 


30 years later --


(Laughter) 


Tom Barons and Karl White who are both pretty big guys took me aside and said, Louie, we know what the academy of pediatrics did to eliminate rubella in the United States and reduce by half the number of deaf children.  We need the academy because of this new technology.  I didn't believe the technology until New York State with some funding from the government repeated the screening programs involving 70,000 babies in a hurry and showed, by God, this works.  And so with the help of HRSA and CDC, the academy created a task force to do its part with in partnership with all of you.  Well, you know the results.  Quickly, who and why the academy?  Well, the academy was founded to assure optimal physical, social, and emotional health for all children, including those with special needs, and we do that by service, by research, by education and advocacy, and all of those things have been needed as we move EHDI forward. 

It's a big organization.  But what we are so proud of is how our members, our volunteers, our staff have supported the EHDI project and all of you.  Why is the medical home and bright futures part of what we are saying?  Well, first of all, you heard Bonnie talk about it.  Medical home is what all children need, but no children need it more than children who are born deaf and who need to navigate through our difficult system, and pediatricians play a role in that process.  The academy's efforts, you're all part of those efforts, and you can see the list here.  Most particularly we are proud of our educational publications, our policy statements, and our advocacy that has made universal newborn hearing screening the posture in all 50 of our states. 

So let me thank all of you for what you are doing, the academy and its membership for what they do, and its dedicated staff who help me put slides together that I almost got to use.  


(Laughter) 


And most importantly, for enriching my life by being part of something that's making the lives of all children better.  And finally I have to say a word.  This is in memory of our good friend Tom Behrens who for 50 years whose vision, energy, and effort steered all of news ways that brought us together, and that I hope are allowing us to enjoy the celebration of our progress, and most importantly renew our commitment to what remains to be done.  Thank you.  


(Applause) 


>> JOHN EICHWALD:  Well, good morning, again.  Do I get another picture?  No.  I will wait for my slides.  Well, EHDI is celebrating 10 years.  The EHDI legislation that formed what we are doing at the federal level both at HRSA and CDC was under the Children's Health Act of 2000.  So our national centers also celebrating 10 years of service.  And, in fact, we are having a series of celebrations.  Our first celebration will be March 3rd on Capitol Hill.  It's hosted by the march of dimes.  I want to thank in particular Beth Benedict that she will be making a presentation on the Hill for us, and talking about the success of EHDI.  So, Beth, thank you.  


I want to give a quick snapshot on where we've been, where we are, and where we're going.  As was pointed out, we already had our goal post and that was through healthy people 2010.  So that's what we were working on for the first 10 years of our programs, screened by one month, diagnosed by three, intervention by six months of age.  We've done really well on screening.  You can see that when we started this out over 10 years ago we were screening less than half of the babies in this country, and by now we're screening almost 97% of the children born here.  So in that 10 years we have screened 27,218,838 babies.  Quite a feat.  We've identified 26,109 newborns identified with hearing loss.  And those are the kids that we can document. 

So we've had a tremendous impact in what we've been doing over the last 10 years.  Those numbers only keep getting more impactful everyday.  So how are we doing today?  Well, the latest data we've been able to report out was on calendar year 2008.  There were 4.2 million births in the country in 2008.  We had 50 states and territories provide information to us.  And this represents 83% of the birth cohort.  And of that we can document that 33 -- sorry.  You can read the number.  


(Laughter) 


3.3 million, 3.4 million infants were screened in this country.  And we have documentation of the screening results.  In 2008 we identified 4,000 infants with hearing loss, and 2/3rds of those we identified before three months of age.  Again, a great success story.  But if you look at the big red piece of the pie, that's where we have to work.  We've got 43% of the kids that didn't pass their hearing screening that we don't know what their outcome is.  We don't know if they were ever screened or if they were screened we can't document that they received the appropriate -- we know they were screened, I'm sorry, but we can't document that they received appropriate follow up.  That's where all of the agencies and all of are you all focusing our attention. 


In terms of intervention data, 4,000 infants with the jurisdictions that can report to us had hearing loss.  We know that nearly 90% of these infants were referred to Part C of early intervention.  We can document that 2/3rds of those children received intervention services, and half, 1400 of those infants, received services through part C before six months of age.  So we are making progress.  What are our current challenges?  Data presently is not reported in all cases.  It's often incomplete, and in many cases it's non-comparable.  Loss to follow up is a big issue.  What our main focus is on.  But I want to point out that the range vary as whole lot among states.  We have states reporting zero loss to follow up.  We have states reporting as high as 84. 

So when we look at the average, you also have to look at what's happening at the local level.  We need to continue to document referral and enrollment into early intervention, and provide culturally competent family support.  How do we do this?  Well, in order to improve EHDI systems and services, it's sort of my montra that we need the right information provided to the right person at the right time and in the right format.  And it's similar to -- 


>> DR. BONNIE STRICKLAND:  That's HRSA.  


>> JOHN EICHWALD:  you only did two.  I put four.  I propose that electronic health information exchange can help us in this.  It can help hospitals.  We can reduce data entry costs and the accuracy of that information being collected in hospitals.  We can conduct automated risk factors.  So we can actually measure and do quality improvement in terms of what activities are occurring at the hospital.  Measure health screening rates that are occurring.  There are benefits electronically For the EHDI programs.  We can reduce the time and expense of documents services already provided.  How many times have we had follow-up coordinators in this country call the mom, and we found out that they've already received services. 

We need to have all documentation.  We need to get better demographic information and age specificity throughout the EHDI process so that we can look at disparities and making a real impact.  Uniform data standards to provide comparable data so that we can accurately report data at both the state and federal levels.  We can evaluate our activities such as the NICHQ initiatives.  And, again, just getting electronic, good, comparable data for what we're looking at.  It can definitely be a benefit to families.  It will empower families with electronic access to educational materials, and their own information for improving their own health and well-being.  It reduces repetition of information provision.  How many times do we go into a new office and we have to fill out the same form over and over again any time we want services? 

Unnecessary.  And it can help secure access to records, provides portability of health information.  So if you go from one provider to the next provider, electronic exchange can help with this.  And basically it will help transform this country from a provider-focused healthcare system to a patient family-focused healthcare system.  It can help healthcare providers secure access to all screening results not just those infants who did not pass.  No news is not always no news.  No news is no news.  We have to have -- providers need to have all information.  Multiple settings have to have access to pertinent key information from all the people working with the child.  Clinical decision support can provide automated alerts to providers to have the best clinical practices and best jurisdictional guidelines. 

We can built in e-quality measures.  Documentation of the screening, identify risk factor witness the medical home, assure those children receive audiological in a continuous screening manner.  We can help early intervention programs assist with eligibility determination.  We can securely share consent information.  Early intervention can be provided with immunization dates and newborn hearing screening results.  We provide information for -- it can provide information for states and federal reporting requirements, and it can help us transition from Part C to Part B.  Quality measures can also be built in so that we are actually measuring those federal guidelines that referral intervention occurs within 48 hours, that we have a IFSP within 45 days and we can start looking at language outcomes. 

When is this happening?  It's not that far in the future.  In fact, it's today, in three hours.  In three hours in Orlando there is going To be an interoperability demonstration at the healthcare information management and systems society showcase.  There are several EHR vendors that are now showing that we can capture data from the hospital, from the screening devices, move this data to public health, combine this into what we're calling an early hearing care plan, sending that to the medical home, and all along the way measuring the quality assurance of how these services are provided.  So that demonstration is going On, as I say, for the next four days in Orlando.  And we've got, as you can see, some big names that are willing to play with us.  So I just close with a quote, one of my favorite quotes, "The time is always right to do what is right." Thank you. 


(Applause) 


>> KARL WHITE:  I think a good indication of how well partners have worked together on this program is that HRSA and CDC are now stealing each other's slogans.  


(Laughter) 


But I think Lou hit it the nail on the head when he said that partnerships have been a key to how successful we've been in this.  In spite of the fact that this time of year is often a very chaotic and hectic time of year for me, I look forward to this meeting more than any other time of year because it gives me an opportunity to learn new things, to become acquainted with new people, and to leave with new knowledge that I can take back home and better implement the things that I've seen such progress and excitement in over the last 15-20 years.  And I hope each of you can come away with that same sort of renewed dedication and invigoration for doing the work that is so important that all of the panel members have talked about.  The little girl that you see on the screen represents the goal that all of us would like to see accomplished, that children with permanent hearing loss are being identified during the first few weeks of life, are provided with the services they need so that they and their families really can have optimal growth. 

It's born to remember that newborn hearing screen something not a new idea.  In 1944, in England, the Ewings issued a challenge that we should children during the first few months of life.  So it's taken us 70 years to reach the point where that's happening.  And as you can see from this graph, very little progress was made for many, many years.  If I extended that graph back further towards the left, it would be the same flat line.  But then there were times where we made remarkable progress and then plateaued for a while, and then made progress for a while until as all of the panel members indicated we're screening over 97% of all babies.  We see the same thing on what's happening at the age that children are diagnosed.  Back in the late 1980s, the average age was 2-2.5 

years.  Now we're down to 2 to 3 to 4 months.  And this progress reminds me of something someone once said that life is like an old time rail journey filled with delays, sidetracks, smoke, dust, cinders, and jolts interspersed only occasionally by beautiful vistas and thrilling bursts of speed.  The trick is to be thankful that you can have this ride.  It's been a great ride in the EHDI program, but it needs to continue.  The period from 1998-2000 was one of those thrilling bursts of speed.  During that time period there were some very important publications and professional journals by people who are here today, Yoshinaga-Itano, Meoller, and others, that provided the scientific basis for what we're doing.  At the same time the legislative mandates increased from 6-33. 

The American academy of pediatrics played a key role in publishing a policy statement, and because of the reputation and the high prestige with which the academy has held, I think that had a great deal of impact in moving states forward.  And as Bonnie pointed out, the Walsh Bill was passed and money became available.  Now, I want to go back further in history and talk about two important concepts that I think can give us some guidance for what we do as we shape the future for the second half of the theme of this conference.  So we're celebrating the past, but shaping the future.  Sir Isaac Newton once said if I have seen further it is by standing on ye shoulders of giants.  The second thing I want you to think about is Archimedes said give me a lever long enough and a place to stand and I will move the world. 

So with respect to the giants, many of whom are here in this room.  Some have passed on.  But I want to play just a few video clips.  And you will probably have to activate those, Marshall.  I think if I click it will move on.  So can you click on the one in the upper left-hand corner?  So this is --


>> Language develops rapidly in the first part of life.  The longer it's not discovered, the worse it will likely be.  


>> KARL WHITE:  So it was Dr. Coop who really started this off in the late 1980s when he set the goal that we would identify children by one year of age, and now we've far surpassed that.  We've already referred to Marion, and if you can click the video in the upper right-hand corner, Marion was here at this conference in 2004, than is a video of her making some comments at that time that I think are still very relevant to what we need to learn today.  I want you to think about what beach of these giants is telling us, and then think of how it applies to us.  


(Applause) 


>> Thank you.  Thank you so much.  I can't believe it.  You know, 90 years of age, I get a standing ovation for just standing.  


(Laughter) 


Wonderful!  Thank you.  I don't deserve it, but I love every minute of it.  


(Laughter) 


I also love being 90, believe me.  You know, at this age you find that the peer pressure drops off very rapidly.  


(Laughter) 


I am very happy.  


(Laughter) 


Another thing I love about being 90 is that I have been able to watch the dream of newborn screening come true.  The people here in this group are the ones really who have been the really workers in the field who have made this dream come true.  And I appreciate that.  And we just heard that overall in the United States is 85% of all babies are being screened.  Congratulations, America!  I think it's just wonderful.  


(Applause)

I am just so -- it makes me so happy, really.  It's a far cry from that day in 1959 when I walked into the newborn nursery and woke up babies with a 90-decibel, 3,000 Hertz tone, enough that it would wake the dead, you know?  


(Laughter) 


I have in my office count that day lost that you don't find yourself out on a limb.  


(Laughter) 


And so here I am again.  Here I am again.  Remember, the next important thing is follow up and intervention.  The greatest challenge really is to develop the finest intervention program that history has seen, and you all are doing it.  I hear all the time of all of the states that are really working hard to develop very fine intervention programs.  And I congratulate you.  You remember that screening is nothing without good follow up and a good intervention program.  And one challenge comes after the other.  I sort of like to think of this 40-year period of when we were trying to get newborn screening in, I like to think of it as similar to Mahatma Ghandi's work in India.  I want to read you what he says.  I think that it's pertinent to all of us.  "First, they ignored me. 

Then they laughed at me.  Then they fought me.  And then we won!"


America, keep on winning.  Bless you!  


(Applause) 


>> KARL WHITE:  And if you think about what Marion had to say, the messages are just as true today as they were then, that it's all of you who have made this progress possible.  That screening without intervention is nothing.  That it will take continued work and continued effort.  We'll need to go out on the limb once in awhile.  In fact, most of the time as she said count that day as lost when are you not out on a limb.  And there's important wisdom there for all of us.  Several here have referred to Tom Beherens in all of this.  Tom stood in the shadows most of the time but had an amazing impact on where we are today.  And if you could click the video in the lower left-hand there.  


>> I am so glad that all of these things are happening.  But I would like to recognize many, many people, two people who were very instrumental, and that's Dr. MacPherson and Betty, and the whole Rhode Island group.  They had the guts to come up with this crazy idea that Karl and I had to start that Rhode Island program.  If they didn't have the guts to step out and do something, I would say everybody was against us and thought we were crazy.  But with their effort and their continuous attention to that task, that's what's happening now.  And as Marion Downs said, there are many, many more things to be done.  And I hope that you are going Ahead with that.  Because Marion and I are going To retire slowly.  


(Laughter) 


>> KARL WHITE:  So, Tom, he passed the baton, and I think that it's important for all of us now to take that up.  Tom gave credit to other people all of the time, and that's what has made this program great.  Now, there are two other giants I want to refer to very briefly.  I don't have videos of them.  One is David Kemp who developed the auto-acoustics emission technology.  It's important to remember that technology and advancements in that have led the way and will continue to do so.  The other, you can't see him very well, but this is Lou Cooper, truly a giant as he was helping to implement a program in Costa Rica.  But think for just a moment about eliminating rubella and half the deafness in the world.  We really are surrounded by giants.  And the advantage of having giants around us is that we can learn from them and stand on their shoulders and advance our goals. 

That is what we need to do.  Now, the second thing that Archimedes talked about, give me a lever and I can move the world.  We still need to move the world.  I will play a couple of videos that are people that continue to move the world.  This is Jim Walsh.  


>> Emotional connection to another human being embraces all of the senses, and without hearing it's not quite full.  I do lots of things in this job.  I have been able to over many years be successful in a lot of different ways.  I think that this is probably the thing think that care the most about, that I feel best about when all is said and done this legislation.  


>> KARL WHITE:  So he is saying the thing he cares the most important, and the most important thing he has done was the EHDI legislation.  That's an important message.  The upper right-hand corner, this is Betty Vohr, and for those who don't know her.  She is here today.  


>> I have learned so much along the way.  I have learned from colleagues working with audiologists, speech language therapists, early interventionists, but probably most important, parents.  I learned a great deal from them about being sensitive to the issues of having a child who is deaf and hard of hearing, or being a parent who is deaf or hard of hearing.  


>> KARL WHITE:  In the lower left-hand corner is Merel McPherson.  


>> It needs to be seen in the context of a much bigger agenda.  


>> KARL WHITE:  These people have really provided the platform for us to do what technology enables us to do.  And we need to continue to take advantage of that.  There are two other people, Irene and John through the funding and the efforts at CDC and MCHB that continue to make this possible.  And I think that it's important for us to realize that the platform and the lever they have given us to do good things for families.  In fact, many of you probably don't know that one of the very early articles on newborn hearing screening was written by John Eichwald with his colleague Tom Mahoney back in 1987.  So we need more thrilling bursts of speed.  And I would hope that from 2011-2015 that we will finally solve the problem of lost-to-follow up.  That we will make early intervention as Marion talked about more widely available so that parents really can have choices of how their children are educated, but that those choices will be good choices, that they will have the kind of intensive high-quality service that they need. 

And that we will have accessible pediatric audiology services.  I just want to close with a statement from Leonardo da Vinci because I think it gives the message we need to learn from this conference.  "Life is pretty simple:  You do some stuff.  Most fails.  Some works.  Do you more of what works.  If it works big, others quickly copy it.  Then you do something else.  The trick is the doing something else." And so we have a lot of something else's to do, and this conference provides us with the opportunity and the information to do that well.  So think about sir Isaac Newton and Archimedes as you leave this session and go to the other sessions.  There is a great deal of work to be done yet, but it's some of the most enjoyable and rewarding work I think exists.  Thank you. 


(Applause) 


>> IRENE FORSMAN:  I think I am bleeding into the next session, but there are some housekeeping things that I want to go over while I have you all together.  Later in the conference, we will take some time to recognize the planning committee which were 20 individuals who worked for a whole year to bring this meeting to fruition.  I would like to recognize Sarah Rank who is the EHDI coordinator for Georgia, and Terri Patterson.  Are they in the room?  Would you stand up?  For the work that they've done to help make this -- and I can't see a blinking thing.  


(Laughter) 


Thank you!  Without their support, you know, we would not have the success that we are having.  Now for the restrooms.  That's a story.  I could go on about that they are located on the M3 floor.  I want to tell you ladies there was a woman on the architectural committee.  I have never seen a woman's room like this one in my life.  


(Laughter) 


Anyway, you guys stay out!  


The morning beverage break and afternoon snack is in the exhibit hall right next door on this level.  Be sure to stop in and out for refreshments on your way in and out of sessions.  Today's lunch will also be served in the exhibit hall, and we would like to thank the following for sponsoring the lunch, the American speech language hearing association, ASHA, the auditory verbal center, HI*TRACK, NCHAM, and Phonak.  


(Applause) 


We hope that you will look at the posters and exhibits during lunch.  Poster presenters will be on hand from 12:45-1:45 in International F located on M2.  We would also like to highlight a few networking and learning opportunities that will be open during this year's conference.  The Parents Place is located on M2 next to the Sycamore Room.  Stop in and ask about the lunch meeting that they are going To have today.  There is a Student Place for networking amongst the more than 100 students that we have registered at this conference, and that's located near International Ballroom A and B on the M2 level.  This year we've expanded on great ideas of the past, and are excited to share the EHDI Communiversity.  And the goal is to help the conference participants understand and appreciate the wonderfully heterogenous culture and daily activities of people who are deaf and hard of hearing. 

The EHDI Communiversity underscores the need to produce community-based services that promote effective communication skills for all children who are deaf and hard of hearing while respecting the diversity of participating families.  Come learn about the different points of view and the daily lives of people who have chosen various ways of communicating in their families ranging from cued speech to Sign Language.  We hope that you will take the time to learn from one another.  Two final reminders.  If you are presenting at a breakout session, please stop in the speaker ready room.  The speaker ready room is in Cyprus and M2.  If you need a ASL interpreter for the state team meetings, please come to the ASL CART desk near the top of the escalators on this floor. 

That's my housekeeping.  Go forth and learn and share and have fun!  


(Applause) 


The stakeholders.  We're going to learn about the state stakeholders meetings.  Sorry.  It wasn't in my notes.  


>> Jeff Hoffman:  Good morning.  This is Vicki Hunting with the University of Iowa and the conference planning committee has asked us again this year to plan the stakeholders' meetings which is an opportunity for you to meet with others from your jurisdiction.  You've just heard about the fascinating and impressive development of the EHDI system in the past, and some glimpse into the future.  In a few minutes you will have an opportunity to share and to learn more about what's going on in your own EHDI system in your jurisdiction and your state during the state stakeholders' meetings.  Again this year we've scheduled some time for participants from each state and territory and district, and even countries to meet with others from their area during the conference.  It's a time for the stakeholders from each jurisdiction's early hearing detection and intervention system to determine how to maximize the learning from the conference, and a chance to create positive advances for your EHDI system when you return home. 

This year the EHDI conference has more than 100 workshops and more than 40 poster sessions, as well as four great plenary sessions, the first of which we heard here which is a great history of the EHDI system.  It's a tremendous amount of new information.  And it's important to transfer that new information to your EHDI system back home.  Prior to the conference you should have received an e-mail that briefly outlined the state stakeholders' meeting, as well as a preconference planning and reflection form.  If you didn't receive those, those are on Pages 42 and 43 in your conference book.  Your prework can help to serve to stimulate the discussion during your state stakeholder's meeting.  In a moment, Vicki will explain some of the specifics about the meeting this morning.  But in general, the state stakeholder's meetings are an opportunity to consider the current status of your state EHDI systems, to determine how best to maximize the information that each of you are going to gain from this EHDI conference, and to build on and expand the collaborations and networks within your state and jurisdiction EHDI systems. 

It's also -- it should also stimulate you to consider how to best contribute to the ongoing development and progress of your state jurisdiction EHDI systems when you return home.  To do that, there is in the pocket in the back of your folder there are a couple of worksheets that are the post-conference individual plans, your to-do list.  Basically, those are an opportunity for you to really jot down the main learnings, the three or four main learnings that you have gathered during the day, and to figure out how are you going to apply those to your EHDI system when you get back home.  The stakeholder's meet something a chance to -- it's a reflective process.  It's a chance to contemplate your state system's goals, and to look at the various perspectives of the individuals to figure out how you can contribute through your individual to-do list. 

Vicki will now provide a brief overview of our state stakeholder's meeting.  Vicki?  


>> Vicki Hunting:  Thanks, Jeff.  Good morning, everyone.  It's nice to see everyone again.  Thanks to your feedback and the input that you have given to the format of the state stakeholder's meetings, it's a little different this year.  So I am just going to go over that briefly.  We just have one meeting this year, so you will have one opportunity to get together formally.  And during that time together you may be spending time talking about your state priorities, like Jeff mentioned.  It's also a good time for introductions.  I know that some of you there are a lot of folks in the room in your state or territory, but I am sure that there are folks there that this is the first time that they've attended a state meeting or have been to the EHDI conference so that might and good time for some introductions. 

Also, one of the important things about this first meeting to kickoff the conference is to have time to talk about who is going to what sessions.  You've had a discussion about what's important in your state or territory, so who is going to what session, and kind of spread those out so that you can get the most benefit to your state or territory.  In your booklet, conference booklet on Page 44 and 45, there is a form called "Team Up" at the EHDI conference.  This will help to assist you in documenting who is going to what sessions.  The forms that Jeff spoke of, the Individual Conference Plan, this was another thing that we changed from having creating state action plans to making it a more individual type of contribution.  It's the two-part carbonless form that has the stars on it, the bright spots. 

So we are hoping that you will share those with us.  Tear them apart, keep one for you so that you remember what you will do.  And then turn the other one into the registration desk so that we will have a way to share those with you throughout the next couple of days.  And if you would, please take the time to fill out your stakeholder's meeting evaluation.  It is on Page 77 in your conference book.  It's perforated.  You can tear it out.  This is so that we can continue to help form these meetings and make them most beneficial to you and what's working for you.  And that feedback is very important to us in helping to plan our next year's federal grantee meeting.  Also in your conference packet there is another form that shows where the states are meeting, states and territories.  It's a gray sheet. 

I think that they are all gray, but it lists all of the states.  So take a look at that, and find your way around.  I don't have anything else.  If you don't have anything else, then I think that a break is waiting for us?  


>> KARL WHITE:  Yes.  


>> Vicki Hunting:  All right.  Thank you.  


(Applause) 

*  *  *  *  *
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