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Dr. Don Gemson:
Good afternoon everyone and welcome.  I’m Dr. Don Gemson of the Merrill Lynch Medical Department and it’s my honor to welcome you to today’s special seminar “Raising a Child with a Disability”.  This is actually the last of a six session seminar series on parenting.  And I just want to thank several of the people who are instrumental in putting this very successful series together and they include Westina Mathews and Monica Fisher, Claudia Kahn  and Jeanette Fuente of the Wellness and Youth Program.  And a special thanks for today’s session to Chris Fossel, Ann Diver and other members of the Disability Awareness Professional Network who are co-sponsoring today’s session.

Today is a very I think special event and seminar and we have two terrific speakers.  I’m first going to introduce Charlie Hammerman and then turn things over to Charlie who will conduct the session and introduce our special guest Dr. Rader of Exceptional Parents Magazine.  I’m very pleased to welcome back our own Charlie Hammerman to Merrill Lynch.  The Hammerman name as many of you know is legendary here at Merrill Lynch and Charlie has certainly added to the legend not only during his tenure here but with what his activities are now.  Charlie was for about a dozen years a member of the Private Client Group and he had many professional accomplishments but I think perhaps his proudest was co-founding, as a Merrill Lynch employee, the Disability Awareness Professional Network.  Charlie received a B.A. from Washington University in St. Louis.  He has a law degree from Fordham University School of Law.  

Just a few months ago Charlie decided to follow his heart and he assumed the role of managing director of the new Burton Blatt Institute at Syracuse University. The Burton Blatt Institute is dedicated to advancing the civic, economic, and social participation of persons with disabilities in a global society.  That institute has already gained a renowned reputation thanks in large part to the efforts of Charlie and some of the distinguished faculty at the institute.  And I hope Charlie will be able to tell us something about it in his remarks.

We will have ample time for questions and discussion during today’s session.  So without further ado please join me in extending a warm welcome back to Charlie Hammerman.  [Applause]

Charlie Hammerman:
Thank you Don for the very kind introduction and it is great to be back in the Merrill family.  My role in today’s proceedings is that of emcee.  So I’m going to take care of a little bit of house keeping first and then we’re going to get in to our program.  First I want everyone who of course is here I wanted to say thank you for joining us and of course I know that we have an audience out in the country all around watching and listening.  When you, when this program was announced there were a bunch of emails that were sent to Chris Fossel, and again for clarity Chris if you can please stand.  Chris is the national leader of Merrill Lynch’s Disability Awareness Professional Network.  Chris forwarded me all of those emails so I am aware of some of the thoughts and concerns that all of you had.  So let me address some of those right off the bat before we start the program.

Yes this program is relevant for parents of both young children with disabilities as well as adults with disabilities.  That was a concern that some folks had asked.  Yes this is going to cover not only the physical challenges but ADD, ADHD, learning disabilities and other mental challenges will be addressed in this program as well so feel free to ask questions on that category as well.  I do understand that we’ve been really blessed to have this program open up not just to the immediate Merrill Lynch family but we are welcoming extended family members, clients, prospects, and other friends of Merrill Lynch so please welcome to everybody.  Finally there were a number of requests from folks asking whether these proceedings were going to be taped or be available afterwards and I have two avenues on that.  For those in the Merrill Lynch system you should be aware that there will be access to audio replays but in addition to everybody we are going to download this event over the course of the next week or so to the website associated with my institute which is bbi.syr.edu, and we will have copies available as well.  You can reach me at hammerman@syr.edu.  For anybody in the room here you should feel free to take some of the materials on the desk with some of my contact information.  

And before I introduce our featured speaker there, I have two other requests.  For those of you in the Merrill Lynch system who have not done so please, please register as a member of the Merrill Lynch Disability Awareness Professional Network.  You can do it on your desktop.  It does not take that long to do.  And I was an incredibly proud member and partner with Chris and Ann Diver and others in moving this forward.  And I must tell you that it is, there is power in numbers.  If management knows that these issues affect a number of folks in the firm then more programs like this will continue and I must impress upon you how important it is to sign up on the network and become a member.  It’s very easy to do and it’s very important.  Secondly, I definitely urge you to also look at another service that Merrill Lynch has which is the specialneeds@ml.com which will not only help for the professionals at Merrill Lynch help their clients but of course family members and others to utilize some of the tools that Merrill Lynch has created for special needs families who are dealing with special needs issues.

Now to our featured speaker.  To introduce Dr. Rader will take a minute or so, so please bear with me but this is a quite impressive background.  As I am now fortunate enough to call him Rick, Dr. Rader is a director, currently the Director of The Morton K. Kent Habilitation Center at Orange Grove in Chattanooga, Tennessee.  He is principally responsible for developing the programs to address the aging process for people with developmental disabilities.  He is cross-trained in internal medicine as well as medical anthropology.  He was the first appointed special liaison for Family Healthcare Concerns for President Bush’s Committee for People with Intellectual Disabilities.  In addition he’s a member of The United States Surgeon General’s Task Force for Healthcare Disparities for People with Mental Retardation.  He is currently the President Elect of The American Academy of Developmental Medicine and Dentistry as well as an adjunct professor in Human Development at The University of Tennessee in Chattanooga.  I saved the most relevant for me for last which is that he is the Editor in Chief of Exceptional Parent Magazine.  The country’s foremost resource for parents and professionals in the special needs arena.  

I am now going to put on my hat as a parent of a sixteen year old with Cerebral Palsy.  My thought of Having Rick come and give the talk today was that of Exceptional Parent Magazine.  The email, the I’m sorry, the website for Exceptional Parent Magazine is www.eparent.com.  I urge every single person here in the room and listening to go on to that website and you’re going to realize very quickly that you have an incredible resource that’s about to speak to you and one that I hope that you will utilize going forward.  I am very, very honored and very pleased to now introduce Dr. Rick Rader.  [Applause]

Dr. Rick Rader:
I’m always amused when I find myself standing behind a podium.  In my third year of medical school in London I came across a better way of testing for patients seventh cranial nerve.  And I shared it with my neurology professor who was a very, very unique and special individual himself whose name was Dr. Roger Bannister.  Most of you probably know the name for the fact that he was the first human to run the mile in under four minutes but he was also a neurologist.  So I spoke to Dr. Bannister about this new idea that I had and he stopped and he paused and he said, he says, “I think Yank you’re on to something.”  Well four days later I got a call from Dr. Bannister who said that I was going to present at the Royal College of Neurologists in London.  Which was kind of exciting since I was going to be the first medical student ever in the history of The Royal Society to ever present.  So the day came and it was at Royal Albert Hall and of course I was nervous because here I was an American the only medical, American medical student in the school and Dr. Bannister was a marquee player.  So he called my name up to the podium and I came up there and he shook hands and he whispered in my ear he says, “Now Yank, keep your wits and if you have to pee in your pants just stay behind the podium and don’t leave till the last person leaves the arena.”  [Laughter]  Well I didn’t pee in my pants then and I certainly won’t do it now.  But I’m always amused when I’m standing at a podium and you’ll have to excuse and give me the liberty of a smirk in honor of Dr. Bannister.  

I want to express my appreciation to Charlie and to Merrill Lynch for inviting me to speak to you today.  But more than the invitation it’s for acknowledging that the lives of their employees, especially those who find themselves in the position of parenting a child with special needs, that those lives need to be fortified with resources, information, and support and to support them in their first job as parents.  As a physician I have the obligation to give a disclosure before I speak.  You know how these disclosures work.  If I was here pitching a great new anti-hypertensive drug and I’m telling you this is the best drug from the intergalactic drug company that I’ve ever seen and that red Ferrari outside is a gift from the intergalactic drug company.  That’s probably something you should know about to give a reference.  My disclaimer is that I’m not a parent of a child with special healthcare needs.  I’m not a parent, ironically, period.  And so parents that I speak to all over the country and in emails and in conferences and in workshops will always hear me say as a preface that I don’t know what it’s like.  You’ll never hear me say I understand or I know the best that parents will ever hear me say is, “I hear you.”  Everything I know about parenting a child with special healthcare needs I’ve learned from parents.  I’ve been lucky enough to either mentor them or be humbled by them or be on their team.  And so my observations and my insights reflect exactly what they have perpetuated in me.  

I work at an interesting agency in Chattanooga, Tennessee called The Orange Grove Center and it was started in 1953 by, of all people, parents.  Parents of kids with special healthcare needs who looked around the landscape in Chattanooga in the early fifties and found that there was nothing there.  It was actually against the state law to use funding to provide schooling for children with special healthcare needs.  And so interestingly enough one of these parents put an ad in the local newspaper and of course it was politically incorrect their language.  And it said something to the effect that if you’re a parent of a handicapped kid or a retarded kid call us.  Well the popular lore has that the parents came out of the woodwork and they formed this school and jump cut fifty years later we enjoy the prominence that we do.  But in actuality that’s a myth.  Nobody responded to that first ad.  And so the parents of this particular child were mortified and they were really disenchanted.  So they put another ad in the newspaper.  And again no response.  They were really, really at a quagmire because they knew that there were hundreds of parents out there in their similar situation, their same scenario and they couldn’t understand it.  It wasn’t until the forth or fifth ad that the parents started coming out of the woodwork.  And when they met for coffee that one particular night one of the first things they asked was, “Where were you?  Why didn’t you answer that first response?”  And it turned out, just to give you a perspective of the mentality of those early exceptional parents, is that they were afraid that this was a government ploy to identify those particular kids with special needs so that they could come and take them to an institution or to identify them in some manner.  

It’s interesting that Charlie introduced me as the Director of The Habilitation Center and I want to explain that to a lot of you because it’s not the rehabilitation center despite the fact that I still get mail addressed to me that way.  About twelve years ago I answered a very, what I call seductive ad in The New England Journal of Medicine and it was an ad to look for a physician.  Not in any particular specialty with any particular background but just sort of I guess a rouge aggressive physician to look into the future of folks in habilitation.  And I had never heard that word.  Like you I thought well this is a misprint rehabilitation is something I’m familiar with.  They also used the word medically fragile which I had never heard of before.  Well I submitted my résumé and I am now the Director of The Morton J. Kent Habilitation Center.  Let me just tell you what that’s about.  Rehabilitation as you’re probably familiar is the retraining of skills to individuals, folks who had those skills and lost them, either through a degenerative disease or through an accident.  Our folks, the majority of the parents at Merrill Lynch who are caring for folks with developmental disabilities, these never had the skills to begin with.  So we’re not retraining them we’re training them.  And basically we’re not trying to reignite, re-excite, or reconnect neural pathways.  We’re trying to establish them for the first time.  The philosophy is different.  The end points are different.  The momentum is different and basically the way we measure these things are different.  

We’re going to talk about the spectrum of disabilities.  How they are different.  How they are alike.  And for today’s conversation we hope that we’ll see a commonality in the developmental disabilities versus the acquired disabilities up to and including what I call the invisible disabilities.  Folks with mental health and mental illness challenges.  I want to sort of start off by telling you that we are basically culprits of technology and one of the reasons why we are seeing more and more difficult and complex individuals with developmental disabilities.  Folks that we had never seen on the landscape twenty years ago has everything to do with technology.  The technology and the commitment of the folks in the neonatal intensive care units today can now salvage, they can harvest, they can save babies that were, that were doomed twenty years ago.  Several months ago the smallest preemie ever to be born and survive, six ounces, that’s smaller than a can of soda that you’ll have for your lunch, survived.  The majority of folks, young babies, that are under fifteen hundred grams, about the size of your fist, can now survive.  About eighty percent of them survive.  Of those that survive about seventy percent of them have significant developmental delays.  And basically we the community and physicians are empowered to given the obligation, the responsibility, and indeed the privilege of caring for those particular children.  

I want to share with you a description of what it’s like to find yourself as a parent of a child with special needs.  I didn’t make this up.  Years ago a parent pulled me aside at a conference and said to me, “Let me tell you what’s it’s like Dr. Rader.  Let me tell you what’s it’s like to find yourself as a parent of a child with special needs.  It’s like walking into a class and finding out that there is a surprise unannounced spot quiz on material you’ve never seen from a book you’ve never read that was available at a bookstore that never stocked them for a cost you never signed up for.”  And when you think about that I think she really has hit it on the head.  The term exceptional parent, and I don’t mean just the name of the magazine, but for those Monica’s for every parent of a child with special needs we think of them as exceptional.  It evokes a lot of interesting responses and perspectives from the parent community.  Some parents say that “hey I’m not unique, I’m not exceptional.  I’m simply a parent, an average parent, who found themselves in a unique situation.”  And while you can agree or disagree I find that that’s pretty much identical to the response of many of the Congressional Medal of Honor winners that say they weren’t special, they weren’t exceptional soldiers.  They found themselves in situations that any of the other soldiers would have done if they found themselves.  But that’s far from the truth because the majority of most of the Congressional Medal of Honor winners were nominated by their bystander fellow soldiers who stood by frozen while they grabbed that machine gun or jumped that hill or carried some wounded men to safety.  

While the comparison of parenting a child with special needs and being a combat veteran is probably not appropriate a lot of the comparisons are identical.  Some parents of children with special needs they hear the diagnosis and they go home and they cry and others go home and curl up into a fetal position and we’re going to discuss what the difference is.  And then we have another group of parents that hear the diagnosis go home and cry because that’s the best place for them to start.  And then they form support groups or they join support groups or they change legislation or they change the dimensions of doorways or they petition school boards or they identify research centers or they fund research centers.  And I guess I have to say, “What’s the difference?”  Is it the DNA?  Is it the way you were brought up?  Is it religious or spiritual affiliations?  Is it just calling themselves to task?  So what is the nature of stamina?  What is the nature of resilience?  And if we can identify that we can better equip parents on that journey.  

There’s an interesting point to consider regarding the stress of parenting a child with special needs to fully understand the dynamic and the impact and to get a reference point for when does this stress begin.  I’m fond of asking medical students and also my counseling students and the Special Ed students that I teach.  I ask them, when do they think that the impact, the stress of parenting a child with special healthcare needs begins?  Because I want them to get an appreciation for the dynamic, for the territory that these parents are facing.  And so I give them some choices.  I say, “Does it begin when the pediatrician breaks the news to the parents?  Does it begin when the school calls them in for a conference about their need to place their child in a special education classroom?  Does it begin when the parents compare their child to other children that they had had or their friends children?  Or perhaps when a grandparent is insistent that they face up to the reality of a suspicious mode of behavior.”  And the medical students they don’t think out of a box and so they usually gravitate towards one of those choices.  

I have a thesis that I want to share with you.  That the impact of having a child, especially for a mother who basically is the epicenter of parenting in our culture.  The beginning of the stress of having a child with special needs comes when those young girls, those mothers, are children themselves and they play with dolls.  And if you’ve ever played with dolls yourself or if you’ve ever seen perhaps your own children playing with dolls you can see the imaginary play scenarios that are set up.  They hold them.  They cuddle them.  They help them get dressed.  They feed them.  They talk about what’s going to happen when they go to the prom when these little dolls grow up.  They talk about grooming them etcetera.  But nowhere do we see little girls having this play scenario with these little dolls imagining that this child would be a special needs child.  In fact you never see a child playing with a doll who’s replicating a grand mal seizure.  Or you never see them feeding a child because they can’t feed themselves, or they don’t cloth themselves because of that or they don’t talk to them about when you grow up you’re going to have a wheelchair and you’re going to live in a special place and you’re going to go to a special school.  In fact I dare say that if any parent ever witnessed their daughter playing a special needs scenario they would probably scoot them off to a psychiatrist.  Because that’s not part of the landscape for growing up.  And as a result when a child grows up and becomes a mother she buys in to this belief system that she was entitled to care for a child with perfection.  There was no really room in that scenario for the alternatives, for the what ifs.  And so by the time a parent becomes a parent she’s had many, many years of play acting and going through the scenario of it’s going to be wonderful.

How parents find out about their children’s diagnosis impacts on their demeanor, their outlook, and their behavior.  Most doctors, myself included, have received little or no formal training in disabilities.  As an anthropologist that became a physician after he was anthropologist I identified some of the cultural imperfections of medical school.  And I remember before I even started medical school I realized that there was what I identified as the big five impediments to becoming a caring doctor.  Doctors don’t know anything about nutrition, human sexuality, pain, death and dying, and disabilities.  And so with thrust at a very, very young age to basically trying to incorporate those things that we may or may not even really have any reference point.  We very, very rarely get any formal education on how to break bad news.  In fact, we usually just watch it.  The average medical student sits through a thirty minutes slide show on something called dysmorphology which is the study of abnormal structures which is usually part of a genetics module which is usually part of an embryology course which is thrown on to a gross anatomy course and that’s all in the first year probably the first week of medical school.  The next time quote, we see one of these FLKs as they used to be known in medical circles, funny looking kids, is in our third year of a pediatric rotation if one these kids just happens to be on the wards.  So in essence you can grow up to be a full fledged certified physician, internist, family practice doc without ever being exposed to the realities and the challenges and the rewards of caring for a child with special needs.

I have heard from parents about some very distressing encounters with physicians.  There’s the parent that was sitting with the two month old son face to face with a pediatrician while she was bouncing her little boy on her knee and the physician said, “I’m afraid your child’s condition is quote ‘incompatible with life’.”  Which she never forgot.  Seven years later now that the child is thriving going to a mainstream school and is surrounded by friends his own age.  Yes he’s had some significant challenges but he’s doing well but yet that parent has never gotten that out of her mind that her child was “incompatible with life”.  I also remember as a medical student sitting in on one of these encounters between the chief pediatric resident and a mother and father who came back to the hospital to learn about the battery of assessments that had been completed.  And the chief resident said quote, “Your child has severe cognitive impairments with executive processing deficits.”  On their way out I overheard the father say to the mother, “Thank God it’s only that I was afraid he was going to tell us she was retarded.”

Disabilities come in two flavors.  There are specific syndromes that you know of.  Down Syndrome I’m sure you’ve heard of.  Maybe Autism, Williams Syndrome, Fragile X Syndrome.  And then there’s the other flavor, the nonspecific developmental disabilities.  People that we know we can mark and measure and describe their deficits but we don’t know where this came from.  And there are both positive and negative aspects of having a child with either a specific diagnosis or one that just remains in the cosmos.  For parents of children with known syndromes of diagnosis of course there are the books that you can go to.  There are the support groups, the websites, the newsletters, the conferences, the centers of excellence, the research centers, the clinics, and of course the go to experts.  But the downside of having a child with a specific known popularized syndrome is that the folks, the parents, the researchers set what we call norm sets.  And so even if your child has Down Syndrome or Fragile X you can look in the books and turn away and say, “That’s not my kid.”  Because very, very often we, it’s a sucker punch.  We don’t appreciate and understand the normal spectrum of variations that normalcy and abnormalcy can be.  So that’s a problem.

The other camp, parenting a child with a disability of an unknown origin is a, has it’s pros and cons too.  There are no newsletters to go to.  There are no support groups to go to.  There are no centers of excellence.  There are no go to experts etcetera.  But you’re also not bridled by the dictates.  You’re not bridled by their popular treatment mentality and you’re not bridled by trying to follow the chronology of what it’s like to have an average normal kid with this particular disability.  The great attribute for those parents that are parenting a child with an unknown entity is that you become the experts.  You become the experts and you become the liaison the bridge of information to the parents of children with similar deficits as well as the education system as well as to the pediatricians.  And I think that that’s an interesting, if you’re up for the challenge, that’s an interesting reference point to be.  

And that’s basically my basic perspectives on what it’s like to parent a child and to be a physician that’s trying to work not in a patronizing manner but in a partnership manner with parents.  And I believe I’m going to join Charlie now.  We’re going to go talk about some other things.  

Charlie Hammerman:
Thank you Rick.  Thank you for those comments.  To add one thought to that before we start with the questions and the interesting dynamic between Rick and myself is, of course most of you know I am a parent of a child with Cerebral Palsy.  Sixteen years ago was my turn to go and listen to a doctor give that incredible spectrum of not knowing.  And the exact example of what Rick was talking about happened because I was sitting there listening to the doctor say, “Well either, you know, she’ll be totally fine or she’ll have total mental retardation or somewhere in between.”  And there’s no handbook and there’s no rules and such.  Well we’re hoping to generate in conversation today is to give that sense of support and discussion on planning and the general topics of, what do you do now?  Not only as I describe, we know that folks in the audience are focused not just on young children and at that hospital stage but on adult children and an incredible amount of planning there.  So we are very sensitive to many concerns.  We know that in the next, you know, twenty-five thirty minutes we are not going to solve all issues.  But what we are hoping to do at least is field questions, let you understand that there are enormous amounts of resources.  And I must again tell you for sixteen years I’ve been struggling with issues that of course are going to carry on hopefully for many years to come as a parent.  

I encouraged Rick to come join us and encourage all of you to really start looking at the Exceptional Parent Magazine and the website for a very, very specific reason.  It is incredibly comforting for me every month to get that magazine.  Not because it’s going to be an epiphany.  Not because anything is going to change my daughter’s condition but as a parent it all of the sudden gives me the comfort to know that I’m not in this alone.  That there are resources out there and it’s another month of being able to, you know, delve into issues to know that not only can I focus on my own situation but what else is there going on outside with other folks and how do I get involved with those people as well.  So again I encourage you very much to go on the website.  Look at subscribing to the magazine because for all of you whether you are parent, whether you have friends or family members who are parents it is incredibly, incredibly comforting to know that you’re not out there alone.

At this time we will start the question and answer period.  There are a couple of, again, housekeeping items I’ve been asked to remind folks of.  For the folks here in the room with me there is microphones so if you do have a question please raise your hand and we’ll use that.  And for anyone on the phone you are to press star one to indicate that you do have a question.  Please feel free.

Male Participant:
Hi.  I’m a parent with two kids with disabilities.  I work in technology at Merrill actually so at least fifty percent of the people there have Aspergers so, I’m kidding.  No but I think it is, one of the things I didn’t hear you mention was there’s a lot of denial too with parents including myself.  And I’m talking about developmental delays, really the non specific side.  A thing I didn’t hear you mention and this is probably, you know, good luck to you Charlie with your stuff with your child.  A thing that I find to be an overriding source of energy is the Board of Ed in New York and in other states in just trying to make sure that with kids, and I know a lot of parents and actually my wife and I help other parents now, because it’s really an uncharted morass and it’s really a journey that you’ve got to take without a map.  And you encounter, it’s almost like the, you know, the ML budget process, you know, it’s very, it’s they, you really, there’s an issue where you know you need some money, you need some services and the language and the game rules are unfamiliar.  

And I think as a parent, of course, parents in the room, I mean the most important thing arguably, you know, are kids right?  Cause, you know, you really do want the best and it’s so, kids with developmental delays are also tend to be the most vulnerable, you know, and the most innocent.  I don’t know.  But you didn’t mention IEPs either and I think that that’s, maybe that’s, you know, drilling down too much but I mean people, even with kids that are, you know, two years old, if you have any suspicions there are a lot of great routes to take for evaluations.  But I don’t know, I think the denial and knowing what to do and, it’s not really a question sorry.

Dr. Rick Rader:
Yeah I’d like to actually address the denial thing it’s.  Most of you probably are familiar with the works of Elizabeth Kubler-Ross who is the psychiatrist who first basically brought to our attention the fact that people facing death go through stages.  And she popularized these things and of course most of you are probably familiar with the first stage and individual goes or even a close bystander or survivor or a parent facing the death of an individual is of course denial.  And then there are other steps that she outlined including anger and eventually acceptance, bargaining etcetera.  And for many, many years the medical profession we replicated that linear compartmentalized stages of dealing with death and we sort of tried to replicate and mirror that with parents that are faced with children with special health care needs because exactly as you said the first thing is rejection or denial of the notion.  And we found out that we were wrong.  That Kubler-Ross’s stages of grief are basically linear and compartmentalized.  Also there’s an end point death.  With parents of children with special healthcare needs we find that not to be true.  We find that there are certain segments of that particular model but they’re circuitous they’re not linear because there’s no end game for parents with kids with special needs.  

There are lots of mazes and every single time they encounter one of these things they could through that whole thing all over again.  So they never really come to fruition, to completion.  For instance, IEPs the first stage of the hurdle is dealing with the educational system and they go through that same thing when they find out that the school is not going to make those accommodations or there are no provinces for that particular disability.  Parents immediately go through the denial and the rejection and eventually they work through that.  Then when they realize that there’s no cure then they have to go through the maze of dealing with the medical profession including getting rejections from the insurance companies.  So they go through that and as the child gets older and older they go through the same problems facing the unmet needs of siblings or the other parts of their own life.  And then long term planning.  What are we going to do with our child who’s going to need community placement because parents are not going to be there.  Historically the biggest fear that I’ve sort of heard from parents in my involvement with them, and it goes contrary to the balance of nature and to the actual natural cycle, parents have a big fear that they will predecease their child.  Because historically kids with disabilities would die in their teens.  There was lack luster medical care.  There wasn’t a lot of support.  There wasn’t a lot of knowledge.  We certainly didn’t go out of our way for health promotion and disease prevention.  You know, we just said well this is the yield and we’ll just do the best we can.  Now you’re facing a lot longevity of we’re in a neuro-typical population, you and I, seventy-eight is the average life span.  For somebody with a developmental disability it’s about sixty-eight so there’s a ten year discrepancy.  With folks with TriSimby21 or the popular Down Syndrome that most people have heard about the age of death now for somebody with Down Syndrome in the community is about fifty-five.  And that’s about double from what it was twenty years ago.  Unfortunately for African Americans with Down Syndrome their life expectancy is twenty-five.  So even within the disability field we have, we have a very, very shameful healthcare disparity.  

But again, back to your question.  We have to be sensitive and we are to the rollercoaster ride that parents of kids with special healthcare needs take on a daily basis.  And that’s probably what accounts for the, for that population have running the higher incidents of abuse, neglect, divorce, substance abuse, domestic violence, depression, etcetera so.  But it’s never ending it’s circuitous.

Charlie Hammerman:
That’s a great question.  I see we have a question from Anthony in San Francisco.  Go ahead.

Male Participant (On Phone):
Hi.  Appreciate the call today.  I’m on the board of Best Buddies which is provides partnerships and mentoring for children with intellectual disabilities and wanted your thoughts on two items.  One is just fund raising.  What’s Merrill doing and other organizations to help support and bring attention to this.  And then the second was the parents.  My experience out here, and I was in charge of getting the parents to be participative in supporting this effort is the parents are quite bifurcated and it followed your comments about how they may deal with this.  I felt some of them would do anything and everything to help support their child and the other felt like the child was a cross that they were already bearing and they just wanted nothing else to do with anything that related and just your comments on both of those please.

Charlie Hammerman:
Well I can, we’ll bifurcate actually that question so that we’ll try to handle that.  I would think that on your first question regarding, well first of all I do know your organization and I actually know somebody who is very involved in your organization so I know it well and you should be very proud of the Best Buddies program.  In terms of the involvement with Merrill Lynch and the firm in these issues and such my history is really very positive and again one that I urge you to do exactly what I was saying before which is get involved in the network.  The network needs more members.  It can always use more members and as the Merrill Lynch family pulls together on this issue then it will become that much more important to Merrill Lynch management and those who are paying attention.  My statement, and now I’m a little freer to say a lot of things cause I’m not at Merrill Lynch is that there are people paying attention to these issues.  You should work very hard to get together and get together with Chris Fossel and his whole team to definitely pull together on these issues so that we can have more programs like this.  You are going to have these programs monthly if need be and have more dialogue.  The funding and everything else that you talked about clearly are good discussions for that group.  In terms of the other issue, I don’t know if you want to address that.  

Dr. Rick Rader:
Sure.  We’re always going to see and experience and witness bicameral responses from people, from human beings facing loss.  Whether or not it’s at Walter Reed Army Medical Center seeing the young soldiers coming back with severe wounds and amputations.  And some of them, again, crawl into a fetal position and others , you know, playing baseball two weeks after being fitted with a prosthetic.  In fact if you look at parents within my realm of experience that have children with special healthcare needs and you enter into the spiritual realm you’re going to get two responses at least that have come back to me.  I get those parents that say, “Dr. Rader my child is a gift from God.  He and he alone has taught me unconditional love and the ability to look within myself and find higher strength.”  The same time you’re going to get other parents, and these are equal parents in terms of their socioeconomic background and their education and their placement in the community, you’re going to get another set of parents that come back to me and say, “My child was a curse from God for probably something that I did in another life.”  

As a physician and certainly not as a biblical scholar my role my job is to provide whatever support they need within the framework of their own belief system.  But you’re always going to get responses and it all goes back to the condition, the fact of human resiliency.  What do you do with information that you get?  

Charlie Hammerman:
And on that point, again from the parents perspective from the way I’ve viewed this, the way I have talked to many, many people over the years.  It gets back to what does Merrill Lynch do for a living, planning.  It’s obviously focused on financial planning but it’s also the sense of planning.  It doesn’t matter whether, as the other gentlemen was talking about, whether it’s your two year old in an IEP setting versus the twenty-one, twenty-two, and twenty-three year olds who’s now out of the system, the school system and the parents have to figure this out.  It’s planning and that is what, you know, anyone in the system, so to speak, of Merrill Lynch who is in the business of helping their clients to plan for retirement and all of the planning that you do this is a very specialized segment but it requires the same kind of planning.  So you should, you, everyone who is listening to this whether they’re dealing with the issues themselves or trying to council others is encourage to really get educated because they’re going to need to help their clients, their friends, their family to be good planners going forward.  

Dr. Rick Rader:
Let me just underscore something that Charlie just said and that’s keeping abreast of what’s happening is as important as getting that basic body of knowledge.  Because the field of disabilities and the field of disability rights changes from day to day and you need to be well informed in order to provide the support that your clients are going to require.  For instance, just less than a week ago the Supreme Court changed the playing field in terms of special needs and special education.  Historically it used to up to the school board to demonstrate that programs and curriculums that they had in place met the needs of individual students with special disabilities.  The Supreme Court ruled last week that the tables have turned and now it’s up to the individual parents to demonstrate and prove that those programs that are in place do not meet their particular needs.  It’s based on the traditional aspect of law that the individual or the parties seeking the relief are responsible for demonstrating that deficit.  The problem with that is the resources that parents have to pull in experts etcetera don’t always make that very amenable.  

There’s also the problem with what, at least what we call in medicine, evidence based medicine and education I would assume that it’s evidence based curriculum, how you have the data that demonstrates the importance and significance and validity of a particular form of education versus another one.

Charlie Hammerman:
Any questions?  Yes?  

Male Participant:
Hi.  My name is Peter Carter, I have a newborn with Downs Syndrome.  I was wondering, I read that up to eighty percent of Downs babies are aborted nowadays and I was wondering the extent to which you believe there may be chilling effect, ripple effect on the treatment and the acceptance and all the programs given that there seems to be this phenomenon in which with ever more complex genetic testing we can identify things earlier.  And what are the implications for dealing with disabled children going forward?

Dr. Rick Rader:
Well in terms of screening, screening comes in in actually two different arenas.  There’s newborn screening and I’m happy to say that with the employment of Tandem Mass Spectrometry we can now test for up to sixty inborn errors of metabolism.  The majority of those things are indeed amenable to prevention through either medical or dietary.  PKU is the gold standard, you just got to pick up a can of diet soda and you’ll see that there’s a warning on the side of it for people with PKU.  Recent diagnostic tests in prenatal screening we can now identify someone with a high proclivity for Down Syndrome at the eleven week period.  One of the problems is that medical ethics has certainly never kept up since the beginning of hand washing if you want to use that as the first identifiable technology in healthcare.  Technology and medical ethics have never sort of run a close race and there’s always a catch up time.  

And basically there’s an overwhelming body of parents that are delighted to announce that they are the parent of a child with Down Syndrome.  They do very, very well.  The majority of folks with Down Syndrome are mainstreamed into the community and they lead very, very inclusive, very, very stable, very, very energized lives and, you know, that’s up to an individual.  Again I’m not a parent of child and I, you know, shudder at having to make that decision.

Charlie Hammerman:
Peter I don’t know if you saw but yesterday, I think it was yesterday’s New York Times actually had an article about that and of course you look at the details of the article and like you say that you could look and say this is a major concern.  I always, maybe that’s my nature, I always look at things as, you know, the glass being half full.  I look at it and said, “Oh, at least The New York Times is paying attention to the issue.”  And in my new role and what we’re trying to do at the institute is you capitalize on something like that and say, “Okay, now how much deeper can we get The New York Times involved broader issues and not make this a haphazard once kind of an article?”  So very interesting question that you asked.  Obviously it’s timely.  Obviously, you know, publications like The New York Times they’re paying attention to this and what we want to do is capitalize on that and bring that kind of a discussion to the forefront so that, you know, more people are focus on that and talking about it.

Dr. Rick Rader:
In fact I’d like to pose a question back to Peter regarding ethics and children with Down Syndrome.  There’s also a growing body of parents of children with Down Syndrome that are opting for specialized facial plastic surgery to eliminate those familiar recognizable facial features of somebody with Down Syndrome.  With the idea being that if someone enters a room with Down Syndrome there are preconceived notions already made based on experience or mythology etcetera.  And should plastic surgery that will at least provide a more level playing field at least in the recognizable features of an individual.  Should that be something that’s encouraged and offered?  And basically you have parents saying, “This is my kid.  This is what he looks like.”  And then you have other parents that say, “Listen, my kid has a large nose and it calls attention to him and he’s ridiculed by friends or, you know, he has ears that need to be repositioned.”  So again, I think providing that parent’s view, the option of plastic surgery in the same vein that parents of neuro-typical mainline kids that want to possibly adjust or reconfigure something that might be disturbing to them I think that’s, that goes back to the parents.  

Charlie Hammerman:
I see we have a question from Jeff in Waukesha if I’m pronouncing it correctly.  

Male Participant (On Phone):
Yes that’s correct.  Just a, I didn’t want to get into a long speech, but I’m just wondering if you had any specific thoughts on kids with Type 1 Diabetes.  

Dr. Rick Rader:
Well yeah, I mean basically kids with Diabetes are kids with a potential disability.  That’s not to say that they have a disability just based on a diagnosis.  And in fact, you know, treating young children with diabetes is a golden opportunity because it is a life long disorder, it’s considered a disorder or a disease depending upon your reference point, it’s a golden opportunity for parents to teach self management skills to those particular children.  And also to teach what it is about this, what it is about Diabetes to their classmates and to their sibling and to their playmates so that they can actually help them identify, you know, specific conditions that might be announcing themselves and also help them adhere to diets and drug regiments.  So yeah I mean, the full spectrum of disabilities I think that a disability is basically like art, and for those of you who remember taking an art appreciation course, the definition of art was indeed whatever it was that you said it was.  So whether or not it’s a Renoir or whether or not it’s a ’57 Chevy that’s art.  The spectrum of disabilities I think holds true for the same thing.  That a disability is a disability if you recognize or acknowledge it to yourself, to others, or to your family that this thing imperils a normal life.

Male Participant:
Hi I’m Ed Gallagher.  I’m the father of a seven year old with a very unique situation Down Syndrome and Autistic Spectrum Disorder.  The question I have really probably for the benefit of all from a government program perspective what advice can you give us in terms of finding out as what’s available?  I’ve personally found out that the state, the school board, federal government doesn’t always tell you what’s available.  And you know, you hit on it before about the networks and the support groups out there.  That’s the way that I’ve found, probably more of information of what’s available than what the agencies are telling us.  And what advice can you give all of us on that?

Charlie Hammerman:
Well you’re segueing into a nice promotional piece for what we’re doing in terms of trying to focus on what government programs are out there.  New York State is spending over five hundred million dollars a year on various programs with disabilities.  The federal government is spending close to anywhere between three hundred and fifty to for hundred billion dollars a year on programs for people with disabilities.  Our thesis has been that those systems are not broken, they are inefficient.  And what we are trying to do is spend an enormous amount of time with the state governments, with the federal government, and say, “Look, the law’s the law, you’re coming up with these programs it’s wonderful but it’s inefficient.  If the end-user is not getting to use these programs what’s the point?  And if there is all this inefficiency why don’t we bring a private sector mentality to the table and let’s fix it?”  So that, those kind of issues are the big picture macro kind of issues that we’re working on.  

Well how’s that going to help Ed Gallagher today?  I still go back to the absolute basic starting point which is what you’re doing.  You got to, you know, stick to you’re knitting.  You’ve decided where you’re going to live and where you’re going to work and you have to deal with that framework.  You’re going to have to stick with those support groups and talk to the networks and try to do it in terms of you being more educated.  And Ed, I’ve known you for a long time, the difficulty is that you are tremendously more educated than other parents who don’t even know where to go to start a support group or talk and try to get help.  You’re ahead of the curve believe it or not.  So the take away from something like today is that you’re, while frustrated you should clearly feel as though you are doing all you can.  You’re doing a lot and make sure that you feel good about yourself.  

It’s one of the issues that Rick and I discussed before we started the program today which is, and since this is a wellness program, was and maybe you could make a comment about this, about the wellness of the parent.  There’s always a focus on the child but if you could give some advice in terms of the wellness of the parent and taking care of themselves because they end up being the advocate for the child.

Dr. Rick Rader:
Sure.  Happy to.  Let me just address a couple of things first.  The parents best weapon is knowledge.  In real estate it’s location, location, location.  In special needs parenting it’s knowledge, knowledge, knowledge.  Familiarize yourself with the law.  Familiarize yourself with parent support groups like Family Voices that are available in very state.  Parent encouraging parents.  And again in specific syndromic conditions, either Down Syndrome, there’s a national Down Syndrome congress and other organizations.  And basically bear witness to what other parents who have gone before you know.  There’s also, and this is something that you guys know from being at Merrill Lynch, that the best situation is non-adversarial.  You know, try to partner with the providers and basically try to get a reference for what their needs are as well as your needs but be vigilant.  It’s not unusual for insurance companies just to have a public policy that every parent will be rejected for an assistive communications device.  Eighty percent of the parents at any one time will go up and give up the ghost upon that rejection.  The remaining twenty percent will give up the ghost within another three appeals and the insurance companies just play the odds.  For instance it’s a money game that they’ll give that communication device whether or not it’s a Dynavox or something else which might cost five, eight, ten thousand dollars.  And they basically will win with odds so, you know, be vigilant and keep copious records and documentation who you spoke to at what time etcetera.  There’s nothing more impressive to somebody when you repeat back to them what they’ve said a month before.  So that’s very, very important.

In terms of parents protecting themselves, you know, when I flew here from Atlanta a couple of days ago the flight attendant in giving us directions on what to do in an emergency, you know, she pointed out where the exits were.  She pointed out that we were sitting on the inflatable mattress seat cushions etcetera.  And she also said that in the event that cabin pressure problems, you know, there would be an oxygen mask that would come down from the upper compartments.  And then they tell you something that we all don’t even listen to anymore because it’s just part of the aircraft culture that you put that oxygen mask on yourself first before you put it on which is he intuitive thing of putting it on a child or putting it on an elderly frail person.  I mean we grew up with a culture of women and children first and now you have flight attendants saying put it on yourself.  The concept being that if you don’t get that oxygen integrity, you know, that you’re not going to help anybody.  It’s the same thing with parenting a child with special needs.  You wear many, many hats.  You’re somebody’s husband.  You’re somebody’s wives.  You’re children yourself.  You know, you’re people at work in somewhere so you’re team members, you know, and you’re community members etcetera.  The problem is no one tells you when to take off the hat of being a special needs parent.  That’s up to you to do that.  

It’s not unusual and we talked about the spectrum and the age appropriateness of children with disabilities.  I have parents who are in their eighties, obviously their children are in their sixties and they have never been to a mall together.  They have never been to a movie together because they can’t find local sitters or they can’t find respite care of people they can trust.  And so it’s not unusual to have senior parents, exceptional parents that have never gone out.  Never been on a vacation.  It’s real, real important for you to identify those support people in your family in your community.  The government provides you with respite money.  Make sure you find people to do that.  And every great general knows when to retreat so that she may fight again and that should be the buzz word and the call of all exceptional parents.  

Charlie Hammerman:
Segue on that word respite and then we’re going to wrap up the program because we promised we would keep it to an hour.  Respite is not a dirty word.  And trust me, we were made to feel very, very guilty when we tried to utilize respite services as parents.  And for everyone in the room, everyone listening, if those services are out there and whether that’s a formal program or just asking somebody to give you an hour or two to breathe.  Respite is not a dirty word.  Utilize it.  You need it for your own good health and I’ll turn the tables around.  For those of you who have friends who, or family, who are dealing with these challenges or clients or anything else, provide the respite whether it’s you personally or help them find it because it’s just as important as any of the other aspects.  Are there any other questions?  Yes?

Male Participant:
Hi, Good afternoon.  My name is Imeka Ogu.  I actually have a sister with Down Syndrome who I’ve helped raise since she was born.  And before I ask my question I just want to say that it’s not only the parents, the entire family, takes part in raising a child with a disability.  And my question is to, one of the, a comment that you made earlier, you said that for African Americans with Down Syndrome they have a life expectancy of twenty-five.  Is this a genetic or a social issues and how would you go about raising the life expectancy of somebody with Down Syndrome?  My sister is currently eleven years old.

Dr. Rick Rader:
Well I mean, that’s a great questions and it involves, you know, the finding of the Human Genome Project.  I don’t think it’s as much genetic as it is just the societal problem in terms of raising the awareness of healthcare disparities across racial and cultural and other ethnic horizons.  One of the problems is finding healthcare providers that are as much advocates as they are clinicians.  One of the problems with children and adults with special healthcare needs is for some reason that the clinicians haven’t gotten on board yet to incorporate prevention and health promotion.  And so basically it’s unusual to find people with Down Syndrome who are getting, for instance women, who are getting pap smears regularly.  And part of that problem is what we call medical transitioning.  Because we don’t have a cadre and an infrastructure of formally trained physicians in the community at the level of family physicians or internists we have a pretty good level of care for kids, children with special healthcare needs because the pediatricians have raised to the occasion.  The problem is these kids grow up and there’s nothing more inappropriate than having a forty-five year old women with Down Syndrome getting her gynecological care from a pediatrician.  

And so one of the problems is finding adequate, competent, aggressive healthcare providers that understand not so much the unique proclivities of someone with Down Syndrome, although there certainly are, they have some skeletal problems.  They might have a narrow inner ear that might raise some problems etcetera.  And there’s also the problem of folks with Down Syndrome that have a proclivity to develop Alzheimer’s disease.  In fact at autopsy which is the only time you can make a definitive diagnosis of Alzheimer’s disease.  Almost every single individual with Down Syndrome have pathophysiological findings commensurate with Alzheimer’s plaquing.  But again the problem is raising awareness of healthcare providers.  Making sure that the healthcare is competent, is culturally appropriate, it’s collaborative, it’s continuous, and it’s communicative.  That’s the problem fragmented healthcare not only in neurotypical population but more so in the special needs population where our folks are sent off to a behavioral specialist, to a psychopharmocologist, to a cardiologist, to a developmental person etcetera.  Who’s coordinating that material?  Who’s coordinating that information so you don’t get replication of tests.  So that you don’t get folks contraindicating drugs because this population has a high incidence of what’s called polypharmacy.  They’re taking a lot of drugs.  

And basically my best advice is there are two sides of the coin.  There’s one getting adequate clinical help and also what’s called social affiliation.  Making sure that your sister is in an environment, as you say, that she’s valued, she’s authenticated, she’s cared for because a lot of what we’re finding out about psychoneuroimmunology is a lot of those things are cardioprotective and neurologically protective too and so I think that that’s an important consideration.

Charlie Hammerman:
Any other questions?  Oh yes [Inaudible].

Male Participant:
Just a quick question.  With regard to mainstreaming I have a two year old with CP.  As we think about education options for her, what are the benefits of mainstreaming versus putting her in a more of a special needs school where she may not have as much of a psychosocial impact?  And sort of how are kids fairing these days and, you know, in the mainstream setting?  

Charlie Hammerman:
It’s a great question.  Obviously it’s a broad one which I can answer in the sense of again it al depends on your child.  I had the situation where my daughter started off in the special needs schools and was at five years old indicated that she wanted to go to school with her, you know, brothers and sister.  Okay?  Well that was nice to want but now can you do it?  And it literally took us eighteen months of behind the scenes talking to both the special needs school and the mainstream school district to decide whether she was able to do it and what the accommodations would be and what was necessary.  That was ten years ago.  She’s sixteen years old.  She’s a tenth grader and definitely dealing with her issues and such but she has every intent in her mind to go to college and hold down a job.  Her, the level, and she happens to have a twin brother, so I get, you know, a perfect little test case of being able to have, you know, two children out of the same genetic make up and watch how their, you know, levels of expectation for each of them are very different.  She is making up her own, you know, sort of mind in terms of what she wants to do.  As a parent now it’s for me to basically try to give her those supports so that she can become independent.  

The issue with your child is obviously going to be focused on independence.  Are they communicative or not?  Are they going to physically be able to function in society on their own or not?  And that’s basically again, it becomes very specialized but it’s never too early to start looking at that child’s situation.  My daughter’s IEP and her folder is about, you know, this thick because we did start those discussions fourteen years ago when she was two years of age.  And I must tell you that you are much more fortunate than I am because the world and the acceptance of what’s necessary in an educational world is so much better today than it was back then.  Just as Rick was talking about the technology being different my daughter was born at two pound six ounces went down to one pound fifteen ounce and basically we were told she wasn’t going to survive the night and that’s sixteen years ago and she’s about to have her birthday.  

The technology has changed.  Attitudes have changed.  You will have uphill battles.  It’s not all bad.  So it all is going to focus on, you know, taking hold of what is going on now.  And again, I’m sorry to keep repeating it but it is the planning.  The fact that you’re sitting here the fact that you’re recognizing that you need to focus on those issues you’ve won half the battle and you will do fine going forward.

Dr. Rick Rader:
Yeah, my own personal view is I certainly am in favor and I’m an advocate of inclusion and mainstreaming.  That being said so much depends on the individual culture and integrity of your particular school board.  For instance, if they firmly believe in the advantages and attributes of mainstreaming and they actually accommodate that child to the best possible level of his or her potential that’s fine.  If they’re doing it simply to get the numbers that they require or if they’re doing it and they don’t have adequately trained mainstream teachers the last thing that you want is your child to be marginalized to the sidelines of an inclusion mainstream setting where they become quote “the mascot of the classroom” and they don’t really reap the benefits.  Sometimes you’re better of providing again on the integrity of the educational culture sometimes and that’s your decision based on experience in your area whether or not a specialized setting would be more advantageous than a mainstream.  So there’s really no clear answer but.

Charlie Hammerman:
Yeah, and Rick makes a an excellent point because obviously the school district that we’re in would not want to pay for my daughter to go to a special needs school because then all of the sudden the costs go up.  That’s not what the determining factor should, it will be from their side, but it shouldn’t be from your side as a parent.  You want to know what makes sense for your child.  What’s the best situation.  And of course now we’re back to that Supreme Court decision that came down last week that says that the burden of proof now just got a little more interesting.  So again, we’re, this is supposed to be a sense of you feeling that you can walk out of here today knowing there are other resources.  That there is support.  You’re not supposed to be doing this stuff on your own.  And actually that may be a perfect segue for me to do what I was asked to do which is repeat the websites that I had mentioned before.  Again, short of being on Rick’s payroll, I must tell you you should look at eparent.com.  You should very much look at subscribing to the physical magazine but log on to eparent.com, register.  It is unbelievable how much information and resources there are there.  

In terms of the institute that I’m working with, again, it’s bbi, Burton Blatt Institute, .syr.edu.  You can go on there take a look at the work that we’re doing and of course feel free, I would love to hear from all of you in terms of specific situations that we didn’t cover.  Any kind of follow up. anything that we can do to help you.  Finally, again, not that I’m plugging Chris Fossel and the group but it’s my legacy that I want to see grow.  Please, please and if you could see what’s going on in New York right now, we have a sign up sheet and I’ve been watching and people are signing up.  Around the country please this is not a New York based situation.  Chris is the head of the national organization for Merrill Lynch cause it’s a national organization.  More members will mean more focus and more direction by the firm on these issues.  If there’s nothing else right now we really wanted to thank all of you for attending.  Everyone out in the audience for attending and taking up your special time for this and obviously Rick thank you for flying up.  Thank you.  [Applause]  [Music]

