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>>> Good afternoon, everybody.  It's the last one.  All right.  

>> Whoo‑hoo!

>> I'm your facilitator.  If you need anything else, I'm in the back of the room.  (Inaudible).  

>> We made it to the last session.  Whoo‑hoo!

I can go one of two ways with this presentation.  I kind of want your feedback.  I can yak at you for 25 minutes because I have reduced this from an hour‑long presentation to a 45‑minute presentation to a 30‑minute presentation to a 25‑minute presentation or we can chuck it and do some activities.  Do you want to go passive or active?  Passive people, it's okay.  I'm a passive.  You want me to talk?  Excellent.  Active?  In the middle.  Okay.  


You're going to make me talk.  I may use these slides.  I may not use these slides.  Robert Burns said the best laid plans of mice and men go awry.  That's exactly what happened to me.  Originally, this was an hour‑long presentation.  Originally, there are five presenters.  For the last two months, each person has dropped out.  I either drew the long stick or the short stick.  I'm not sure which one just yet until the end of this.  


I'll give you a little bit of a background on this, how I came to be up here in front of you.  Originally, there were five of us who got together on this.  Let me back up for just a second because I need to tell you about Connecticut.  There are three specialty programs in Connecticut.  We're a small state, so we have three specialty programs that provide services to children who are Deaf and hard of hearing in the state.  We are desperately, desperately, desperately clinging to that model that is under attack right now.  Three programs all internationally and nationally recognized, so families have really good choices for any communication methodology.  We feel really, really good about that.  


The three programs are American School for the Deaf.  

>> I just want to say this is the only one he has that says final.  

>> Right, but there's a final‑final.  

>> Do you want me to upload it real quick?  

>> No, I'm just going to talk.  Those slides are going to hold me back.  Do you need visuals, pictures, because none of those pictures have anything to do with what I'm saying?  The three programs, American School for the Deaf.  This was the first school for the Deaf in the United States.  They are just outstanding.  We're colleagues.  We sit on coalitions together.  They have a birth to 3 program, a comprehensive birth to 3 program.  One thing is Carol Peltier wrote a beautiful paragraph.  Comprehensive birth to 3 program for any communication methodology uses highly trained certified staff audiologists, speech and language therapists, teachers of the Deaf, and Deaf mentors when available and needed.  Did I say audiology?  The other program is New England Center for rehabilitation.  That offers birth to 3 programs.  It goes all the way up to 23 and beyond.  Capital Region Educational Council is one of six regional education service centers in Connecticut that reaches out to different school districts and provides cost‑efficient ways of providing direct services to students throughout the state.  We're in the capital region.  But in our birth to 3 program, all three of these specialty programs provide statewide service.  Connecticut, you say?  You look at the map and you say what a small state.  How easy for you.  People from Alaska and Montana, you probably say how easy.  No.  There are no easy ways to get from one end to the state or the next, but we do it.  We provide statewide services for our families.  I think I got all three.  Oh, Soundbridge.  Soundbridge is also one arm of the Capital Region Educational Council.  We provide services for children or Deaf and hard of hearing from birth all the way to 23 and beyond.  That's the background piece.  


Want to know about Connecticut birth to 3?  Anyone?  Let's move on.  

>> (Inaudible).  

>> Yes.  Sorry.  

>> (Inaudible).  

>> I'm sorry.  How do we connect to Part C?  When a child is identified either initially through the screening or at the diagnostic ABR, first Hands & Voices is involved.  They're connected.  I find this after the screening, sometimes after the diagnostic ABC.  The diagnostic audiologist usually does the referral to birth to 3.  There's a contact initially.  We have a two‑on‑one call.  Anyone can refer.  It is most likely the diagnosing audiologist.  The three programs are given information, contact information, about the families.  Each program will contact the family or the family contacts the programs.  Then they're given more education about the choices in Connecticut.  Then the family makes a decision about which program they want to enroll in.  I think the beauty of the three programs working ‑‑ we work really closely, and I think we work really well together ‑‑ that we transition kids back and forth among the three programs pretty readily if a family decides this is not the route I want to go or there's a mismatch.  I can call somebody at ASD.  I can call somebody and see if we make a better fit.  


I did have a resources page that didn't get uploaded.  I apologize.  It's a great list of resources that we use to create this program.  The way this came about was about three years ago we started looking at case studies.  Really the cases that were challenging us.  Not the successes necessarily.  We did it in a very formal way.  Oh, here's the audiogram.  This is the age the baby was identified.  What came to the surface was there was something that was coming in the way of progress of getting either the hearing aids on or having families learn sign.  There was something.  There was something blocking this communication, and so we started taking a closer look at that.  


I'm going to give you the case that really kind of clued us into this.  It was two full‑time working parents with three kids.  The mom ‑‑ what time of day do we come into the house?  5:30.  What time is everybody coming home from work?  5:30.  What time are the kids coming back from day care?  5:30.  Is it ideal, but the body language and the information was just like arms folded.  We weren't getting through, so it was our responsibility to figure out what is the roadblock.  For this family, it was just acknowledging the stress that she was under, that the mom was under.  All day, she ended up saying to me, you know what, I pick up the three kids at the end of the day.  I feed them, bathe them, put them to bed.  If everyone gets to bed, no one is hurt, everyone's safe, whew, it's a good day.  How do I fit into that?  Really, we started exploring that as a group. 


In the previous presentation, we were talking about what are the stressors that families are under, what are the stressors that providers are under.  I'm going to give you an example of me right now.  I had originally four co‑presenters  It's me.  I'm under stress.  It is the last day of the conference.  I don't think I'm going to get home because of the snowstorm back east.  While I'm presenting to you, I'm thinking about is my plane going to be able to get back tomorrow night.  I have a family I have to visit.  How do I maintain calm while I present this to you?  As providers, we have stressors on us just like the families have stressors on them.  We have to validate those stressors, so what are they?  


Well, hello.  It's up there.  Let me advance this for a second.  What are some of the common stressors?  Lack of time.  Let's talk about families first.  Lack of time.  Anything else?  Lack of child care.  Sorry.  


The other stressor I have is that I think I have a sinus thing going on  I think I have flat tymps in both ears.  I'm not hearing very well, so I should be passing the mic around.  Shout it out.  I'll repeat.  

>> (Inaudible).  

>> Oh, yes.  Poverty.  Susan Linehan presented on poverty.  We have some numbers up here.  The thing that stands out is that in 1969 they reported we had the lowest rates of poverty for children.  It was at 14% in 1969.  Do you know what it is today?  It depends on how you add it all up.  There are some that are below at about 21% and as high as 43% depending on what you use as the cutoff.  But what she didn't report ‑‑ and here's the more depressing thing ‑‑ is in 1964 when President Johnson signed in Head Start, the number was 23%.  We're not doing very well.  That's a stressor.  That's a stressor on the families.  It's a stressor on us as providers because we can't get services.  Here's another number for you to consider.  


In Connecticut last year, in 2017, 8% ‑‑ they had funding for early Head Start for slots for only 8% of the kids who were eligible.  That's for early Head Start.  8%.  I'm feeling that stress because when I call early Head Start for a family, there's a waiting list.  That's the response.  Oh, get their name on a waiting list.  I have no time.  Time is ticking.  That's the other stress.  Time is ticking.  We don't have time to waste.  


Other stressors?  I'm already stressed.  Conflict.  

>> Dual households.  

>> Right, dual households.  Previous traumas.  There was a great presentation yesterday or was that today?  It's all a blur.  


Yes?  

>> (Inaudible).  

>> Mental health, drug abuse.  There are waiting lists for early mental health six months to a year.  A waiting list?  We have no time for a waiting list.  


This is the list we came up ‑‑ hang on.  I'm going to skip all the beautiful things.  There they are.  That's the list we came up with.  Then we categorized it.  That kind of formed our ‑‑ kind of our schema for how to think about this.  That list is extensive.  There's the family.  The family is under all these stressors.  Then we come in, and we're talking about, hey, I have a great activity.  Let's sit down and do this great activity.  The body language is telling us, I'm not getting on the floor to do that.  What are the most important moments of a session?  Most of our sessions are about an hour long.  


Hello?  Yeah.  What part of your sessions?  For me, it's the first ten minutes.  When I walk in and say, hey, how's it going, how was your week, tell me how it went this week.  Birth to 3 is pushing us to ask them how did you do on the homework.  I don't ask about homework.  I'm not asking them about homework because it is almost like, oh, you didn't do your homework assignment.  I just ask them in a general way.  I get some information in the first ten minutes.  

>> (Inaudible).  

>> No.  But the reason I say that is they were talking about how early interventionists, they're always speeding and rushing because as they walk out the door is oftentimes when something comes out.  That's true as physicians and pediatricians as well.  I'll be ready to walk out the door and then it is, by the way, and you cannot address it because usually it is the elephant in the room they wanted to talk about the whole time you were there and they do it right at the end.  

>> (Inaudible).  

>> It's not great, but there is a name for that.  It's called the doorknob reveal.  You're right.  You're right.  Just as they're holding onto that doorknob, by the way, I'm pregnant.  Okay.  By the way, I don't want this baby to be like this child.  I'm like, can we talk about that?  See ya.  Talk about the other stress.  


I want to spend some time ‑‑ here's me.  We're providers and the pressures that we're feeling.  We're getting updates from birth to 3.  It used to be annually.  I'm getting like two or three e‑mails from our state birth to 3.  We're changing this.  We're changing that.  It's a new form.  We're going to do this.  You have to accommodate for your time.  You have to know how much time.  It is a lot of pressure, and it takes away from our jobs, paying attention to the family and to what the families need.  It's getting lost in the noise.  We have to take care of ourselves because we have, if we go back to the previous slide, the same pressures on us as the families do.  


I'm getting to what we can do.  Here's facts to consider that we considered.  I just want to talk you about awareness.  You know when you're looking at something it seems like it is everywhere.  We started looking at this and how we can better listeners in attending to our families.  All of a sudden, it seems like everyone is writing about this.  It is not necessarily true, but it seems like it because I'm more aware of it.  It's kind of like in a book I was reading where one of the activities on awareness is spend the day looking at things that are red and just noting it down.  It changes your awareness.  You see the world in a different way.  You didn't realize how much red there was.  


Let me tell you some of the sources that kind of set up this model.  Number one, my favorite column in the New York Sunday Times magazine section is "Diagnosis."  You should read it.  It's awesome.  You come away thinking that you have whatever the disease of the day is.  You think that you've got it but let me tell you what the take‑home for me is.  It relates to this.  Birth to 3 is being pushed to a medical model and we are not.  We're pushing back, saying, this is a humanities.  It's not a medical model.  That's why I was really interested in the diagnosis because the patient presents, comes in.  I've got this, this, and this.  Gets diagnosed, but let's say the patient a couple months later ends up in the emergency room or a big medical center.  It's a mystery.  What is this?  It takes teamwork from all the specialty areas, but what's really interesting to me is that one person who has the curiosity.  That's what they were talking about at the keynote last night.  You have to have the curiosity.  It's the curiosity that usually ends up with the solution.  Being curious and going in deeper and figuring out what the diagnosis is.  Usually, most of them end well.  There's only one that didn't, but there was a reason.  It's a great article.  


Another article was in the "New York Sunday Times" weekend review.  It was about a month ago.  It was about a physician who was attending a patient in the hospital 96 years old.  The guy says, I'm just so tired of people waking me up.  I can't get well.  Stop taking my vitals.  I can't get well.  He was a cardiologist.  He wrote a book in 1996 about attending and listening to patients.  He said, we have to keep sight of the humanities when we're dealing with people.  We have to hear who this person is in front of us and see them and hear them, know their stressors and what's driving them in order to help them heal.  


Third one.  I think that's the third.  It's a book by Ronald Epstein.  He's a physician.  It's called "Attending."  It was just published last year, I think it was, 2017.  "Attending: Medicine, Mindfulness, and humanity."  A book I've earmarked in and scribbled in.  It's a phenomenal book, and it talks about how in this medical model we're being pushed towards where ICD codes are defining us and the amount of time we're spending with families is defining us.  It talks about how doing simple things like sitting down when you talk to a patient or a parent.  Really?  Five minutes left?  Geez.  


I've got to talk a little bit faster.  Those are just some of the resources I really strongly suggest.  


This year, we read "when the spirit Catches You, You Fall Down."  It's an awesome book about the clash between the medical community and culture.  It's a great book, and it's a great book to have discussions about.  


What is this?  Moving on to what we can do because there are things that we can be doing.  One is paying attention.  You know when you get to a rotary the music is turned off.  No one can talk to me.  You've got the GPS.  It is saying the third exit.  Okay.  No one talk.  Count one, two, three.  Here's a little exercise.  You still miss it.  I used something from Colorado, but if you have ever driven in Boston, the rotaries in Boston, you just want to ‑‑ okay, whatever.  Here's a little exercise to be present.  This is a little activity I learned in yoga.  I know Susan Linehan yesterday talked about yoga.  This defines every listening activity you've ever heard about.  It is not active listening.  It's not reflective listening.  It's really listening and getting below the surface.  What it is ‑‑ you can't do this out in the world because people will think you have no affect.  You sit opposite a parent.  It's a series of eight classes.  We've done this at the beginning of each of the six classes so far.  You sit in front of a partner like this.  You give them a topic.  Tell me about whatever it is  It could be a light thing.  It could be tell me about your week.  Tell me about your journey.  You, as the receiver or the listener, have to sit blank and just listen.  Let me tell you that is really difficult the first time you do it because you nod.  You so desperately want to nod to encourage that.  No nodding.  No smiling.  You can't go like that either.  Nothing.  As the receiver of that information, just sit.  Let me tell you something.  By the third time we did that, it really gets to listening.  It opens up for the speaker like a stream of consciousness without interruption.  It really puts me as the listener in the mode of I'm not thinking about what I'm going to say next.  I really am attending.  Tonal quality of the voice, you look at body language more.  You hear the hesitancy.  You can see a smile better.  You can get a sense of what's causing this person more anxiety to talk about.  


Two minutes?  I could talk for like two hours on this.  Try it.  It is really stunning.  I don't go into a home and sit with no affect, but it has really, really heightened my awareness.  That's what we're talking about ‑‑ awareness.  


Hang on.  These are just things I have learned from families over the years.  One I want to take out ‑‑ I take all of these home with me and I keep them in my heart and my brain as I move forward through all of my years of doing this.  I learned from every time a parent has commented to me, good, bad, and the ugly.  I learn from it.  


One mom said to me why am I being punished.  I must have done something wrong in a past life because I have two children with hearing loss.  I can't come in with my happy games until I help this mom process that.  


As individuals, this is what we can do.  Park your baggage and your biases and your judgments when you park your car in front of their house.  The way I do that is I breathe.  I park my car.  I sit for a minute and I breathe.  This is what my yoga instructor has taught me.  Before you can be compassionate to others, you first and foremost have to be kind and compassionate to yourself.  I do this little meditation in my car before I go in the house because we have to see the other person as human.  This is something I heard on NPR years ago.  I just read about it in Ron Epstein's book.  Here it is.  It's the meditation of loving kindness.  This is what it is.  May I be safe.  May I be strong.  May I be content.  May I live my life with ease.  I say that about myself, but before I walk into this home, I think about that parent.  I say to myself may you be safe.  May you be strong.  May you be content.  May you live your life with ease.  I also say it because those of you who know me I have a really hard time in meetings to be nice, so I wear my pearls.  I say that to be nice before I walk into a meeting because it helps me to see the people at the table in a more humanistic way.  When you see me wearing pearls, I'm working on something.  
(Laughter)
Then as we drive away, I reflect.  What did I hear?  The time is up.  Hang on.  


Here's what we can do collectively.  These are all from Ron Epstein's book.  That's going to be my call to action for everyone in this room.  Collectively, demand, demand, at your programs that you have team meetings to discuss not your successes, but the difficulties because until we start looking at those difficult cases, we don't learn and we don't move forward as a community.  Then institutionally we have to car pool people.  We have to work together because we're losing services for our families who are being challenged.  Use your attention, compassion, and awareness as the demands of the medical model are pushing us.  Advocate for change in your states.  Get on commissions.  Get on coalitions.  Get on organizations.  Get to the Hill in Washington, D.C., join professional organizations, and join together as a profession to make sure the needs of our families are being met.  This is a huge, huge nugget that we have to work together.  


This is Steven Wright the comedian.  This is an existential map.  It has "you are right" written all over it.  Thank you.  
(Applause)


