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Patty Loew:

Hello, and welcome to “in Wisconsin.” I’m Patty Loew.  Mother’s day is a time for many people to reconnect with or remember their moms.  In honor of the holiday, all of our reports this week feature people who are parenting under very special, and sometimes difficult circumstances.  Discovering that your child has a genetic disorder or developmental disability brings a set of unique challenges, but it can also be incredibly rewarding.  Meet the successful artist who draws inspiration from his son.  Discover how this woman embraces her child’s unique perspective on life.  And learn what unlikely resource brought relief to this mom and her daughter.  All that, plus an up-close look at one of our state’s rarest wildlife families on “In Wisconsin.” 

Announcer:

Major funding for “In Wisconsin” is provided by the people of Alliant Energy, who bring safe, reliable and environment alley friendly energy to keep homes, neighborhoods and life in Wisconsin running smoothly.  Alliant Energy, offering energy saving ideas on the web.  UW Health, providing specialty and primary care for all ages throughout Wisconsin.  Information on UW Health physicians and clinics and on University of Wisconsin Hospital is available on the web.  And Wisconsin’s Technical Colleges, providing local education for the crucial occupations essential to our communities.  Wisconsin’s Technical Colleges.  Communities first.  Additional support for coverage of the Great Lakes is provided by the Wisconsin Coastal Management Program and the National Oceanic and Atmospheric Administration.  

Loew:

Milwaukee County artist David Lenz paints life.  One of his paintings, called “Sam and the Perfect World” recently won the first-ever national portrait competition sponsored by the Smithsonian National Portrait Gallery.  The honor is especially meaningful to Lenz because the subject of the portrait is his son Sam, who has Down Syndrome.  Producer JoAnne Garrett spent a day with Lenz and learned what he hopes the painting communicates to the larger world about people with disabilities.  

David Lenz:

The painting is called “Sam and the Perfect World.” And it’s about my son sam.  At the time he was eight years old.  It’s basically about his place in the world.  My wife Rosemary had just given birth to our son Sam, and although he appeared perfectly healthy, something nevertheless didn’t seem right.  There was an awkward silence in the room.  No words of congratulations or comments about how cute he was, even though he was cute.  Five minutes later the diagnosis was given.  Sam has Down Syndrome.  “Are you going to keep him?” a nurse asked.  Later that evening, someone else came by to console us.  It’s every mother’s worst nightmare, she said.  Welcome to the world, Sam.  

Sam:

I got an award.  

Lenz:

Congratulations.  How are you?  

Sam:

Good.  

Lenz:

Let me see.  Whoa!  “Sam Lenz, great behavior today.” Congratulations.  

Sam:

Thank you, Dad.  

Lenz:

How was your day today?  

Sam:

Good.  

Lenz:

Yeah?  

Lenz:

He’s just like everyone else.  There may be differences in the way he talks or walks or how he might approach things.  But he’s a part of humanity like everyone else.  And I think he should be treated with that same amount of respect and dignity as every other child in America.  But sometimes it feels like you’re sweeping back the ocean.  

We still have a tremendous amount of misunderstanding.  For example, Special Olympics today, surveyed not so long ago.  They asked parents whether they would like a person with intellectual disabilities to attend their child’s school, 62% of the parents said no.  That’s today, here in America, 62% don’t want somebody like Sam in their school.  They’re assuming that everybody should be perfect.  In America today perfection is highly valued.  We dump loads of chemicals on our lawns to try to get rid of every weed, every dandelion.  Models and supermodels are tall, impossibly fit.  Their clothes stylish and wrinkle free.  Images like this tend change our perception, our ideals, until finally leaving us looking around at the peeling paint on our own houses and our less than fit bodies, and it leaves us wanting.  

So it’s really all a perception of what is beautiful, what is important.  The idea is to touch on all these things and get you to think about them, raise the issues and prod people to maybe think about things in a little different way.  

Art is about communication in its most basic sense, visual communication.  The painting itself is 44 by 46 inches.  And it’s oil on a canvas.  I wanted to overstate it just so I could kind of grab you by the collar and get your attention.  Okay.  I want him to really pop out.  I wanted him to feel like he could almost walk out of the painting, so that you feel like you can relate to him.  He’s almost like right there, almost like you can walk a mile in his shoes.  The way I wanted to portray him, he’s leaning in towards you.  But he’s on the other side of this manmade fence, you know, with sharp points on it, designed to keep people and animals out.  And he looks like he has something to say, which he does.  In the big sense, he has something to say.  He has something important to say to the world.  He has a place in society.  It’s an important place just like everybody else.  

JoAnne Garrett:

What do you think when you see yourself in there?  

Sam:

I feel proud and happy.  

Lenz:

Sam’s been a blessing.  Oh, my goodness.  Yeah.  

Lenz:

But I feel like it’s almost like my calling as Sam’s father to speak about these issues, to talk about this stuff, because if I don’t, who is going to, you know?  

Lenz:

Congratulations.  Nice job.  

Sam:

Thank you, Dad

Lenz:

He’s very sweet.  He’s very, very kind.  He’s very compassionate.  He’s also very funny.  

Sam:

I was hiking to a cabin with my dad.  

Lenz:

He has a great sense of humor.  

Sam:

My shirt’s kind of red.  My overalls are blue.  My glasses are kind of brownish.  My ears look a little huge.  My hair is brown.  And that’s all for today, folks.  

Lenz:

The hope is to somehow change some attitudes and get people to think about things a little bit differently and maybe that will make the world a better place for him as he enters it.  

Sam:

That’s all folks.  And now back to the show.  

Lenz:

Perfection, I would submit, is overrated.  And, besides, I like dandelions.  In the painting, Sam assumes the role of presenter, host, even tutor, of this most revealing examination of civilization man has made for himself.  Sam is not society’s accepted definition of perfection.  In spite of that, or perhaps because of that, he really does have an important message for everyone to hear.  

Loew:

David Lenz’s portrait of his son Sam hung in the National Gallery for most of last year, just yards away from portraits of presidents and other American notables.  You can see more of Lenz’s work at the James Watrous Gallery at the Overture Center for the Arts in Madison through May 20.  It’s part of an exhibit called “Wisconsin’s People on the Land.”  You can find more information about that exhibit, Lenz and his work on our Web site at wpt.org/inwisconsin.  We’ll also let you know when Lenz’s painting is next up for public display.  

Loew:

Most new parents are a bit overwhelmed, but also overjoyed after bringing home a new baby.  In the case of the mom in our next report, her joy was soon tempered with concern, as an unexpected development brought her new insight, both personally and professionally.  

Andy Soth:

Meet Morton Gernsbacher.  While her unusual name may conjure up images of a balding accountant, she is every bit the suburban mom.  She became a mother with the birth of Drew in 1996.  Like any new parent, she was taken with her child’s abilities.  

Morton Gernsbacher:

We marveled at so many of the things he could do.  By the end of his first year of life, it was clear that letters were -- and numbers were very important to him.  By the end of his second year of life, it was clear that he understood what those numbers and letters meant.  

Soth:

Like any parent, she also worried about her son’s development.  

Gernsbacher:

Where the marvel started being over-laced with concern was with regard to what felt like his language development.  

Soth:

It was perhaps ironic that Drew would struggle with language, because his mom is also Dr.  Morton Gernsbacher, a leading researcher in language and cognition, who holds not one, but two endowed named chairs at UW-Madison.  She consulted a colleague about Drew’s language development.  

Gernsbacher:

She wrote me back find of a funny email message saying, you know, “Morton, I’ve never known any language researcher who wasn’t concerned about her child’s language development and just relax.” 

Soth:

But Gernsbacher’s concerns proved justified when, like growing numbers of children, Drew was diagnosed with Autism.  

Gernsbacher:

Every parent deals with learning that his or her child isn’t what he or she imagined he or she would be during pregnancy or the first year of life in a different way.  And I think it’s extremely -- I was there and I think it’s extremely painful.  

Soth:

It’s something that more and more parents are facing.  The recorded numbers of children diagnosed with Autism have skyrocketed, causing some to label it an epidemic.  Because Autism affects communication and social interaction, parents may worry that they won’t connect with their children in the way that they’d hoped.  

Gernsbacher:

Once you get through experiencing those emotions, it’s time to start appreciating the child that you do have.  And the more you try to change this child that you do have into the child that you thought you were supposed to have, or the child that you envisioned, the more challenging it’s going to be for everybody.  

Soth:

It’s clear the child Gernsbacher does have is an exceptional child.  

Gernsbacher:

Drew is a child about whom we often say the only thing that’s average is his height and his weight.  But he’s an amazing child in that he is this extraordinary confluence of some of the most extremes.  

Soth:

Drew struggles to speak, but is a gifted writer.  

Gernsbacher:

(reading Drew’s writing) “The pain of jilted infatuation eases more rapidly than the disappointment of lost piscine bounty.”  I don’t know that word Drew.   I think it has to do with fish.  And you wrote it.  

Soth:

He has developmental disabilities, but at age ten and a half, he’s doing high school level work.  And he has his passions.  Like his very interactive collection of Muppet memorabilia.  Their creator Jim Henson is a personal hero.  But it’s not the only passion he’s had.  At age four and a half, he was fascinated with asphalt.  

Gernsbacher:

The toy store wasn’t nearly as fascinating as poking around in the parking lot at the asphalt.  There’s all different types of asphalt.  And then there’s that stuff that they use to patch the cracks in the asphalt.  One of the things I’ve always done is I’ve joined his interests, because that’s I think what parenting is all about.  So I Googled “research on asphalt.”  Sure enough, the first pit that came up was the University of Wisconsin Research on Asphalt Laboratory.  

Soth:

Gernsbacher sent an email to ask how to learn more.  

Gernsbacher:

Very next morning, first email message of the morning was a response saying we would love to have you come visit us.  We are in our laboratory ten hours a day, seven days a week.  We’re located here.  When can you come?  When can you come?  Later I was thinking, you know, it’s kind of interesting when you have a four and a half years old who is obsessed by all things related to asphalt.  We call it Autistic obsession, but when you have like a 35-year-old, we call it getting tenure at the University of Wisconsin.  

Soth:

That’s the kind of passion that Gernsbacher can relate to.  

Gernsbacher:

You don’t get to be a professor with, you know, two named professorships unless you understand obsession.  

Soth:

And she’s added Autism to her portfolio of research topics, co-heading to diagnose early and to track development over time. 

Gernsbacher:

As part of this large-scale study, we provide free diagnosis for children who are between the ages of 24 to 36 months.  

Soth:

But her other autism research has been more controversial.  She disputes the idea that there’s an epidemic of Autism.  

Gernsbacher:

That epidemics are interpreted as being things we don’t know the origin of.  

Soth:

She says the main reason for more diagnoses has to do with how it’s diagnosed.  The criteria has changed as seen in these manuals from 1980 and the updated 1994 edition.  

Gernsbacher:

If we just sat down with the current day diagnostic criteria and we compared them with the previous diagnostic criteria, we’d walk away saying they’ve changed dramatically.  

Soth:

The change has broadened the definition of who is judged Autistic.  According to the 1980 version, autistics have a pervasive lack of responsiveness to other people.  

Gernsbacher:

I think it would be rare for me to say that any of the ones who I know have a pervasive lack of responsiveness to other people.  They would not meet that criteria.  

Soth:

The 1994 edition softened the criteria to a lack of spontaneous seeking to share achievements with other people.  

Gernsbacher:

Another criteria was gross abnormalities in language.  And while my son represents an extreme point on the continuum in terms of his intense struggle with spoken language, most Autistic children do acquire spoken language.  

Soth:

The current criteria changes that to difficulties sustaining a conversation, something that Gernsbacher jokes covers half her colleagues.  So with a wider criteria it makes sense more would receive the diagnosis.  

Gernsbacher:

When we think about these growing numbers there is that sense of, oh, my gosh, there must be something in the water, some epidemic, there must be some unknown factor.  

Soth:

But she emphasizes these new criteria are not leading to incorrect diagnoses.  

Gernsbacher:

We purposely broadened these diagnostic criteria in order to identify individuals who we probably weren’t doing a very good job of meeting their needs in the past.  And I’m all about that.  I think it’s almost a travesty that we weren’t meeting the needs of many individuals who probably needed support, understanding and a different perspective.  

Soth:

The kind of perspective Morton Gernsbacher gets every day from her son Drew.  

Gernsbacher:

My most glorious moments have been when I say, wow, you know, this is not at all what I was expecting, but what a ride.  This is going to be great.  

Loew:

Thanks to Andy Soth for that report.  Dr. Morton Gernsbacher tells us that Drew is doing very well and is writing for his virtual school’s newspaper.  He’s also creating and posting his own videos to YouTube, inspired by his hero Jim Henson.  You can go to our Web site at wpt.org/inwisconsin to see a link to some of those videos and learn more about Dr. Gernsbacher’s work.  As Andy mentioned, Dr. Gernsbacher heads an autism research project that involves assessing toddlers.  The goal is to track language development and develop an early diagnosis.  While Dr. Gernsbacher attempts to unravel the long-term mysteries of Autism, the family in our next report needed to find more immediate help for their disabled daughter.  They found help which changed their lives forever with a little piece of music, a single song called “Annie’s Song.” 

Becky O’Brien:

I love you.  You have a wonderful day.  

Frederica Freyberg:

11-year-old Annie O’Brien hops on the morning school bus without a second to spare.  But cutting it close like this is considered a wild success.  

Becky O’Brien:

She would go to school late most days.  

Freyberg:

Becky O’Brien says it used to take hours to get Annie ready and off to school.  

O’Brien:

Once she woke up, she didn’t know what to do next.  

Freyberg:

Didn’t know what to do next because nothing comes easy for Annie.  Her mom says Annie struggles with multiple cognitive disorders, including Autism.  Her mom says even slight changes that can come with getting ready, like new socks or shoes, can set her off.  

O’Brien:

She immediately falls apart and will become violent and hysterical.  And it can lead to hours and hours of chaos.  I used to be covered in bruises.  She would kick me when I tried to dress her.  And she would just be pounding on me.  

Freyberg:

That’s what getting ready for school used to be like, until this man entered the picture.  In-home therapist Greg Marshall.  He was part of a team to help Annie and her family design a workable morning plan.  Marshall says he got to know Annie by asking some simple questions.  

Greg Marshall:

What’s your routine look like?  Well, my mom wakes me up.  She says good morning, sunshine.  Then she opens the blinds.  

Freyberg:

Armed with Annie’s input and his own musical inclinations, Marshall set the get ready for school routine to song and the light bulb went on.  

Marshall:

This song is dedicated to Annie O’Brien.  

Freyberg:

From the day Annie’s song first played on her bedside cd player about two years ago, Annie O’Brien hasn’t been the same.  

O’Brien:

Oh, my god.  Our lives are entirely different.  I mean, the man changed our lives.  

Freyberg:

Now, as “Annie’s Song” blasts its hip hop lyrics and beat over and over again each morning, Annie the girl in the tune follows its direction.  It now takes Annie just 25 minutes to get up and ready for school.  No tears, no hysteria, no violence.  And her mom is calmer and better able to direct the routine.  

O’Brien:

We have two minutes left.  

Freyberg:

Annie, I want to ask you, what has “Annie’s Song” meant to your morning?  

Annie:

It has helped me so I get ready for the bus.  

Freyberg:

But it’s more than that.  

O’Brien:

It’s written for her.  It’s called Annie’s Song.  She feels really cool about it.  This whole song has made her somewhat of a little celebrity at school.  And because of her disabilities, she wasn’t and isn’t a real popular kid with a lot of friends, but all of a sudden kids were like, Annie, I’m so jealous of you, you are so lucky.  And this is a kid who nobody had ever wanted to be before.  

Marshall:

You see that song create bridges to her and her teachers and to her and her classmates.  It’s amazing.  When staffers at the boss at the in-home treatment agency where Marshall worked heard the song, they knew their hip hop therapist and his fellow band members who produced “Annie’s Song” were onto something.  

Andrew Paulson:

It wasn’t just the song.  It was also the relationship-building elements of the music that was really intriguing to me.  I saw a little girl that was sort of on the fringes of her peer group and wasn’t really connecting in ways that we had hoped and all of a sudden she gained in great popularity when she had a song.  

Freyberg:

So what did the boss, Dr. Andy Paulson do about it?  

Paulson:

What I did was hire them all and gave them jobs to create this music.  

Please stand and welcome The Figureheads.  [ applause ] 

Freyberg:

And create they did, producing a hip-hop CD that debuted this winter.  Greg Marshall’s group, The Figureheads packed a theater in Madison to kick off the CD.  

The group’s song includes title’s like “Manners” and “Bedtime,” working on daily living skills just as “Annie’s Song” does.  The music also speaks to what’s called regulation.  That’s what allows children to maintain a calm mood and recover from upset so they can connect and communicate with the people around them.  All the songs are designed to promote learning that builds relationships.  

Music:

It’s hip-hop.  There’s nothing else like it in the world like it right now.  Makin all the noise, and wow, this is crazy, amazing stuff.  And guess what, it’s written especially for you.  So get up.  

Paulson:

What I think is cool about them is they weren’t written for therapeutic intent.  They were written for fun, to capture, to give voice to children and families.  

Marshall:

And just get to know them really simply.  It’s profound, but it’s simple and that’s why it can be done in music. 

Freyberg:

The group’s word and message is spreading.  They’ve sold more than 1,000 CDs and performed at schools.  

Paulson:

We actually got an email from a college student whose younger brother has Autism and she said for the first time I know there’s people out there who really get my brother.  

Freyberg:

It all started with a girl named Annie and her trouble getting out the door in the morning.  

O’Brien:

Good job on time this morning.  You have one minute to spare.  

In the last two years her life has done nothing but improve.  The only thing I can say concretely is there’s a song that came into her life and she has become a different child.  

Big hug and kiss.  You have a wonderful, wonderful day.  

Music:

All right, everybody.  It’s time to go.  Grab what I need and put on my coat.  Take a deep breath and step out the door.  Believe in yourself, for sure.  This is Annie’s song.  It’s a jam to us.  One last thing...  

Loew:

Thanks to Frederica Freyberg for that report.  Becky O’Brien, Annie’s mom, tells us that the morning routine is still going great.  Annie is now 13.  She’ll be going into 8th grade next year and O’Brien says Annie is really looking forward to it.  

We leave you this week with a look at one of Wisconsin’s rarest families, the first family, as it’s called.  Last fall a brood of baby whooping crane chicks hatched in the wild.  You’ll see two chicks in the video.  One of them did not survive.  The other chick is still alive and successfully made it back for the summer to the Necedah wildlife refuge.  Enjoy.  

For “In Wisconsin,” I’m Patty Loew.  Have a great mother’s day weekend.  
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