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HLAGR presents:  
Bill Barkeley:  Hear the World Expeditions 

Peruvian Amazon 2010

Sanford Freed:  Good evening everyone.  This is a wonderful crowd.  Thank you for coming out on a cold evening.  My name is Sanford Freed and I have been active with the chapter for six years.  I have a few items of business a minute.  I see a lot of new faces.  How many of you have hearing aids on?  Really?  We are in the minority.  If you want to use the loop, set your hearing aid to T-coil.  I hope you can hear me.

We also have captions going on provided by Cheri, and Rose is doing the American sign language.  A little bit of business.  Let me tell you a bit about HLAGR, which is a self help advocacy group dedicated to helping people with hearing loss and their families.  We have been around for 25 years and we have chapters in many states.  We have many cities here in Michigan.  We have a good and active chapter here in Grand Rapids due to the energy of a small amount of people.  We are always looking for new people to add.  We had the fundraising walk which was successful and we plan another one in 2011.

We would love to have any of you be involved with us.  It does not matter if you have a hearing loss.  We are all in this fight together to keep the quality of life high and to keep all of us engaged in life.  Bill is a great example of how you can stay active even with hearing loss.

Juli, Nancy, Marilyn, Bill, myself, are the active members of the chapter.  If you have any questions, please ask us.  If you would like to donate some of your energy and good work to us, talk to us.

We have a sign in because we have a good mailing list.  Juli is going to circulate some paper.  How many received an e-mail or postcard?  Many of you are not on our mailing list.  There is a sheet coming around.  Please legibly put your name and e-mail address.  We don't sell this list to anyone.  You won't get any annoying messages except those we send out.

Let me introduce Nancy Cluley, our programming director. 

Nancy:  my job is to set up the programs.  We started doing it once a month, but now we do it every quarter.  This is Bill's second time here.  We had such a great attendance at the last one, we had to have him again.  I don't know how many of you know him, stand up Mary Beth, his wife, but he lives in my backyard.  He has plenty to say, but he donates a lot of time and energy to people with hearing loss.

I have a daughter who is hearing impaired, as has Juli Wiseman whose daughter is hearing impaired.  I learn more from others who use technology than Hannah ever could.  I have looped my television room; Hannah now tunes into the television all the time.  There is a lot of learning and technology that can be used.  Please let me know if you need more information.

We are looking for topics for next year.  If you are interested in something, we will work hard at finding the information and putting it into a program setting.

How many of you have a hearing aid on?  Not very many.  Let me introduce Bill Barkeley.

Bill Barkeley:  Can you hear okay?  Thank you.  It’s good to see you again.  They got me back and I will talk about the Amazon.  I am a deaf/blind adventurer and story teller.  I scaled Mount Kilimanjaro to show how technology could allow people to explore the world without limits.  I have traveled many places to find inspiration and give people the inspiration about hope and faith.  It has taken me around the world.

What started out at first as people thinking I was crazy, they quickly found that I wanted to help others get to a better place.  By embracing hearing loss there is tremendous potential.  Helen Keller said it best:  life is an adventure or nothing.  

What is my next goal?  Everest?  I turned that one down.  I don't like the statistics of that one.  I did want to figure out why I was doing the adventures and what to do moving forward.  The project now is Hear the World expedition.  Basically I decided to see how I could use things from my first experience to help kids.

I had an idea and went to some partners.  They were Hear The World, based in Zurich.  Hearing loss impacts 15% of the world and most cases are typically those between 18-45.  It’s about people moving to major cities and using MP3 players to damage their hearing.

The National Park Service also got on board.  How does this loss impact that?  We wanted to create ambassadors of sound.  We had a combination of hearing loss and hearing kids on the trip.  We wanted to see kids who had experience with this.  We asked them questions and selected a team.  Half of them are deaf.  In the middle is my son Brian.  Zoe is from New York City.  Gentry has a cochlear implant.  Susan and Bobby have normal hearing.

We took them to Estes Park Colorado first and went to the Grand Canyon.  We started a leadership retreat and wanted to see how we could head out finally to the Amazon.

On the side you can see some of the exercises we did to help us relate to each other.  We plugged their ears and had to rely on each other to see how well they could go from one place to another.  We needed to work together as a team in a foreign country.  We had fun along the way and all the kids were 15-22.

We headed out and we did not know it was the world's most isolated city.  You can't get their by car.  It's 3000 miles from the nearest ocean.  The only way to get there is to fly or take a boat.  About 50,000 motorcycle taxis cruise through the city.  It’s the loudest place I had heard.  You can see some of the housing and the river itself.

They rise and float.  We are riding on the boat and the guide sketched this in his mind, all the places we would go.  People in the Amazon largely are villagers.  They create their own houses out of the land.  The Amazon here is very abundant in food.

So the purpose was to find a group of people who wanted to embrace the leadership position of hearing loss and face the world.  We had Facebook and a journalist who went with us.  How important is sound to all of us?  Nature is a very great backdrop.  We focused the first day on what the rainforest sounded like.

We wanted people to see what was going on with us with both the deaf and hard of hearing folks.  We saw a lot of things.  Poison dart frogs, etc.  The most amazing thing was to listen to the sounds.  (playing bird clip)  What was most surprising was listening to a bird that you did not know was there at all, and then he spoke Spanish.  We had lots of surprises like that.

I want to share some of the sounds with you.  These were the ones we shared around the world.  There would be storms and parts of the forest would collapse.  We had to ram the boat through the trees.  This is where we were trying to go.  Black Lake.  It’s a dying lake because of a chemical.  Eels live in the water and it’s also the home to a very unique species of birds: huatsins.  (playing clip)  

So one of the most interesting things was we had a science with us who knew all that was going on in the Amazon.  He has gone to the Amazon for 25 years.  This is only the second time he had seen these birds.  They are descendants of the dinosaur and have claws and a hook.  The hook catches them when there is no flat top to land on.  Very few people have seen them much less heard them.  So it was a very cool thing to hear that and tell others.

This gives you an idea of what it’s like to go into the boat each morning with the guide.  There are more species of animals and birds here than anywhere.  It was great to see what things live around us.  Not too many were happy about the eels.

This is the Canopy.  It’s run by a conservation group.  It’s a series of suspended bridges in the Amazon rainforest.  16 start at ground level and go up 300 feet.  The trees of the Amazon are about 300 feet and 100 years old.  They anchor the rainforest.  There is a distinct ecosystem of things that live at the top, middle and bottom.  There is very different light at the bottom.

This series of bridges were ladders suspended by rope.  You can see 100 miles in each direction.  The most interesting to note is that if one tree falls, a whole section goes with it.  The root is held up by the trees.  Only the root systems are less than 6 inches deep.  You hope it won't go anywhere as you walk across.  You can see the tops of the trees sway as you walk.

You can see this narrow section that you walk through and how one leads to another.  It was cool but nerve wracking.

For me, it was interesting because it was dark.  Since I am legally blind as well as hearing impaired, I have 100% loss of high tone, and only 15% of visual field with cataracts.  In the dark it drops further.  To find myself up in the rainforest in the dark was terrorizing.  This is what it looks like.  

Why go in the dark?  In the morning and at dusk is when the rainforest is the most alive.  As a result we wanted to go in the dark and watch the sunrise come up.  It was incredible to see it and listen to all the wildlife around us.

Yes, that is Charlie the rat.  He is the world's largest rodent; he loves to swim.  You never know what you will come across in the Amazon.  He quickly became an internet sensation.  These are the monkeys in the trees.

You will see at the top, the leaves move.  That tells you where the action is.  This is the rain coming down.  You are starting to see why the project happened.  I want to show you a Facebook video highlighting what was going on that day.  

The important thing there that you may not realize is that both of the girls were born deaf but had cochlear implants put in and are now out in the Amazon.  They wanted to share that with the rest of the world.

Most of what I showed you was the rainforest, but we did fishing and saw villages.  We played in the famous Amazon mud.  This is Katie from the National Science Organization.  She recorded all the sounds and when back at camp we could replay them and guess what they were.  One thing for sure......  This is a piranha, the red belly variety that is the most vicious fish of the Amazon.

That was pretty cool to catch that fish.  You want to know how we did it?  A tree stick with a piece of string.  You take a piece of meat and the fish come to it.  For the kids it opened up a new possibility.  What would it sound like for a piranha to be in the water?  

Pretty cool stuff.  So that is what it's about, giving them experiences that they have never had before.  Zoe really lit up to hear those things.  Sound is also sometimes something we want to turn off.   We wanted the hearing people to have to hear like us.  We did sound experiments.  These are hearing people talking.  A lot of powerful things came out of that.  How do you conserve something that you have before you lose it?  And then it was important to put yourself in the other person's shoes.  

Teenagers are very peer driven so for example what if you never heard a whisper.  Gary is the only person who has hearing aids in his school.  It can be hard and you don't know if they are talking about you.  Sometimes it’s about isolation and trying to be a part of things.  Each of these teens was chosen for a reason; we wanted them to be advocates about disability and how things can be different.  They wanted to share their stories.

That Facebook video is one of the most popular we had on the internet.  We also had a service project.  The truth is, one of the most popular things you can do is to focus on others so you can realize your sense of giving.   We spent time with the 60 families here and planted trees.  One of the coolest things is the activities we ran into.  

That was fun to spend time with the people.  We were there on a holiday:  the finals of the World Cup.  No one in the Amazon who had a television could be found doing any kind of work that day.  We were invited in and we saw Spain win.

Another project was Not Falling On Deaf Ears, the Efata School for the Deaf.  It changed all of us forever.  It’s the basement of church that does not know what to do with the people and the building.  There is a pastor and his wife who learned sign language on their own and are teaching it.  In Peru the sign language is not supported by the government; the girls we met at age 12 are usually victims of sexual abuse.  The boys cannot find employment.  The families don't even come to visit and learn the sign language.  It was incredible to bring our groups together.

They were fascinated by what they saw.  Then the coolest thing happened.  They had been learning sign language and a lot of our kids used sign language.  We found out what it was like.  Sarah was a Fulbright scholar who had shown up just 3 months earlier.  We started to talk and we decided on a plan.  We thought, for example, this guy is 19 years old and shows up at school because he is not welcome at home but if he goes here he can feel part of a community.  

We wanted to build a workshop to build something to sell.  If they could learn a trade, then chances are they can start to be more independent.  They asked the pastor and his wife if they could all move in with them but they had no money.  We decided to ask for a grant and we were successful.  We felt we did something to change the lives of the people there.

We shared with the Amazon.  There are more adventures coming.  We are taking the Stretch 2011 in Colorado.  We will compete against other teams; it’s about being an athlete.  After that it’s a group in Winter Park.  This was started to show how assistive technology can change the way people live.  If you are an amputee coming back from war, you can scuba dive.  If you are like me and deaf, you can scale a mountain.  We will have scientists coming to address issues.

We will also show people in wheelchairs how to bike.  That will be a powerful and great experience to get the message out further.  After that we will go back to South Africa.  We have been asked to come down to the World Deaf Congress to see how people with hearing loss can use technology to live, work and play.

We could use your help.  If you know kids who might be interested in an expedition, you can apply online in January.  We will choose in March.  All the kids raise the money themselves.  Gentry did a hearing loss campaign in her sorority to get the message out.  The purpose is to help us get the message out about hearing loss and what we can do to bridge the gap.  It’s about doing it and showing others.  It’s about helping others.  It’s also about conservation in nature and conserving our hearing.  It’s a gift that needs to be preserved.

It’s about helping in the Amazon.  One of the biggest things for kids with hearing loss is dealing with hearing loss and the loss of self esteem.  Having to solicit funds makes them engage in the world.  It’s also about cultural change.  Hearing loss is not something to be feared; it can be managed and dealt with.  You can do almost anything you want to live a life without limits.  We can get there.

We would love to have people come out and help us.  Thank you for your time.  That is the Amazon.

Any questions?  I can't see you, so if there is a question....

Nancy:  How big was the piranha?

Guest:          three years ago you climb the highest peak in Africa, how does this compare?

Bill Barkeley:  what is an adventure?  It can be for personal reasons or other reasons.  Did I do Mount Kilimanjaro for me?  I wanted to get the message out about hearing loss.  By reaching the summit it opened a lot of doors for me.  I was able to travel and do presentations around the world.

As I thought through that, the next one was to get the message out first.  Then it was about how to expand the number of people to go.  That is through kids.  They are very different but satisfying to see.  The kids did not know each in Colorado, but by doing things to get to go they were excited to tell people they had a hearing loss and wanted to tell others how to help.

Guest:         This is a bit off the subject, but we live in a world that is increasingly noisy.  I walk into the store sometimes and the music hurts.  How do we get the word out that it’s not good?

Bill Barkeley:  we have to do it.  We can do it through the ADA and things like that, but also through the local level.  It’s also a chapter like this makes a merchant aware.  If you find yourself in that situation, find a manager.  For the most part, people don't know that you have a hearing loss.  The second dynamic is that for older people we have vanity and denial.  The average person who is elderly waits for 10 years longer than they should to be hearing aids.  A lot of time when they have not heard things for 10 years, it’s too loud for them.  That is difficult.

We need to adapt to sound.  In the United States there is no sound volume that controls the ads between shows on television.  MP3 players in Europe have a limit, but not in the United States.  Suddenly we are spiking with people with hearing loss but we have to get the word out.  You can decide to let it happen to you, or you can make the effort.

Guest:          I wondered back to Mount Kilimanjaro, was there a time when you were planning it you second guessed yourself?  Did you always think that you would do cool things?

Bill Barkeley:  I am fearful all the time.  People say I am a hero, but so much of it you have to take a look at your motivation and see what is going on.  After wearing technology for 45 years some cool things were happening.  I could listen to music for the first time.  I never before could listen because of the headphones.  I could hear the game now and still work.  Doctors, patients, insurance companies, all need to know about this.

You draw your courage or strength from your desire to do something.  I am talking to a lot of people because I have never done it before and needed to find who could help me.  I tested and tried things to find things that worked.  My guide could be above or below me and still hear me.  But I was worried about it.  But you have to do the same thing with hearing loss.  You need to study a lot and ask people to help; take small steps and then you are at the top.

Guest:         because you are both deaf and blind, you seem to focus on your hearing loss more than the blindness.  Is that just the audience tonight?

Bill Barkeley:  hearing loss is worse.  For me, as I lose more vision I rely more on technology.  I was one of the first to go through the oral-deaf program.  People think in terms of loudness, but hearing is about safety, security and orientation.  Hearing is about tone, emotion, inflection conveyed by voice. Those are all things that you miss if you don't have hearing.  The social connection gets harder.  Blindness separates you from things; deafness or hearing loss separates you from people.

Guest:          Are you using many visual aids today?

Bill Barkeley:  at night I do.  I have my cane with me.  You can imagine a pin hole that goes straight ahead without up/down/side.  I am cheating tonight.  I have been in this room more than one time and I have mapped through the room.  I know I can go to the side and front and be safe.  I have techniques and procedures that I use.  I also have a guide dog.  Nightvision technology that I used on Mount Kilimanjaro is great for night, but there is not a lot of other things other than magnification aids.  I have an iPad because with the restricted vision it’s the right visual field.  I can blow up the text to make it easier to read.

I cannot read a newspaper.  I just don't see it.  Those are some of the things I do.  All the electronic stuff is Bluetooth.  If I want to listen to the television or internet, that comes through Bluetooth.  It’s a cool time for all that stuff.

We really do want to thank all of you for coming out.

Guest:          there is some feedback back here about what your faith or attitudes and beliefs are.

Bill Barkeley:  this is the first time I have done the Amazon.  I am Catholic, Christian and basically all of this as I talk about the basic thing that carried me is that you have a decision to make.  You can be bitter or better.  In that process it’s about suffering and suffering well.  From a Christian Catholic perspective suffering is part of life.  I would not wish this on anyone but one of the greatest things in life, like getting up on Mount Kilimanjaro to see a sunrise before you go blind, the only way to get there is to say that God is behind it.  I planned and surrounded myself with people, but getting there has opened up doors to have me help more and more people.  Faith is a major ingredient.

Nancy:  I don't see any other hands.  I am a bad guide and not experienced in that as I caused Bill to trip in the lobby.  I got down here and did not know where I was going, and I have all my faculties.  He shared with me that he is in pain due to an ear infection that sent him to the Emergency Room earlier today.  I really want to thank him for not cancelling on us.

There are cookies.  Please take one and talk with Bill if you would like.


