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>> All right, welcome.  You are about to hear a presentation called: From the Center To the Margins: Exploring power and privilege in EHDI.  And the presenters will introduce themselves.  Thank you.

>> Hello, everyone.  I'm name is Lila, this is my name sign, I'm a doctoral student studying social justice cultural studies within the education department at the University of Tennessee. 
>> I'm a PhD student at the University of Tennessee studying cultural studies in deaf education. 
>> We're happy to see you at this workshop, at the tail end of the day and you are ready with your coffee and discussion.  We will be presenting some tough, uncomfortable topics for the next few minutes here.  
>> So this is a space of discomfort and reflection, so we want to prepare you for that ahead of time.  You are not the only ones who will be uncomfortable, we are uncomfortable.  This is my first time presenting using my spoken voice with deaf audience and with my colleague who is deaf, so I don't feel comfortable, I don't like it, but we discussed this and Lila asked that I do speak for this presentation because we are talking about power and privilege, so today I'm using my hearing privilege, my hearing power during this presentation. 
>> And some issues we bring up may bring you some discomfort, I encourage you to sit in it, think about why you are uncomfortable, be in that process and be comfortable with your discomfort.  All right, are we ready? 
Clichanda and I had a look at the EHDI system through these various lenses that are listed up here, just so you are familiar with our framework, and what informs the lens through which we look at systems of power and privilege within EHDI.
Have you seen this before? 
This shows that privilege means having access, having more opportunities, having more leverage than others in society.  So you see the picture to the left is a depiction of reality.  So this shows that people have built their own system for gaining leverage, for gaining height, and those blocks were built by people who have the power, who are a part of the system, to make those decisions, to build that structure, who have that access, over those who do not.
So, who has the power to do that? 
Who has the power to have the fence there, right? How tall, how high is that fence? Think about those positions of power.  And moving far down, to liberation, that's what we all strive for, that's the ultimate goal, this depiction of liberation showing, in that case, who has the power to take down the fence.
Who can make those decisions, and those changes, to have the power to make those decisions and changes? 
So those are things we need to talk about within the system of EDHI.

>> So we can think about real‑life examples related to presidents, right? Who has been a president of the United States, historically? 
Men, white, who come from a specific socio‑economic class, or background, who have a specific educational experience, right? 
So, for that, we know that this is what the fence is, right? They didn't control the fact that they have that access to become presidents, to be elected into positions of power.  That's not their fault, but the system is set up that way, right? Just like we as professionals, we don't have control of how the system is set up, but we work in it.  We operate in it.  So what do our boxes look like? You know, what about corporations in the United States, who is usually the owners who run those corporations? The same kind of demographic.  That's not to say that women are not in corporations, but there are very few, which means that they have less power, less control, less access to opportunities.
So, we can think about the same type of examples in EHDI, what does that look like? 
So, for us, Lilan and my work, we strive for collaboration and inter‑dependency.  So society teaches us that be need to be independent, stand on our own two feet, right, and strive for success.  What it does not tell us is there are many cultures that value interdependency.  I come from a culture that values interdependency.  So we cannot push that aside and say, everyone should be independent, when that's not what many cultures value as success. 
So we want to look at liberation and inter‑dependency from this intersectional lens.
So one individual can be many of these circles.  You can be a person of color, or LANA, is the term we use for ourselves now.  We can have a different sexual orientation than what the dominant society tells us we should have.  We have heterosexuals, and we are told this is "normal." You can be outside of the gender boxes we are taught we are supposed to have, you can come from various socio‑economic classes and language backgrounds. 
So we want to say, all right, let's take all this into account in one person.  And what does it look like when we are all liberated, right? 
We have accessibility to different opportunities.  We have representation, meaning the person providing the services is reflecting the people that they serve.
Visibility of different individuals who have different make‑ups, based on this structure, in leadership positions.  And taken into account, I don't have to hide or ignore one part of my identity when I show up in different contexts.  This is what we are putting at the foundation of our work.  When we say "collective liberation," we will not ignore one bubble for the sake of another, we will take them all into account and this is what makes an individual whole in this society.

>> So, if we were to look at the system, at EHDI, who are the players? Who has the power to make decisions, who sets the rules, who shows up in the room, who is able to present, who is here in the exhibit hall, what are the vendors, what kind of people are there? What narratives are on display? 
Just think about that for a moment.
Think about power and privilege.  I'd say it is fairly clear.  If you really attend to the representation at this conference: Leadership positions, positions of decision‑making, who is present in the room, who is in the field? We are seeing mostly white, largely hearing, able‑bodied, women, women and not many men, and I know there are reasons behind that.  There's a long history behind the prevalence of women in this field.
So, moving on. 
>> Social constructs are everywhere, right? 
Nothing that we have in our minds of educational background, the services we provide, just came out of a vacuum.  It didn't just appear out of anywhere, right? It is based on strategic social constructs that have been set up, even before we were born.
And we just came into it and kind of adopted it based on what is passed down to us.  
>> Now the term disabled is very interesting.  Let's look at disability and deafness.  If we look at historical definitions, we see that women were labeled as disabled because they were unfit for work, they were weak in terms of their fortitude and did not have the ability to provide as men did.  Men were the hard workers, men were clearly saying, I'm not disabled, I'm not like these disabled women, these people over here, I'm normal. 
The LGBT community was, likewise, labeled in this disabled framework.  They were not the norm, you know? The majority of society looked to say, we are not like the LGBT community.  Poor people likewise, we're labeled as disabled, as a criminality aspect of their disabling, and they had to fight to say, I am not like that. 
And people of color, likewise, were often framed as feeble‑minded and inferior throughout history, racially inferior.
So, the majority society fought to say: I'm not like these disabled people. And now we bring deafness people the mix.  And now we are as deaf people saying, we're normal.  We can do everything except hear, we are not disabled, not like those truly disabled people, right? You could take the term crippled, people who are crippled would have the same rhetoric, you know? 
We are just crippled.  But we are really normal, we're just like everyone else.  We're not like these other segments who truly are disabled.
And the truth about it is that disability is normal.  20 percent of the population of America falls into the category of disabled.
So we strive to be like our oppressors because our oppressors show that power and privilege and status.  
>> So this concept of quote, unquote, "normal." What is "normal?" Who decides what normal is, who it looks like, who is included and excluded from the definition? And to understand that and to understand these concepts of disability and how we have framed disability, how we have provided services through this frame, to get to the point where we understand our current actions, we have to understand the history behind it.
So this is just a quick timeline, very quick, because we can spend all day ‑‑ we literally did a two‑hour training on disability justice.  We don't have two hours today, so we're going to make it quick for you guys. 
So the early 1800s.  Back then, Eugenics was focused on racism and ableism, that we can prove that races are inferior based on science, based on the size of the head, how large or heavy it is, we don't remember that, but we can read back in history and see where the science really started. 
And then, statistics offices were set‑up.  And those offices had an explicit goal ‑‑ 
And there are certain people that are in this normal, and there are certain people that are outside of this normal.
Sign language was banned.  Anybody remember that? Before that, there was sign language, and they wanted to get rid of it.  There was no sign language in deaf education up until this point. 
Now we see feeble‑mindedness, people who are different, homosexual, poor, with disabilities, they are not in our definition of normal.  They are a problem in our society, they are not valued.
And then Sir Francis Gaulten, anybody know who this guy is? So he is the cousin of Charles Darwin, anybody remember Darwin? Okay.  So Darwin focused on animals, right? 
"The survival of the fittest." And now his cousin focused on the survival of the fittest of human beings, these are people that should thrive in society, and everybody else, they don't fit, they don't belong here. 
At the same time, Alexander Graham Bell gave a presentation about deaf people and why they should be eradicated and why they should not be able to reproduce because they are not typical and normal.  And this is in the National Academy of Sciences.  So I want you to keep this in the back of your mind, the National Academy of Sciences.  Indiana became the first state to set up sterilization of individuals with disabilities.  If you are placed into an institution, the doctors and medical staff could decide to sterilize you, and you had no choice. 
Now, let's connect this to what we do see in our history books, and what we don't see in our history books. 
So, at this time, the Nazis started the T4 program.  And this program killed over 200,000 disabled individuals.  Once this program was a success, then they used the same concept for the holocaust.
So, many of us know about the holocaust.  Very few of us know about the disabled individuals who were murdered before the holocaust.  Why is that? Why do you think that is? No voices? Many people feel disabled people don't belong, disability is a bad thing, right? We need to fix these people, we need to correct these people, they need to have abilities like us.
So, if those people are no longer alive, isn't society stronger? Isn't society better? This is the concept that they had.
And then here, in the 1970s, we see the medical industrial complex begins.
And this is where corporations begin to profit off of fixing people, making people normal.  So what do you think? Anyone see a problem with this, or is this just business as usual? This is very problematic, very problematic.
Because this is part of the foundation of what we do, as early interventionists, as professionals, trained to improve the quality of life of young children who have special needs, right? 
So this is the framing that has informed our practice historically.

>> So you can see behind the history, we have the science and the eugenics, and now we can put forth two perspectives of people who are disabled and who are deaf.  We have the medical model and the social model. 
The medical model is very dominant in its narrative.  That is the dominant narrative about people who are deaf.  It says the body is disabled, there is something wrong with me and I need medicine or medical intervention to fix what's wrong with me.  So we see often times, when we see parents with a deaf baby, they will receive words from the doctor things like, "I'm sorry the child is deaf," which responds to the parent that there is something wrong and the doctor says, it's okay, we can employ technology and science to fix what's wrong with your baby.  The parents may already have a notion that there is something wrong with a person who is deaf, maybe not, but it comes from the medical model and that impacts how people are viewed. 
You contrast that with the social model, and we do not find that much in the mainstream.  And my hope is that becomes the dominant narrative.  Unfortunately, right now, it is not.  So the social model is that deaf people are normal, deaf people are fine, disabled people are normal, disabled people are fine, there has always been disabled people on earth and there always will be, there has always been deaf people and there always will be, we are whole, we don't need to be fixed, we contribute to the biodiversity of humanity and the beauty of it. 
The barriers are environmental.  They are external, not internal.  It is discrimination in and of itself, environmental discrimination, needs repairing.
My hope is that EDHI ‑‑ which one do you think is my preference up here ‑‑ and of course I think they will switch to the social model.  Right now, it is a heavy medicalized model.
It is fascinating if you look at statistics and eugenics, if you put them together and have a look at the history behind it.  You all have a concept of the bell curve, there's always an average, there's an average to any concept: Weight, height, average sex life ‑‑ sorry, not sex live, sex drive.  I misspoke, sex drive.
You can apply the concept of an average to everything we experience.  So the goal being those who are above average should slide more into the middle and those who are below average should be gotten rid of. And that mindset applies to people who are deaf as well, which is very sad.  I don't want to be "gotten rid of." 
A little bit of humor here in the graphic, it is a heavy subject, I wanted to lighten the load a little.  
>> Okay, from what we explained so far, you can see how influence trickles down, but it also comes from the bottom up.  So we have science, and that tells us, okay, this is what statistics says, this is what the bell curve looks like, this is where you should fall.  If you don't fall in the "normal range," there's a problem.  And that influences the political climate because our policies and laws are based off the science. The science informs us, it gives us new knowledge and information.  Now we apply it in the political realm.  And our politics determine our educational practices: What we're allowed to do, what we're not allowed to do, how we serve families, resources, the money ‑‑ it comes from our politics. 
And now, education informs the community: What the community knows, what the community has access to, what information is there, what resources are present, community informs the family level. 
So when parents are making decisions, "oh, do I have to choose speech, or do I have to choose sign for my child?" Right? Those are influenced by all of the above, which ultimately impacts the child, at the very bottom of this equation. 
So we would say: Choice? Why choice? We know what children need, right? So this is power in ideology at work.  
>> Our language choices, the views about language come from the system.  They are socially‑constructed, they arise from history.  They don't just fall out of the sky.  Again, a little bit of humor here for you.
I think I just failed on that last one.
Well ‑‑ I'm presenting here three different views of language: Language as a problem, language as a right, language as a resource. 
So I'm wondering what lens you are choosing to employ, which lens are you viewing language through? 
Language as a problem says that, oh, what are we going to do, there's something huge to overcome, look at this barrier for the child, they're going to have a lack of opportunity for work, live in poverty, have mental health issues.  Language as a right states that language is a human right, everyone should have that right.  It is a cultural right, a heritage right.  Language as a resource says the more languages, the better.  Why not have everyone be bilingual, trilingual, and allow us to connect across the globe even more than we do now. 
And of course, now the language in the United States is language as a problem.  We see in our monolingual society that language is problematized.  We see a little bit of progress as language as a right, we do begin to see some respect towards Spanish‑speaking families, but we are not to language as a resource yet and that would be our goal, to rise toward that level.  And I would love to see EDHI employ that language as a resource lens as well.
How are we on time? 
>> So we're running out of time ‑‑ 
>> Yeah, sorry.  We have two minutes.  
>> [ Laughter ]. 
>> So we might overlap here.  We will go forward with this one.  
>> Yep. 
>> So this: We're not perfect, we mess up.  We're continuing to learn from each other, from the community, from the people we work with, and that's our goal for you.  And so we want to see how can we move from our privileged centers? Because I'm hearing, that's my privilege.  I can choose to speak, or I can choose to sign.  The fact that I have a choice is a privilege for me, right? 
But I need to move outside of my privilege and focus on people who are in the margins, so how do we do that? 
>> I want to address my white privilege, and that was a hope, but I'm running out of time.  I just want to acknowledge that I have abused my white privilege, perhaps even without realizing it, and with good intentions.  I appreciate her calling me out on it, I call her out, and we look at the broader community and see how it is impacting our work. 
So one aim is for those that are the most marginalized, finding a way to bring them into the center in this space. And I love the mantra that comes from the disability justice advocates and leaders in the community: Nothing about us without us.
That is a critical mindset.  Everything needs to include deaf people, let deaf people lead the way.  
>> Everyone that's involved in this work has to be aware of their power and their privilege.  You cannot correct yourself without analyzing your behaviors, attitudes, and beliefs.  
>> And it's not just about being hearing, or being deaf, or being a person of color, or being white, because we all occupy multiple identities, multiple identities within our singular person.  So think about how to celebrate every single essence that is present within that person.  
>> Move to a point where we value languages and culture as as resources.  So whatever the cultures of the families that we work with: Accept that, embrace it, help them to embrace the multiple cultures and languages they need to help their deaf child become successful.  
>> And I think I already said this last sentence up here, I will not repeat it. 
>> And allow yourself to be accountable to the communities that you serve.  So whenever I do something that's wrong, Lila checks me.  And I'm responsible to correct my behavior based on the feedback that I've received, right? We all have to put ourselves into these positions of: We have chosen these fields, we have chosen these fields.  So it's our responsibility to match the community, to mold to the needs of the community, to present the community with what they're asking for, not with what I feel as a professional is the best, right? The community knows what they need, they know what that want. And now I become accountable to them.  If they say, mmmm, we don't like the way you are going forward with that research or project, I have to say, I respect it.  How can I change? 
>> That puts us at the end of our time.  If you have any questions, if you want to continue the conversation with either of us, you are welcome to e‑mail us and there's our contact information.  [ Applause ]. 
Thank you so much.

>> If there are any questions, I know we are about out of time.  But you can sure come up.  Have a great afternoon.
[  Session concluded ]. 

