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    Dedication
 
To all the selfless heroes who have given all they had to help those who struggle with a facial difference. The unsung heroes who created support groups around the world. They have gone to extraordinary lengths to ensure everyone with a facial difference knows they are not alone. Working to make sure that everyone has a seat at the table and to insure no one ever feels alone.  We are lucky to have them fighting for our future.

      

    



“This is the true joy in life, being used for a purpose recognized by yourself as a mighty one. Being a force of nature instead of a feverish, selfish little clod of ailments and grievances, complaining that the world will not devote itself to making you happy. I am of the opinion that my life belongs to the whole community and as long as I live, it is my privilege to do for it what I can. I want to be thoroughly used up when I die, for the harder I work, the more I live. I rejoice in life for its own sake. Life is no brief candle to me. It is a sort of splendid torch which I have got hold of for the moment and I want to make it burn as brightly as possible before handing it on to future generations.”


George Bernard Shaw
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Prologue
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A friend advised me to only focus on the psychosocial aspects of living with a facial difference. Stay in your own lane. Broadening the focus of this essay would be too much.

Another friend advised to do the opposite and make the essay’s theme about bigotry as the common thread between all marginalized people. I’m all too familiar with discrimination toward my face. My wife of 52 years is a Mexican American and for her entire life has been the focus of some people’s bigotry of low expectations. Doing my small part in making a difference about how we treat each other. My hope is by sharing my story and beliefs, it will make a difference. I want the readers of this essay to understand the toll it takes for those of us who are the focus of discrimination regardless of their difference.  

This essay is about sharing how I lived my life with a facial difference. It is as much about how I perceived myself as how others saw me. I must confess, despite others’ discrimination against me, I inflicted a lot of wounds upon myself.

I hope people will read this short essay. Some of you will be relieved to find that you can relate to many of my experiences. With a bit of luck, others will notice the issues, visible and invisible, confronting many people. My hope is you will reconsider your stereotypes about those of us with a facial difference, or any disability. Maybe someday, when you meet someone with a different appearance, you will not look twice at their face. Or perhaps you will reconsider before requesting another table when the restaurant host/hostess sits you at a table next to a person with a facial difference. Maybe you will be a little more understanding of those who are different regardless of the reason. Become less judgmental. Start challenging what’s acceptable in a so-called normal appearance.

What matters is not my deeds, but the instances where I encountered bias based on my appearance. I did not need to stand out in the crowd. My face garnered much more attention than I wanted.

Marginalized people need to be reminded that their lives matter. I share how I lived my life with the damage bulbar polio inflicted on my face. Some readers connect with what I have lived through. Perhaps by sharing my experiences and beliefs will make a difference for people, like me. People who do not fit in. I hope my story will give a little solace to the parents of a child who is different for any reason.

From early childhood, I have lived my life with the disfiguring aftermath of bulbar polio, diagnosed on July 5, 1951. The day ranked among the worst of my parents’ lives.

To me, the most devastating consequence of bulbar polio was survival itself. In my youth, I suffered terrible bouts of depression. Even questioning why, I should bother wanting to continue to live.

Now that I am an old man; I like my face. This provided a unique understanding of human nature, encompassing both its capacity for cruelty and kindness. This provided a chance to examine many personal convictions. My conviction is that living with a facial difference made me a more considerate person.

Bigotry is the core issue in my story. The misguided bigotry of my youth, and the prejudice of people and institutions, had an impact. Humans concoct all kinds of pseudo-legitimate reasons to justify our fear of those among us who are different, whether real or imagined. Clinging to our core prejudices for dear life, even though we forgot the reason for our own bigotry. Most of us are rather comfortable with the way we view the world. We are certain of the logic behind our bigoted beliefs.

I did not carry a notebook around with me during my life. Some stories are my best recollection of events that happened many years ago. These stories and events defined who I became as an adult. My personal story shows the joys I experienced during my life and the unexpected pleasures I felt along the way.

I shared personal reflections that most influenced my life. I challenged long-held beliefs by many institutions that discourage inclusion.

We codified our fears and bigotry as city ordinances, religious dogma, or political rhetoric. No matter how we try to improve the appearance, this is unapologetic bigotry. How can we make any change if we hold bigoted ideas about who gets full access to opportunities? How do we bring about change in a society where many do not see the need?

As a Baby Boomer, I grew up in rural Arizona during the fifties and sixties. I started my life having snow-white hair, bright blue eyes, and almost translucent skin. If I was born a decade earlier in Nazi Germany, I might have been a poster child for the Third Reich. However, if I contracted bulbar polio in Germany under the Nazis, their Aktion T4 (eugenics) would have ended my life for not living up to the expectations of the supposed superiority of the Arian race.

I find imagining the experiences of women, racial minorities, homeless individuals, and gay people difficult. I am not mentally ill, neither am I an immigrant farm worker living in the shadows of California’s Central Valley. The difficulties some people go through for the basic necessities of life is far beyond my ability to comprehend.

I have learned a few things in my life. People stared, and many eateries refused to serve me. My distinct facial features have resulted in mockery, marginalization, ostracism, and bullying from others. Experiencing this bigotry gets tiresome.

Count me out with people or organizations with values that discriminate against others. Allowing for prejudice to maintain a friendship will not happen.

The snake-oil salesperson possesses the answers to the most pressing issues of our era. Those who say they know everything are the con artist.

The United States marginalized indigenous peoples. We enslaved African people and dehumanized them long after their enslavement ended. We never liked immigrants and treated them with nothing but contempt, but we still profess to be a nation of immigrants.

Things become more chaotic. As strange as it may sound, across the United States for 100 years, cities implemented regulations that kept those with a facial difference, people who look like me, out of sight. These last “ugly laws” ordinances disappeared from the books in 1974 in Omaha, Nebraska.

The United States also experienced race-centered city ordinances that became known as “sundown laws.” Many city limits signs warned inferior races and repulsive looking people not to be caught within the city limits after dark!

Human history is full of actions that are abhorrent. If you are reading a countries or institutions’ history and you are not wincing in disgust every now and again, you are not reading history; you are reading propaganda. 
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