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Carol Meredith is “Mom” to two young adults, Ryan and Alex and spouse to John.  She spent her early years as an actress in many professional and community theatres throughout the western states. Her journey into advocacy for people with disabilities began in 1987 when Alex was diagnosed with autism.  For several years her focus was on organizing parents who had kids with disabilities into strong networks to influence public policy and offer each other mutual support.  She was a founding member of Parent to Parent of Colorado, long-time board member for the Autism Society of Colorado, former board member of the Denver Center for Independent Living, and serves on the board for Developmental Disabilities Resource Center.  Along with other parents she was integral to the passage of several pieces of legislation that support or protect people with disabilities in Colorado.  Currently, Carol is the Executive Director for The Arc of Arapahoe & Douglas, an advocacy organization for people with disabilities and their families.


 


Now that I know I don't know what I thought I knew, I wonder how much people who say they know really know.





All knowledge is relative.  When I was pregnant with my children people would ask, "What do you want, a boy or a girl?” and I would reply, "Doesn't matter as long as the baby is all right."  The folks who asked the question would nod sagely to signify they knew what I meant.  Like most parents, my worst nightmare was that my child would not be all right.  "All right."  What does that mean?  My knowledge base has increased so much in the past 15 years and relatively speaking, I now know that nearly everyone is mostly right.  Very few people are all wrong.  





Most people in society today, however, have not learned the same lessons I have learned over the years.  Their knowledge base tells them that some people are all right and other people are not all right.  They believe that some people are all wrong and have parts of their bodies and their minds that need to be fixed so that they will be all right; but my experience tells me in reality, nobody is all right.  Some of us need to shed five or ten or 20 pounds, some of us need to find our inner light, some of us need to be kinder to others, some of us need to establish boundaries, and many of us need to quit aspiring to be all right and be happy with who we are.  ��When my baby was three years old, I learned from a team of experts that my son was not all right.  We spent a year and almost $3,000 trying to figure out what was wrong.  These experts knew what was right about young children and my toddler was definitely not all right.  After two days of crying and two nights of waking up in the middle of the night in a blind panic, I decided to call the two phone numbers the experts had given me to help right the wrong.  The first phone number was for the Autism Society; it was disconnected -- no further information available.  The second phone number was for a "treatment program."  This number worked and we set up an appointment.  





Several weeks later, we drove 20 miles across town to the hospital for an interview.  Here we learned that there was a team of experts who could help my son.  Here we also learned that it would cost us almost $30,000 a year for at least three years for the experts to help my son.  We learned that this wouldn't be covered by health insurance and that we made too much money to get the treatment paid for by the state.  We learned that if we wanted it, we would somehow have to double our yearly income and at the same time drive our kid 80 miles a day back and forth for the therapy.  The experts could help, but it would cost us.  After several more sleepless nights and days filled with panic and anxiety, we decided to choose another path.  We decided that we would become the experts, we would learn all there was to learn and we would do the fixing.  We went to the library and the bookstores.  We made hundreds of phone calls.  We began our journey.��Back then, very few people understood the label of autism.  I heard time after time,  "My son is very artistic too!"  They'd grin and look at me like,  "You weirdo -- all three year olds are artistic!  They finger-paint and color scribbles and they're all right and artistic!"  





I quickly learned just to smile and say, "Oh, of course, how nice," and move on to the next person.  However, the automatic response changed one night when my husband and I were at a wine tasting in Vail, Colorado.  Because my husband is in the wine business, if I wanted to be a part of the tasting, I had to be able to pour and discuss the wines.  On this evening, as I was pouring, someone made the mistake of asking benignly,  "How are the kids?"  I responded with a three-minute diatribe about my youngest son and how we had just learned that the autism label best described his strange and lyrical behaviors.  





Suddenly, the handsome young man's face became dark and secretive as he said,  "Oh, you should read Bruno Bettleheim's book, The Empty Fortress.  I was a psychology major in college and he is the top researcher on autism." 





"Thanks" I replied, "I am looking for everything out there that might help my son to be the best he can be," and the handsome young man just looked at me oddly, toasted me abruptly with his wine glass and walked on to the next table.��Of course, I wrote down the name and book title on a napkin and stuffed it into my purse because I was on a mission -- a mission to help my son.  Every waking minute and every sleeping minute of my life was devoted to helping my youngest son.  I read everything anybody told me to read and talked incessantly about the subject.  When I got back to the Denver area after the tasting, I went to the library, checked out the book and read it.  I learned that the reason my youngest son was labeled with autism was my fault.  I was a cold, intelligent, refrigerator mother who didn't really love my blond curly-haired toddler who walked like a bear and reminded us of Karl Mecklenberg, a Denver Bronco's football player.  I had caused my son to be not all right -- because I didn't love him.  Maybe I loved him, but I didn't truly love him.  WOW!  Now, I not only had a kid who was everyone's worst nightmare -- because he wasn't all right, as several professionals had declared at that all important meeting -- but in fact, he would never be all right and now I was to blame!  ��Several months after this episode, I learned that I was clinically depressed.  Strangely, I didn't know I was clinically depressed; I had to read about it in a book.  I was taking my son with autism to a speech therapist who was much cheaper than the treatment program but we still couldn't afford the two-times a week appointments.  She was a wonderful professional (who took cases of wine in payment), one of those people that you wish you could work with throughout your life.  She had recommended a book to me about ADHD.  By then, I had read all the books available about autism, and was branching out into other labels that seemed to relate to what was "wrong" with my kid.  As I was reading the book, I noticed one of the pages was dog-eared.  This page listed the "Ten Symptoms of Depression."  I read the list, turned to my husband and said,  "Read this -- this is what is wrong with me!"  He read it and said, "Yeah, that's it!"


  


I am forever grateful to this therapist who handed me that particular book with the dog-eared page, because once I knew what I was dealing with, I could accept it and do something about it.  At that time, Prozac, Paxil, and other drugs weren't readily available, so I just took a hard look at my reality and decided if I was going to be effective in being a mother, I needed to "get it together," and I did.  I still have bouts of the blues now and then, but have learned to work through them with psychotherapy moderate amounts of alcohol, exercise and thinking positively.  Thinking positively in the disability world can be incredibly challenging.  Most professionals families come in contact with make their living by charging a fortune to tell you what is wrong with you and with your kid.��Soon after this, I learned about inclusion.  This philosophy says that it doesn't matter what is "wrong" with your kid, everybody should accept and love him for who he is!  I had found the Holy Grail!  This was great!  I didn't have to spend hundreds of thousands of dollars that I didn't have trying to fix my kid -- he should be included and accepted no matter how he behaved or thought or talked or moved or learned.  He was OK just the way he was!  





Now being the intellectual, learned, thoughtful, brought up in a very conservative Republican household, skeptical type of person that I am, it took quite a bit of explaining for me to accept this philosophy.  However, I found I didn't have the energy to "fix" him and take care of my family, nor did we have the money to fix him professionally so, what the hell, might as well accept this way of thinking.  After all, at least it was positive and kept the depression demons away from the doorway of my sub-conscious.  





Little did I know that this was to be the biggest battle I would wage in my lifetime.  Society was just not ready for this way of thinking.  Grocery stores, banks, beauty parlors, TV repair shops, extended families and most of all, schools, were just not thinking the same way I was thinking.  They didn't believe that a kid who was running around, hitting, screaming, not talking and throwing himself down in the middle of the floor was a person they wanted to include in their world.  They all thought it would be better if I just left him home or locked him up somewhere.  My mother was the worst.  It took me a long time to understand the reason she hated my kid was that she couldn't stand to see her kid (me) being hurt.  She is reasonably OK with it now, but she still goes ballistic when he hits me, which is daily; so she sees him hit me every time she comes to visit.  





Now, I understand.  I would go ballistic, too, if I had to sit at the kitchen table and watch a 6'4" man hit my daughter.  In the past, I just thought she hated my kid exactly like the man at the video store, people at the grocery store, customers at the post office, most of the teachers at the schools, and everyone else we came in contact within the community.  OK, there were people who were sympathetic, especially as he got older, and they could tell that he plainly wasn't a "bad kid."  But those people are almost harder to take.  I mean I get so tired of the sympathy.  Those looks!  ��Nevertheless, I have to say that inclusion is working.  I've been around long enough now to see the changes in society at large, especially with young people who have been around kids like mine at school.  They are much more tolerant and accepting.  However, I ask myself in those quiet times, mostly when I'm driving, if I had it to do all over again, would I?  Now that he has graduated.  Now that we don't have to force the school to include him.  Now that most people in the neighborhood know that I don't have any more control over what he does than the earth rotating the sun.  Now that I am exhausted most of the time, deadened to most stimuli from being hit everyday for the past 16 years.  Now that I am much older and wiser.  





Would I do it again?  If I had put him in the segregated school with all the other kids with disabilities, I wouldn't have had to fight day in and day out for people to understand his inherent value.  I wouldn't have had to develop positive communication skills that allowed me to open the hearts and minds of educators and community members to look beyond the significant needs to see his gifts.  I wouldn't have had to spend hours preparing for meetings and becoming the expert.  I could have just relied on others to think and act for my child.  I could have led a much less stressful life.  I could have been another person.  Our family could have relaxed, and not been a change agent.  We could have lived in a sheltered, segregated world where everyone at the school understood.  Should I have forced myself and my sons to be agents of societal change?  It doesn't really matter now.  What's done is done.  What is, is


�Through all of this, I've learned that balance in life is a wonderful thing.  Now that we have spent some time engaged in Special Olympics, I have learned that hanging out in safe places where we don't get the looks, where my son is valued for his contributions and spirit, is a good thing.  My son has a good time and the rest of our family has a good time.  We don't have to educate -- everyone just understands.  However, we are a part of the rest of society.  





There is no special grocery store or video store or neighborhood.  In Colorado, we de-institutionalized, for the most part, a long time ago.  Would the other students, regular teachers, and neighbors have learned as much about the richness of life if my son had not been in their environments?  I doubt it.  Was it my job to force the issue?  Well, we make choices in life all the time.  We make choices about what to do and what not to do.  I chose the road with bumps and curves and many sink holes.  � �I now know that it is easy to tell if someone is an expert.  If someone is an expert, they charge lots of money to give you their opinion about right and wrong.  Many times, but not always, they have letters after their names.  When you think about it, our culture has developed a huge industry that works to make people all right.  In fact our society has built a "disability industrial complex" which takes piles and piles of money every year to assure that all the kids and adults who aren't all right become more right.  Early on, I learned that being more right was better than being not right, and so we decided to try to fix as much as we could.  ��I've also learned some things about autism.  Thankfully, "refrigerator mothers" is no longer considered the reason for kids being labeled with autism.  We now know, (or we think we know) that autism is a neurological disorder.  In reality, we don't know much more than we knew 16 years ago, except that expensive, intensive intervention which necessitates the child spend most of his day doing "meaningful activities" seems to help.  Autism could be the result of a movement disorder like Parkinson's disease.  It could be a problem with the hippocampus.  It could be because two people who were computer geeks decided to have sex and produce a child.  It could be because of food allergies, gut problems, or having the cord wrapped around a baby's neck at birth.  In short, it could be anything.  We just don't know.





Now that I know what I thought I knew isn't what I thought I knew, I wonder how much people who say they know really know.  I now know that I won't pay somebody a lot of money to "fix" my kid.  I now know that there are people out there who just want your money -- they don't really care about your kid and, yes, they don't really know much of anything.  They are just guessing, and they want you to pay them a whole lot of money while they are experimenting on your family and your kid to see if what they think is really valid.   I now know that I won't give up my life for a philosophy or an idea or a societal change.  Now I am going to try to live my own life and let my kids -- both my kids -- live their own life, encourage my husband to continue on his path and just try to relax and let it be.  Now I know.  I know what I wish I knew, but I also know that I know what I need to know for right now.�. 


