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Praise for SHUT UP ABOUT YOUR PERFECT KID




“Know, work with, or love a child with special needs? If so, Gina Gallagher and Patricia Konjoian’s SHUT UP ABOUT YOUR PERFECT KID is the latest ‘must-read’ book on the subject. The sisters, whose wit and delivery could have landed them a gig on the stand-up circuit, share facts and funny stories about raising kids with disabilities while providing practical advice and identifying helpful resources. You’ll laugh, you’ll cry, you’ll learn a lot about living well with challenge. Buy a copy for yourself … and two or three more for your friends with perfect kids!”

KATE McLAUGHLIN, author of Mommy I’m Still in Here: One Family’s Journey with Bipolar Disease




“SHUT UP ABOUT YOUR PERFECT KID is the perfect antidote to a society obsessed with perfection. It was written by two sisters who both have children with unique challenges. Gina Gallagher and Patricia Konjoian have created an honest, humorous, and touching book that will make you laugh and cry, but most of all it will make you reevaluate how you look at other people in this world. Their journey is similar to that of many parents who have been filled with conflicting feelings about their children. But at the end of the day, instead of seeing their children’s differences, they see their determination and spirit. It’s that determination and spirit that has changed their lives in every way. It’s also what they would like the rest of the world to embrace. This book is a breath of fresh air to parents of kids with all sorts of abilities.”

TRACY ANGLADA, executive director of BPChildren and author of Intense Minds: Through the Eyes of Young People with Bipolar Disorder




“This survival guide is a must-read for families of children with emerging and existing mental health conditions. Not only does this book provide highly practical advice, but it infuses that advice with real-life stories of families who have faced unthinkable challenges and come out on top. It offers hope to every family who has faced the dark side of stigma and the struggle of securing effective services and supports for their child. Families who read this book will truly understand that they are not alone. The road can be long and hard, but this book reminds us that on our journey, humor provides a powerful role in the struggle. Ordinary families will find themselves reading and rereading this guide as they come to appreciate the beauty of their unique and special child.”

DARCY GRUTTADARO, director of the NAMI National Child and Adolescent Action Center




“Thank you, Gina and Patty, for reminding the world that our most cherished human qualities, courage and resilience among them, can never be captured by a test score or grade on a report card. Your book, your message, and your ‘Movement of Imperfəction’ could not have arrived at a better time. Thanks to you, countless numbers of people, children and adults alike, will come to see their differences in a hopeful new light.”

MARK KATZ, PhD, clinical and consulting psychologist, San Diego, California, and author of On Playing a Poor Hand Well




“With truly masterful use of humor as a coping strategy, SHUT UP ABOUT YOUR PERFECT KID authors Gina Gallagher and Patricia Konjoian address the challenges, the heartbreak, and the touching victories of parenting children with disabilities today. The book is a valuable and insightful resource for any family member or friend of a child with special needs. It conveys a wealth of practical information with a warmth and compassion that helps parents realize they are not alone.”

DEIRDRE E. LOGAN, PhD, psychologist, Children’s Hospital Boston, and assistant professor of psychology, Harvard Medical School




“Anyone who has ever laughed while raising a child will love this book! Gina and Patricia really find the humor in special needs parenting—and they validate us all.”

SUSAN SENATOR, author of Making Peace with Autism and The Autism Mom’s Survival Guide
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To all the “special” parents,

grandparents, and guardians


who feel sad, overwhelmed, and isolated.



You are not alone.



And to our own special parents,


Vi and Tony Terrasi,


who remind us of that every day.
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FOREWORD

Welcome to Shut Up About Your Perfect Kid.

First, the good news: I really like this book. Now, the bad news: I really don’t like the title, and only partially because I don’t love the words shut up. The main reason I don’t like the title is that this book really isn’t about other people’s kids being perfect. This book is about the journey of two moms—one whose child is diagnosed with Asperger’s syndrome, the other whose child is diagnosed with bipolar disorder—as they struggle to understand their kids’ differences and keep their heads above water in a world that still doesn’t understand individual differences very well at all. It’s not easy out there for kids with social, emotional, and behavioral challenges, and it’s not easy for their parents, either. These two moms (and their kids) somehow find their way, though, and this book is about their journey.

The other good news is that the wisdom they gather along the way is packed into this book as well. Though they are more favorably inclined toward psychiatric diagnoses than I am, they’ve made no attempt to transform themselves into mental health professionals in telling their stories. One of the best parts of the book is that these two moms sound like … well, two moms. And two very funny moms at that. So you’re going to laugh (a lot), and cry (a little), and you’re going to hope for the best, and you’re going to pray that someone can help their kids, and best of all you’re going to know that you’re not alone.

So if you were hoping for a dry, predictable reading experience, I’m quite certain you’ve selected the wrong book. Kids with social, emotional, and behavioral challenges aren’t dry and predictable, so hang on to your hat and bring along some tissues.

Finally, if you were hoping for a long foreword, wrong book again. You need to start reading!

Ross W. Greene, PhD, author of The Explosive Child and Lost at School; founder of Lives in the Balance (livesinthebalance.org)


IMPERFECT AUTHORS’ NOTE

WHEN WE BEGAN the journey of writing this book, we had no idea where it would lead us, though we certainly had our share of fantasies. We dreamed about making entrances at our next high school reunions (“So what if we’ve gained fifteen pounds since graduation! We wrote a book!”); jetting off to exciting places (“Pat, maybe we’ll go to Chicago and meet Jerry Springer”); even amassing a world-class financial empire (“Should we build the Shut Up Industries’ skyscraper in Boston or in Providence?”).

But neither of us ever—not in our wildest dreams—imagined the riches this book would bring us.

To be honest, we weren’t even looking to write this book. We were looking for therapy; a way to cope with the challenges and frustrations of raising daughters with autism and bipolar disorder in a society hell-bent on perfection. (See Glossary for definitions of terms in bold.)

“Why do people have to stare at Katie like that? She can’t help it if she flaps her hands.”

“You think that’s bad. Yesterday, we pulled up next to a mother we know at a traffic light. I swear she hit the door locks when she saw Jenn.”

We felt completely and utterly alone—like no one understood our kids or us.

Fortunately, we were blessed with each other and a gift that’s been handed down by generations of our kooky family members—the ability to find humor in almost anything. (“So you had a good time at that wake, too, Pat?”) This gift helped us see the absurdity in the way parents judge their children, and the ridiculous ways they brag about them. (“Patty and Gina, did I tell you my daughter, Misty Blue, led the preschool soccer team in scoring?”)

With that, we came up with a brilliant idea (which is pretty amazing because anyone who knows us knows neither of us is that bright). We would write and self-publish our first book—a book that explores the humorous, heartwarming side of raising an “imperfect” child in a world preoccupied with perfection. An honest-to-imperfectness book that shows parents of “imperfect kids” that they are not alone and provides the insights, information, and inspiration they need to help their children succeed. A book we just felt compelled to call Shut Up About Your Perfect Kid.

When we pitched the idea to other parents of children with disabilities with whom we shared an “imperfection connection,” they were all over it. “You have to do this! We’re so sick of people bragging about their perfect kids and never asking about ours!” Fueled by their support, we consulted Gina’s disability specialist, LeeAnn Karg, MEd, and began writing our book. (We will include many valuable tips from LeeAnn on the following pages.) We also created and trademarked The Movement of Imperfəction to encourage people to openly talk about why they’re proud of their imperfect kids.

Word of our book and The Movement of Imperfəction spread. Before long, we received our first invitation to speak for the Parent/Professional Advocacy League (PAL), a highly respected organization that promotes a strong voice for families of children and adolescents with mental health needs.

We were shocked and scared to death when they asked us to be the keynote speakers at their annual dinner in front of 250 families and professionals.

“Are you s-s-sure th-they said, s-s-speakers, Pat?”

Even our husbands were amazed. “Let’s get this straight. Someone actually wants to pay to listen to you?”

We were worried about what we would tell the audience (and whether we would bore them to tears) when a dear friend gave us some valuable advice. “Gina and Patty,” she said. “Just tell your stories. Speak from the heart. That’s all they want.”

And that’s precisely what we did. We laughed and cried with the audience, recounting the pain of discovering our daughters’ disabilities, joking about our frustrations with our perfection-preoccupied society, and sharing the many gifts our daughters have given us. When we were done, we were shocked to find a line of about fifty people waiting to speak with us.

Soon after, we began receiving requests to speak at parenting, mental health, and autism conferences in Massachusetts and in other exotic parts of the country.

“Pack your bags, Gene! We’re going to Akron, Ohio, the birthplace of rubber and oatmeal.”

“Pat, I thought it couldn’t get any better after speaking in Southern Illinois, home of the world’s largest catsup bottle.”

Wherever we traveled, people patiently lined up to talk to us and share their stories. Though we were flattered by it all (and still are), we eventually realized that The Movement of Imperfəction was no longer about our kids or about us. It was about all the disabled individuals and their caretakers who have so desperately wanted to talk and be heard. We’re not quite sure when, but somewhere along the line, we realized we weren’t really there to speak, but to listen. And we have.

We’ve listened to mothers:

“My son is twenty-seven and bipolar. I really wish The Movement of Imperfəction had been around when he was growing up. I felt so alone.”

“Are you kidding me? I would have loved to have beaten a bragging mother over the head with this book just last week.”

We’ve had the opportunity to hear from fathers, who too often hold in their feelings:

“This was so helpful to me. My wife goes to support groups, talks to complete strangers, and feels better. Guys don’t share that kind of stuff. I have no one to talk to about my daughter’s autism.”

We listened to grandparents:

“Its really hard on me. I have to watch my daughter and granddaughter suffer. Their lives are so hard.”

We’ve even talked with parents who have experienced what we all fear most—the loss of a child to suicide. They’ve amazed us with their courage and willingness to help others.

“It’s too late for my son, but I’m here to help other parents who might be able to save their kids.”

We also had the privilege of attending a National Alliance on Mental Illness (NAMI) gala and hearing announcer, actor, and former NFL star Terry Bradshaw speak eloquently about his battle with depression.

He said, “I’m a man with a lot of issues. But it’s not my issues that define me. It’s what I do with them.”

Perhaps nothing impacted us more than our conversation with Todd, a man with a mental illness who approached us at the NAMI Pennsylvania state conference and said, “I want to thank you. Your children are lucky. My parents dealt with my illness by trying to beat it out of me.”

There’s no question, this remarkable journey has made us richer in ways we never thought possible. It’s led us to kind, honest, real people from all walks of life whom we never would have met otherwise. People who have had the courage to openly share their proudest moments and their darkest days, and have taught us how to embrace differences in ourselves, in our children, and in others.

And to think, we thought we were alone. Maybe we really aren’t that bright.

Okay, we’ll shut up now.


WARNING!

Shut Up About Your Perfect Kid is a high-speed, turbulent ride with sharp turns and sudden drops.

Readers with high-blood pressure, heart disease, neck problems, motion sickness, or general poor health may find their condition aggravated by this reading adventure.

Please remain buckled in at all times and enjoy the imperfect ride!




INTRODUCTION
The Movement of Imperfəction

They are here. There. And everywhere. You can hear them buzzing at spelling bees. Running at the mouth at track meets. Even trumpeting at concerts. They are the parents of those “perfect” kids. You know them—those people you meet in life who love to tell you how smart, athletic, gifted, and talented (blah, blah, blah) their kids are without your ever even asking.

“Nice to meet you, Gina. What do you do for a living?”

“I’m a freelance writer.”

“Speaking of writing, my four-year-old son is already writing in cursive.”

So how exactly are you supposed to respond to these child-worshiping chatterboxes? Especially when you have kids who (How can we say this delicately?) aren’t exactly poster children for perfection.

Kids, well, like ours.

We probably should explain up front that though we refer to them as our kids, we’re not married or life partners (not that there’s anything wrong with that). We’re actually sisters. Not the kind you find in habits, though we certainly have our share of bad ones. We’re the other kind—the DNA-and childhood-bedroom-sharing kind. (For visualization purposes, you might think of us as Mary Kate and Ashley minus the twinness and the thinness.)

And in addition to sharing the same parents and a lot of the same imperfect traits—sloppiness, disorganization, lack of discipline, immaturity (in the spirit of saving paper and the forests, we won’t list them all)—we have something else in common. Something that a lot of sisters don’t share.

We’re both raising daughters with disabilities.

And that’s not so easy to admit these days. Because whether we like it or not (and we don’t), we live in a perfection-preoccupied society. A society that admires people who live in perfect houses, are married to perfect spouses, have perfect bodies, and of course, above all, have perfect children. (For those of you keeping score at home, we’re both batting .000.)

For many of us parents, this perfection-palooza starts early on in our parenting careers. Usually from the moment our kids are born—when we look for creative ways to make our children stand out and be admired by others.

“That’s a nice-lookin’ baby, Patty. So tell us, how did she score on the Apgar?”

“Well, Michael and I were pleased with the results, though they did take some points off for her conehead and jaundice.”

“Oh, that’s too bad. Our little Mandy aced hers. The doctor said he’s never seen such a perfect baby.”

We should point out that this pattern doesn’t occur only with parents of young children. No sir. We’ve met parents who brag about their children at every stage of life.

“Did I tell you my son, Malcolm, just got a fellowship for his work with garlic?”

“Would you believe my son, Albert, still has all his teeth at age seventy-eight?”

Nor does it happen with “perfect” strangers. Even our own loving, but nonetheless perfection-crazed mother has been known to brag about us, which is particularly amusing, since she knows better than anyone how vastly imperfect we are.

“I told all the seniors at the flu shot clinic that you guys signed a publishing deal with Random House!”

“Ma! Stop doing that! It’s embarrassing!”

“Yeah, Ma, have you forgotten the name of our book?”

“Oh, stop it. I’m a mother; I’m supposed to brag about my smart girls. Now both of you do me a favor and grow your nails. You don’t want to be signing books with them looking like that.”

Ask Us About Our Kids

For the record, we’re not saying we don’t want to hear parents talk about their high-achieving kids anymore (though we certainly see how some could make that leap from the name of our book). We just want them to ask about ours. Because even though our kids may not be gifted athletes, students, or musicians (or room cleaners), they’ve given us plenty of reasons to be proud. Reasons most people don’t even think about.

Patty, for example, the older sister, is proud of Jennifer, her seventeen-year-old bipolar daughter, for her courage and maturity.

“Jenn, are you sure you want to get up and speak in front of all those people at that suicide prevention fund-raiser?”

“Well, Mom, I am nervous, but I want to do this. Sometimes I feel like no one can relate to me. This is my chance to be heard.”

And Gina, an avid athlete, is proud of Katie, her fifteen-year-old daughter with Asperger’s syndrome, not for the way she bounces a ball, but for the ways she bounces back from adversity time and again.

“Mom, it’s okay that I didn’t get invited to that party with my friends. I’m just lucky to have friends.”

Because we’ve struggled so much trying to find a place for our kids in this perfection-obsessed society, we become frustrated when other parents don’t share the same struggles, and often resent the fact that they don’t understand ours.

“Jenn’s been so depressed and anxious. We were so relieved when we learned the hospital had a bed available for her.”

“Oh, Patty, I know just how you feel. I was a nervous wreck waiting for Rumer to get into that elite soccer camp. Thank God we got the last spot!”

Sometimes, we even feel like we’re on a completely different planet from these parents.

“Gina, you’re so lucky your kids don’t play sports. The fees are outrageous.”

“And you’re lucky your kids don’t have issues. Therapy is no bargain, either.”

But even though our children have different strengths, challenges, and ways of thinking, don’t we all want the same things for our kids? Like for them to be happy, successful, and accepted?

Our daughters with disabilities have helped us see that. And through their beautiful blue eyes (if we may be so bold as to brag), we’ve been able to view the humor, irony, and absurdity in the ways so many parents judge and live through their children.

“Sorry, ladies, I can’t go out for drinks tonight. I have to work on my chocolate volcano for the science fair.”

And to openly admit how far we all are from perfection.

“Gina, your house is so clean. How do you manage to keep it that way?”

“Oh, I just throw everything in the closets and under the beds.”

For us, it’s all very ironic. As parents, our job description calls for us to teach our kids and help them become better people, yet our daughters are the ones who have taught us and made us better. Their courage and resilience have given us the strength to do what we’ve been so reluctant to do our entire lives: to be real and to accept and embrace imperfections in ourselves, in our kids—and in others.

And so with tribute to these blissfully imperfect young ladies, we created this imperfect book and started speaking around the country to introduce The Movement of Imperfəction. This long-overdue movement invites parents to come out of their messy closets and celebrate the joys, gifts, milestones, and even quirks of their imperfect children. And, of course, to finally do some bragging. Here. There. And everywhere.

“May I take your order?”

“Yes, I’d like a Whopper. And speaking of whoppers, my autistic child just told his first lie!”

We invite you to join The Movement of Imperfəction by talking openly about your imperfect child and helping this wacky world see what our daughters have now made so clear to us—that the true beauty of our children lies not in how many goals they score or A’s they earn, but in who they are inside.

Sounds like an imperfectly good idea to us. (We would know.)


The Truth About Lying and Children with Autism

As our disability specialist, LeeAnn Karg, MEd, explains, lying is a milestone for many children with autism spectrum disorders (ASDs):

Developmentally, most children with autism view the world from a single, concrete perspective: everyone shares exactly the same thoughts and feelings. Lying requires several perspectives: the true details of the event, the created lie, the realization that thoughts are private, the understanding that every choice has a consequence, and the discovery that one can still choose a negative behavior. Therefore, lying can be viewed as reaching new developmental milestones … and as a real reason to celebrate!

   Not to brag, but all our children seem to have mastered this skill. Yeah, yeah, we know you want us to shut up about our lying kids!

For more information on this and other disability topics, visit LeeAnn’s website, kargacademy.com.



The Movement of Imperfəction encourages people to be honest and real and, above all, to face their imperfections. We were excited to learn that people have really embraced it, particularly when they visited our website (www.shutupabout.com) and completed the following sentence:

You Know You’ve Got Issues When …


	[image: ] Your Asperger’s son tells you he “missed having lunch with the principal today.”


	[image: ] Telemarketers call your house and hang up on you.


	[image: ] Your idea of a family vacation is to gather around the kitchen island.


	[image: ] Without remembering requesting them, you begin receiving e-mail newsletters from Psychiatric Times.


	[image: ] The entire pharmacy staff knows your name, your address, and the name of your first pet.


	[image: ] You’ve diagnosed Amelia Bedelia with a nonverbal learning disability.


	[image: ] Your son gets a sticker at Wal-Mart and then proceeds to eat it.


	[image: ] Your child’s occupational therapist tells you your voice is “probably annoying to your child.”


	[image: ] You come home from a quiet, getaway weekend with your spouse and discover that your house is wrapped in crime scene tape.

And finally …


	[image: ] Each one of your children has his or her own attorney.





PART I
The Loss of a Perfect Dream

We must embrace pain and burn it as fuel for our journey.

—KENJI MIYAZAWA
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Welcome to Holland
BY EMILY PERL KINGSLEY

I am often asked to describe the experience of raising a child with a disability—to try to help people who have not shared that unique experience to understand it, to imagine how it would feel. It’s like this …

When you’re going to have a baby, it’s like planning a fabulous vacation trip—to Italy. You buy a bunch of guide books and make your wonderful plans. The Coliseum. The Michelangelo David. The gondolas in Venice. You may learn some handy phrases in Italian. It’s all very exciting.

After months of eager anticipation, the day finally arrives. You pack your bags and off you go. Several hours later, the plane lands. The stewardess comes in and says, “Welcome to Holland.”

“Holland?!?” you say. “What do you mean Holland?!? I signed up for Italy! I’m supposed to be in Italy. All my life I’ve dreamed of going to Italy.”

But there’s been a change in the flight plan. They’ve landed in Holland and there you must stay.

The important thing is that they haven’t taken you to a horrible, disgusting, filthy place, full of pestilence, famine, and disease. It’s just a different place.

So you must go out and buy new guide books. And you must learn a whole new language. And you will meet a whole new group of people you would never have met.

It’s just a different place. It’s slower-paced than Italy, less flashy than Italy. But after you’ve been there for a while and you catch your breath, you look around … and you begin to notice that Holland has windmills … and Holland has tulips. Holland even has Rembrandts.

But everyone you know is busy coming and going from Italy … and they’re all bragging about what a wonderful time they had there. And for the rest of your life, you will say “Yes, that’s where I was supposed to go. That’s what I had planned.”

And the pain of that will never, ever, ever, ever go away … because the loss of that dream is a very very significant loss.

But … if you spend your life mourning the fact that you didn’t get to Italy, you may never be free to enjoy the very special, the very lovely things … about Holland.

Copyright © 1987 by Emily Perl Kingsley. All rights reserved. Reprinted by permission of the author.
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    To search for additional titles please go to 

    
    http://search.overdrive.com.   
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