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    Foreword


    Before You Begin . . .


    Joni Eareckson Tada


    

      Beautiful, the mess we are. The honest cries of breaking hearts are better than a Hallelujah sometimes.”


      Long ago, these lyrics of a popular song provided comfort when I was overwhelmed by the rigors of treatment for stage 3 cancer. The song “Better Than a Hallelujah” was raw and visceral. The idea that God readily responds to honest cries of breaking hearts soothed my weary soul like nothing else.


      I thought of this song when I read the book you are holding in your hands. Its stories, insights, and prayers that flow from page to page are raw and visceral and, oh, so gut-wrenchingly real. And I love it.


      If you live with disability as I do, you, too, will love Special Grace. The rigors of living with disability in your family has honed your instincts about what is real, and what is not . . . about what comforts and what does not. You are able to spot well-meaning platitudes that simply do not touch the problem where it hurts—and that’s in the gut and in the heart. As a parent of a child with special needs, it’s where you live every day.


      So does Elrena Evans, the author of this inspired volume. Yes, she is a skilled and gifted writer, but preeminently, she is one tiger-of-a-special-needs mom. With each story, you will resonate with the bruises and wounds, as well as the joys and victories of this mother. Here is a woman who loves her family. And her God.


      And she longs to pass on the encouragement to you. Elrena’s family stories—and her accompanying insights—are like a tuning fork that strikes a familiar chord in your bruised heart. I am especially grateful for the many—here comes that word again—visceral prayers she offers. Prayers that will help you wisely intercede for yourself, your spouse, and for your special-needs child and his or her siblings.


      I shared Special Grace with my friend Kristen, a mother of three children with disabilities. She wrote, “Joni, I can’t tell you how many times I’ve teetered on the edge, desperate and wholly overwhelmed, barely able to utter a mere ‘Jesus, help me.’ How wonderful to have a Christ-loving mom articulate such heartfelt, spot-on prayers—for nearly every circumstance! I so appreciate her faithfulness, her honesty, and her humor. This book should grace the waiting room of every doctor or therapist who serves special-needs families.”


      In Special Grace, you will find prayers for your frustration, grief, and above all, exhaustion. Prayers for when your child starts medication. Or undergoes a medication change. You’ll find prayers for when your child creates a public scene. Prayers for bus drivers, for when people look at you funny; even prayers for your insurance company. Prayers for the celebration of the moment. And for growing up.


      So, grab a cup of coffee and flip the page—by the last chapter, you may well discover how your life, so raw and visceral, can be beautiful. Messy, but beautiful. Gut wrenching, but wonderfully real. You’ll discover a new friend in Elrena Evans, a Christ-loving mom who invites you to join her as she kneels at the throne on behalf of her family with special needs.


    


  






Introduction


We are often that family.

The family people stare at for just a little too long, turning away quickly if we meet their gaze. The family children watch with wide eyes, perhaps waiting for a capable adult to intervene and restore order. We can sometimes pass for “typical”—if you ignore the fact that we have five kids, and three redheads, in our family of seven—but if you watch us a moment longer, or just catch us on a bad day, you’ll see it. A child who hums and flaps his hands, oblivious to the outside world. A child who makes funny noises, or runs in circles. A child who can’t control his fists. On a really bad day, you might see all of those things at the same time, and more.

But on a recent family trip to the Academy of Natural Sciences, for one brief moment in the café at lunchtime, we weren’t that family. No one was crying because their sandwich wasn’t perfectly sliced, or melting down because their food was too hot or too cold, or refusing to eat because the food was touching something else or was the wrong shape or the wrong shade or because someone heard a buzzing noise or one of the lights slightly flickered. No one was rocking in their seat or humming or fidgeting or making “atypical vocalizations.” No one was upending a pepper shaker or sprinting across the room to push all the soda dispenser buttons.

In that one short moment—which lasted all of five minutes—another family passed by our table. The children were arguing, voices escalating, and the mother stopped, exasperated, and pointed at us.

“See those kids?” she asked. “See how they’re all sitting at the table and eating their lunch so nicely? See how no one in their family is complaining or arguing?”

My children stopped eating, exchanged a few looks, and the older ones burst out laughing. We’ve been called out in public a lot; we’re used to being that family. But I don’t know if we’ve ever been that other family: the family that gets held up as the model. Because . . . that’s not who we are.
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This book is for all the parents of children with special needs, all the parents who “get it.” Here are prayers for the exhaustion, frustration, and sheer joy of raising a child with disabilities. Here are prayers for laughter and heartache, for transitions, for bullies, for first days of therapy and last days of school. Here are words for the times we have none.

Our journeys are unique and I don’t presume to say my journey has been anything like yours. But I pray that as you read this book, you will find glimpses of your own reflection, of the beauty and wonder of your story. I pray that you will find solace and comfort, and maybe a smile. I pray that these words may be yours when you need them, and that they may spur you on to create or find more words of your own as you travel this path with your child.

I’ve been an Episcopalian for decades, although not quite from the cradle, and I’ve taken a lot of inspiration for these prayers from the Book of Common Prayer. In addition to liturgies and directions for church services, the Book of Common Prayer contains many short-form prayers known as “collects.” When I first started attending an Episcopal church, I read the word collect with the accent on the second syllable—but when I learned that the accent is in fact on the first syllable, and being a bit of a word nerd, I looked it up. The word collect comes from the Latin collecta, meaning “the gathering of the people together.”

The collects are the prayers of the people who are gathered together. In other words, the body of Christ.

In keeping with this spirit, I’ve used the word our throughout the prayers in this book—our child, our family, our need. Raising a child with disabilities, whether we are single or partnered, often feels like a lonely, isolating journey. I’ve chosen to use the word our as a small reminder that we are not alone. There are other people out there who get it, who are also traveling this path. Maybe we haven’t found them yet, but they are there—and my hope is that as you pray through these prayers, you will feel the prayers of those who pray them with you.

More than anything, I want you to know how amazing you are. Most of us didn’t choose this path . . . and yet here we are, giving it our all. I think when God looks at us, he smiles.

I hope you will find the following prayers helpful to you on your journey.









  


  1


  Beginnings


  

    

      People were bringing little children to Jesus to have him touch them, but the disciples rebuked them. When Jesus saw this, he was indignant. He said to them, “Let the little children come to me, and do not hinder them, for the kingdom of God belongs to such as these. I tell you the truth, anyone who will not receive the kingdom of God like a little child will never enter it.” And he took the children in his arms, put his hands on them and blessed them.


      MARK 10:13-16


    


  







The Diagnosis


While trying to subdue one of my son’s tantrums in the church hallway one Sunday, he knocked me to the ground. As I struggled to stand up without losing my hold on him, I turned away for a moment to try and explain his behavior to the growing crowd. As I did, he bit me, his teeth clamping into my skin until I had to wiggle his jaw to release them.

Weeks later, sitting in an empty classroom with my husband and the school psychologist for our first meeting, I looked at the sheaves of papers stacked high on the little desk beside me and thought, Nothing in my life has prepared me for this moment.

My son’s first day at his new school was strictly choreographed: upon our arrival, five professionals separated him from me and walked him down the hall, name badges swinging from lanyards around their necks. It wasn’t exactly the moment for a first-day-of-school photo opportunity, let alone any of the prettily worded prayers I’d seen on social media. Standing suddenly alone in the school office, I didn’t have words.
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The school psychologist who did my children’s evaluations called me on the phone before our first official IEP meeting.

“I wanted to talk with you briefly before we meet,” she said. She told me what a pleasure it was to work with my children, and what a remarkable family we have, before confirming that our middle son, then six, was indeed “different,” in ways that would lead to a diagnosis and therapy and special education.

I balked. “Really? He has behavior problems, of course. Anyone can see that. And he’s . . .” I paused before landing on my favorite go-to word for describing my children, “ . . . quirky. He’s quirky. But does that really mean he has ‘special needs’?”

“I don’t think you realize how atypical your son is,” the school psychologist said gently, “because none of your children are typical. Your other children might just miss an actual diagnosis, but they clearly aren’t what we would call typical.”

I looked out the window to where my ten-year-old daughter was running in the backyard. She’d spent so much time running in the exact same circle that she’d worn down the grass to bare earth—we’d dubbed it “The Track.” I watched her run, making odd little leaps into the air, her hands smacking against each other and occasionally reaching out to grasp things only she could see.

I looked over to my living room, where my eight-year-old son was also running, not in circles, but back and forth, back and forth. His fingers twisted into tumbling knots in front of his body as he ran, and when he stopped to jump, his upper torso knifed forward repeatedly. The tuneless hum filling the house was such a constant in my life I didn’t even hear it anymore . . . it was just my son, running and humming, always running and humming.

And these were the children who were not receiving a diagnosis.

The psychologist had gone quiet, giving me a moment to think. “You’re right,” I finally said. “I think I don’t realize how different my middle son is, because I’m mostly comparing him to his siblings.”

His siblings had always been able to pass for “normal.” Or normal-ish. Maybe not for the middle of the bell curve, but they could rein in their odd behaviors just enough to get by. They were quirky, to be sure, but they were never completely out of control. They were never violent.

But my middle son had flipped the script on that one, and I didn’t know how best to parent him. How do you pray for a child who is violent? What are the words?

Thus began our journey into special education.
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“This isn’t my first rodeo,” one of the many experts gathered around the table at our IEP meeting told me. “I’ve been working in special education for over a decade, and I have met a lot of special kids. But I have never seen anyone quite like your son.”

I was exhausted from reading through stacks of papers, trying to understand my child in these new ways of charting and graphing, trying to process a world where learning the ABCs meant understanding Antecedents, Behaviors, and Consequences. I was still in the fog of alphabet soup acronyms (“Don’t sign the NOREP until we figure out PCA or TSS!”), and my head was spinning as I watched the director of special education, the special education teacher, the behavioral specialist, the occupational therapist, the psychologist, and the “gifted” teacher all bringing the very best of their professional expertise to try to understand my son. While I jotted down question after question after question in the margins of my son’s IEP, my husband drew increasingly complicated geometrical patterns all over his copy. We all cope in different ways.

At one point, I interrupted: “How do we know what part of my son’s behavior is because he has special needs, and how much of it is just because . . . I don’t know . . . he’s being a little stinker?” I tried to clarify my question. “Did he really upend the desk because he didn’t like the smell of the new markers? Or did he upend it just because he felt like it?”

The table grew quiet. My husband stopped doodling. The director of special education looked at me with a smile.

“That is the million-dollar question,” she replied.
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The lived reality of caring for my middle son’s needs on top of the regular demands of parenting four other quirky children threatened to consume me. I started to worry more and more about our younger daughter, sandwiched in between an inherently needy infant and an older brother who now had a diagnosis. I watched and marked the trajectory of her behaviors, wondering, as always, where the line was between an outsized personality and a child with special needs.

Our younger daughter has always been fierce. As a toddler, when she wasn’t pushing the furniture farther apart to see if she could still jump from one thing to another, she’d turn on the vacuum and chase her older siblings around with the hose. “Help! She’s vacuuming me again!” was a cry we heard multiple times a day. When my aunt asked me what she wanted for her birthday the year she turned two, I said, “World domination. But she would probably settle for an armored tank.”

As other people’s children seemed to mellow during the preschool years, she only grew more intense. I brought up the question of her behavior with our family therapist: “What do I do with the fact that my kid with the diagnosis is currently doing better than the kid without the diagnosis? Does my daughter have special needs too?”

I paused, collecting my thoughts, and then continued. “How much of her behavior is inherently who she is, and how much of it is learned behavior from her older brother?”

“That is the million-dollar question,” our therapist replied.

Apparently I ask a lot of million-dollar questions.

I imagined a possible future for my daughter, filled with more IEP meetings, more special education, more therapy. I wasn’t sure how many more million-dollar questions I could handle.

[image: ]

Not long ago my middle son announced, out of the blue, “I like my new school. Because if you’re a kid like me, and you need an aide, you can get one.”

It stopped me short. But my heart said, yes. This I have words for. And a prayer. A prayer that we can pray together.



OEBPS/nav.xhtml






Sommaire



		Cover



		Title Page



		Dedication



		Contents



		Foreword: Before You Begin . . . by Joni Eareckson Tada



		Introduction



		1. Beginnings

		The Diagnosis



		Prayers







		2. Family Life

		The Do-Over



		Prayers







		3. School

		The Substitute Teacher Problem



		Prayers







		4. Public Life

		Sunday Morning Minecraft



		Prayers







		5. Changes

		Jumping out the Window



		Prayers







		6. Seasons of the Year

		The Corn Maze



		Prayers







		7. Thanksgivings

		Harry Potter Goes to Church



		Prayers









		Other Prayers



		Acknowledgments



		List of Prayers



		Praise for Special Grace



		About the Author



		More Titles from InterVarsity Press



		Copyright





Pagination de l'édition papier



		1



		1



		2



		3



		5



		6



		7



		9



		11



		12



		13



		14



		15



		16



		17



		18



		19



		21



		23



		24



		25



		26



		27



		28



		29



		30



		31



		32



		33



		34



		35



		36



		37



		39



		41



		42



		43



		44



		45



		46



		47



		48



		49



		50



		51



		53



		55



		56



		57



		58



		59



		60



		61



		62



		63



		64



		65



		67



		69



		70



		71



		72



		73



		74



		75



		76



		77



		78



		79



		81



		82



		83



		84



		85



		86



		87



		88



		89



		90



		91



		93



		95



		96



		97



		98



		99



		100



		101



		102



		103



		104



		105



		106



		107



		108



		109



		110



		111



		112



		113



		114



		115



		117



		118



		119



Guide

		Cover

		SpecialGrace

		Start of content

		Contents





OEBPS/images/AI_IVP_Books_G.jpg
==
Vp

An imprint of InterVarsity Press
Downers Grove, lllinois





OEBPS/images/sep_autre.jpg





OEBPS/cover/cover.jpg
: FOREWORD BY
JONI EARECKSON TADA

PRAYERS and

REELECTIONS &







