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Introduction

We do not learn from experience…
we learn from reflecting on experience.
~John Dewey

This book is a reflection on my experience as a brain injury survivor.
I’ve spent a lot of time thinking deeply about my journey and how I
can use what I’ve learned to help others living with brain injury. I
didn’t think I could ever accept this changed life, but I eventually did.
Now I’m sharing the strategies that worked for me. I’d like this book
to offer hope to others who are struggling to come to terms with
brain injury. Reaching acceptance may not be easy, but it is possible.
Why Acceptance?
In my opinion, accepting brain injury and its impact on our lives is
one of the most important tasks we face as survivors. It can also be
one of the most difficult. When your life has been uprooted by brain
injury symptoms and you don’t recognize the person in the mirror
anymore, acceptance of the new you can seem like an impossible task.
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It’s hard to imagine that life after brain injury can ever be happy or
purposeful.
It seems unlikely, but coming to acceptance can be a key that opens
the door to happiness and purpose after brain injury. Even though
acceptance doesn’t change the reality or the challenge of brain injury
symptoms, it can change how you experience those symptoms. Acceptance is like looking at the world through a different lens. Coming
to terms with brain injury can mean the difference between a mournful life spent looking backward at what was and a meaningful life
spent moving forward with what is.
Coming to acceptance is a process, a journey. The poems on the next
two pages describe some of that journey. They’re also the inspiration
for the title of this book.
I wrote the first poem, Phoenix, about nine months after my brain injury, when fear and uncertainty about the future loomed large. I
wrote the second poem, Phoenix—Revisited, about four years postinjury, when acceptance was just beginning to take root in me.
Although I wrote these poems from a deeply personal place, it’s my
hope that they speak to you too, wherever you are in your own
journey.
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Phoenix
At the end
of my street,
on the edge
of the marsh,
stands a tree.
She does more than stand.
She commands
your attention,
full of her fall flash.
No ordinary red, orange and yellow for her.
She sparkles with crimson, magenta, umber & ocher plumage,
A rising phoenix with outstretched wings,
confident and bold.
But her time is brief.
Perhaps her colors burned too brightly.
Her plumage dulls,
darkens
and drops,
exposing frail, gray bones,
pale and naked.
Who
is she now?
The tree will have her time again.
Will I?
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Phoenix—Revisited
At the end
of my street,
on the edge
of the marsh,
stands that same tree.
The haunting, hoping desire,
‘The tree will have her time again.
Will I?’
finally answered with a quiet confidence—
No.
For that is the wrong question.
I am no longer that tree.
I am a new being, on a new journey,
spinning, sailing, falling, flailing, writhing, wailing,
Landing
in my own soft space.
Safe
to root and to rise,
to live,
this new time.
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• DEFINING ACCEPTANCE

The Story of this Book
Reaching acceptance is a process; writing a book is too. I started
working on this book about five years after my brain injury. At this
writing in 2017, I’m approaching eighteen years as a survivor. It’s
taken me so long to complete this project for a couple reasons. First,
my brain injury symptoms slowed the process down and increased the
challenge. I’m no longer able to write and think quickly or consistently, so everything takes more time.
Second, and more important, I had to be ready to write this specific
type of book. I knew from the start that I didn’t want to tell my brain
injury story beginning to end, in chronological order. There are already many excellent books out there that cover the brain injury
survivor experience in that way. I wanted to write a different kind of
book.
Because I’ve always been a teacher, I tend to think about everything in
terms of learning and lessons. I like to look for the bigger picture and
the meaning in experiences. I wanted to use my story as a vehicle to
share what I’d learned as a brain injury survivor. I envisioned that
each book chapter would be a different lesson or strategy. I wanted
the final product to be a book of wisdom about living with brain
injury.
During my first several years of writing, I produced many halffinished chapters. I knew I wanted to expand them beyond telling
only my brain injury story, but I didn’t have enough insight to do that
yet. It takes many years in life to gain wisdom. Similarly, it takes
many years of living with brain injury to be able to look back and see
the bigger picture of that experience.
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From 2010-2015, I didn’t work on the book. I felt stuck and couldn’t
seem to turn my vision into reality. Instead, I focused on what I could
do with my ten-plus years of experience as a brain injury survivor.
I co-founded the survivor education, advocacy and peer mentoring
group Brain Injury Voices. I led workshops, advocated for brain
injury issues, facilitated a support group and mentored other survivors. I wrote two keynote speeches on happiness and resilience and
delivered them at brain injury conferences. My dream of writing a
book didn’t die, but it did recede into the background.
I didn’t realize it at the time, but even though I wasn’t working on this
book, I was laying its groundwork. Through all those activities, I was
learning how to look at my brain injury journey and see patterns in
how it had unfolded.
At the end of 2015, I realized what the book needed—an overall theme
to the individual chapters. In a big ‘Aha!’ moment, I knew that
acceptance was that theme. There are times when life snaps into sudden focus. This was one of those times.
I realized that I wanted to help other survivors move toward
acceptance. Because I’d struggled so much with acceptance before
finding my own peace, I wanted to share what I’d learned. I also knew
that I’d gained enough distance from my own acceptance journey to
be able to see the patterns in it and to write about the process. I was
finally ready to write the book I’d envisioned back in 2004. In 2016, I
rededicated myself to writing the book and finished it in 2017.
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• DEFINING ACCEPTANCE

The Structure of this Book
I’ve put the chapters of this book in an order that makes sense to me,
based on my own brain injury acceptance journey. However, you
don’t have to read them in that order. Each chapter is a separate
essay, not dependent on what comes before it. For example, you don’t
have to read chapters one and two in order to understand chapter
three. I did that on purpose, so you can read this book in any order
that makes sense to you. It’s about whatever is most helpful for you,
wherever you may be on your brain injury journey.
The chapters have also been designed with you, the brain injury survivor, in mind. Most of them are relatively short, since many of us
struggle with reading and remembering long texts. The longer chapters have been divided into sections, so they can be processed one
small chunk at a time. The font size is larger than average, to improve
the readability for those with visual issues. There are also spaces between each paragraph, to reduce the overwhelmed feeling that can
come from looking at too much text. I made these design decisions to
make this book as readable as possible for brain injury survivors.
As survivors, each of us is on a journey that is uniquely ours. I hope
that sharing my brain injury acceptance journey will help you navigate
yours. Powerful learning can happen from reading about another
survivor’s experience.
However, when you can also think, write and talk about your own
brain injury experience, the learning multiplies and becomes even
more powerful. Therefore, in the spirit of learning by reflecting on
experience, I’ve structured this book as a workbook.
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The workbook format allows you to take my experience of accepting
brain injury and make it your own. There are questions for thought
or discussion in each chapter, as well as space to write your answers, if
you choose to. The questions are designed to make you think about
your experience. They’re also a way for you to record your own brain
injury acceptance journey.
Use the questions in whatever way works best for you. You can think
and write about them on your own or discuss them with family,
friends or medical professionals. You can also answer the questions in
a group setting, such as a brain injury support group. Some of the
ideas in this book may be challenging, so I encourage you to take
whatever time and help you may need to work through them.
Let’s begin the journey.
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CHAPTER

1

Defining Acceptance

The world as we have created it is a product of our thinking.
It cannot be changed without changing our thinking.
~Albert Einstein

Acceptance is an abstract concept that’s hard to define. What does
accepting brain injury really mean? What does acceptance look like?
How do you know when you’ve accepted your injury?
Acceptance is a term that gets thrown at brain injury survivors a lot.
Perhaps you’ve heard statements like ‘You have to accept what’s happened to you’ or ‘It’s time to accept your brain injury and move on’.
Statements like that make it sound so easy. We all know it’s incredibly difficult. The first step in moving toward acceptance is being clear
about what it is. Let’s start by defining it.
Acceptance is acknowledging the reality of a situation. It’s about recognizing the difference between what can be changed and what can’t.
It’s being able to say—without any internal resistance— ‘It is what it is’.
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There are many misconceptions about acceptance. When I first heard
the word acceptance, here’s what I thought about it:
 Acceptance means I have to give up on healing my brain.
 Acceptance means that where I am now is where I will always
be.
 Acceptance means being resigned to the fact that brain injury
has ruined my life forever.
 Acceptance means that I have to like having a brain injury and
to welcome the symptoms into my life.
It turns out that my ideas about acceptance were wrong. Here’s what
I’ve learned about brain injury acceptance:
 Acceptance isn’t a one-time event. It happens in many small
pieces over time.
 Acceptance isn’t agreeing with or liking what’s happened to me.
I can wish my brain injury never happened while still accepting
the symptoms and their impact on me.
 Acceptance isn’t giving up on making progress. It’s letting go
of trying to get back to the old me. It’s about becoming the
new me.
 Acceptance isn’t the end of my brain injury symptoms, but it is
the end of suffering emotionally when they affect my life.
 Acceptance is knowing that brain injury has changed me forever. I will deal with brain injury symptoms for the rest of my
life.
 Acceptance is acknowledging my limitations—what I can and
can’t do—and working with them instead of fighting against
them.
 Acceptance is recognizing when I need help and listening to
advice from the people who know me best.
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• DEFINING ACCEPTANCE

 Acceptance is letting go of what I can’t control and focusing my
energy on what I can control.
 Acceptance is being ok with where I am right now, even as I
strive for more.
 Acceptance is focusing on what I can do.
 Acceptance is recognizing that even though my life is different
than I thought it would be, it’s not ruined. Life with a brain
injury can still be good.
 Acceptance is a courageous choice I make for myself.
My favorite definition of acceptance comes from one of its synonyms:
the word acquiescence. It’s derived from the Latin word that means
‘to take rest in’. We’ve reached acceptance when we’ve found our
own place of peace, even as the storms of brain injury swirl all around
us.
Defining acceptance is the beginning of the journey. Now that you
know where we’re going, it’s time to focus on moving in that direction. The rest of this book is focused on strategies that can lead toward accepting brain injury.
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Making it Your Own
Defining Acceptance

Have you had any of these misconceptions about acceptance?
 Acceptance means I have to give up on healing my brain.
 Acceptance means that where I am now is where I will always
be.
 Acceptance means being resigned to the fact that brain injury
has ruined my life forever.
 Acceptance means that I have to like having a brain injury and
to welcome the symptoms into my life.

Which of these statements about brain injury acceptance stand out to
you the most?









Acceptance happens in many small pieces over time.
Acceptance isn’t agreeing with or liking what’s happened to me.
Acceptance isn’t giving up on making progress.
Acceptance is the end of suffering emotionally when brain
injury symptoms affect my life.
Acceptance is knowing that brain injury has changed me
forever.
Acceptance is acknowledging my limitations
Acceptance is recognizing when I need help
Acceptance is letting go of what I can’t control and focusing my
energy on what I can control.
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• DEFINING ACCEPTANCE

 Acceptance is being ok with where I am right now, even as I
strive for more.
 Acceptance is focusing on what I can do.
 Acceptance is recognizing that even though my life is different
than I thought it would be, it’s not ruined.
 Acceptance is a courageous choice I make for myself.

Taking it Further
What’s one thing you learned from reading this chapter?
___________________________________________________________
___________________________________________________________
___________________________________________________________
What action are you ready to take?
___________________________________________________________
___________________________________________________________
___________________________________________________________
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Appendix

A List of all the ‘Making it Your Own’ Workbook Topics and Pages
Chapter 1
Defining Acceptance .....................................................................4
Chapter 2
Why am I so Tired? ....................................................................11
Why Don’t People Believe Me? .................................................15
Why Do I Need Strategies? ........................................................18
If I Knew Then What I Know Now ..........................................20
Chapter 3
The Journey toward Acceptance................................................28
Chapter 4
Recognizing Denial .....................................................................34
Learn about Brain Injury ............................................................37
Connect with Other Survivors ..................................................40
Reflect on Failure ........................................................................43
Overcoming Denial.....................................................................46

To Root & To Rise Excerpt

Carole J. Starr, M.S.

• APPENDIX

Chapter 5
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Chapter 6
Resolutions .................................................................................. 60
Chapter 7
Use Inspirational Words ............................................................ 67
Repeat Positive Affirmations ..................................................... 71
Talk Back to Negative Language ............................................... 75
Chapter 8
Get to Know your New Self ....................................................... 82
Listen for the Wisdom of the Little Voice Inside .................... 86
Take Action ................................................................................. 89
Start Small, Find Success and Build on It .................................. 91
Find Ways to Give to Others ..................................................... 95
Take Risks: Feel the Fear and Move Forward Anyway .......... 98
Make Something: Create Meaning out of Suffering ............. 101
Crafting a New Life .................................................................. 103
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Transforming Grief .................................................................. 123
Chapter 11
Oh, The Things People Say...................................................... 136
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The Power of Humor ............................................................... 143
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Chapter 13
Finding Silver Linings ..............................................................150
Chapter 14
Choosing Gratitude ..................................................................161
Grateful for Brain Injury?!........................................................165
Chapter 15
Letting Go—Applying the River Metaphor ............................169
Resistance to Letting Go ..........................................................171
Recognizing when it’s Time to Let Go....................................173
Acknowledge the Reality of Brain Injury ................................175
Stop Resisting Brain Injury Symptoms ...................................178
Strategies for Letting Go ..........................................................182
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