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Notice to Readers
Laws are constantly changing. Every effort is made to keep this publication as current as possible. However, the author, the publisher, and the
vendor of this book make no representations or warranties regarding
the outcome or the use to which the information in this book is put
and are not assuming any liability for any claims, losses, or damages
arising out of the use of this book. The reader should not rely on the
author or the publisher of this book for any professional advice. Please
be sure that you have the most recent edition.
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needs. It has been a great support knowing they truly understand what
my husband and I are going through.
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members, medical staff, and friends who play an active role in supporting children with medical conditions. No one should undergo this
journey of patient advocacy alone.
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Preface
I wrote this book at the prodding of friends who have listened to my
patient advocacy stories and told me they wished they had the strength
to advocate for their children. Many of the people I’ve talked to while
writing this book have said they haven’t advocated in the past, as they
didn’t think their voice would be heard. Or, because they felt intimidated by doctors and specialists.
I realize that the term “patient advocacy” means different things
to different people. It can also be overwhelming, intimidating, and a
barrier unto itself. My hope in writing this book is to take some of the
mystique out of patient advocacy and give caregivers some practical
advice and tools so they can advocate for their children.
This isn’t about becoming a champion fighter, not taking no for
an answer, and becoming yet another roadblock to your child’s care.
Rather, it is about realizing the role you play in your child’s journey and
supporting him or her along the way.
Instead of being intimidated by medical staff, realize they have a
role to play in caring for your child, as do you. Each person who is
involved in your child’s care is a member of their support team, with
some members having bigger roles to play than others.
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As your child’s parent or caregiver you have the biggest role of
them all. And advocating for your child is part of the responsibility you
have in caring for your child.
As you read this book, I would recommend having a notepad beside you to scribble down your thoughts or to highlight questions you
want to ask your child’s medical team.
I’ve also included some exercises and questions throughout the
book (they are also available on the download kit if you want to print
copies), to help you dig a little deeper into the support you and your
child will need on this journey of patient advocacy.
If there is one takeaway I want you have when you’re done reading this book, it is to know that you are not alone. While there may be
some lonely days in your journey, please know there are other parents
and caregivers who are feeling the same emotions and have encountered similar roadblocks or challenges.
Don’t be afraid to share your frustrations, fears, and successes with
your friends, family, medical team, and other parents. It is through
sharing our stories that we can help each other and make real change.
I wish you the best of luck in your journey of not only advocating
for your child, but also raising your important human being.
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Introduction
Welcome to the club of parents and caregivers who are raising a child
with medical, developmental, physical, and/or mental needs above and
beyond the “norm.” While the spectrum of needs from child to child is
broad, and the challenges vary, what is common is the emotions and
frustrations parents and caregivers face as they make this journey with
their child.
The purpose of this book is to share with you some knowledge and
advice from not only a parent who is making this journey, but also insights from other parents, medical providers, and educators. My hope
is as you read this book, you will build the confidence to know that you
can advocate for your child as well as pick up some tools to help you
along the way.
My hope is also that it will open up conversations with your friends,
family, and medical support team. If a certain point resonates with you,
put the book down, make some notes, and take the time to talk out
your thoughts with someone on your support team.
Too often we put on a brave face and don’t let those around us
truly know the struggles we are facing, the range of emotions we are
feeling, and, most importantly, how they can help our child and us in
this journey.
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When we first embarked on the diagnosis path for our child, my
husband and I met with our family doctor to discuss the most recent test
result. The doctor put down the test results, pulled his chair closer to us,
looked us in the eyes, and said, “We will love him through this.” I often
reflect on those simple words of advice and this message has helped
me through many rough days of advocating for and raising my son.
This same doctor has also been open in telling me when I need to
reach out for help. When I’m in the thick of an issue, exhausted and
emotional, he will tell me not to forget to tap into my support system
and not only ask for help, but accept the help that is given. It seems
like simple advice when you’re removed from the problem, but, it is
hard advice to follow when you are struggling.
As you read through this book know that you are not alone. There
are many parents and caregivers feeling the same emotions, struggling
with similar challenges, and feeling they are alone in this journey. Patient advocacy is not just about fighting for your child, but also about
building up and being part of a community; a collection of voices that
can make a bigger change.
How big your community is and how many voices can speak together will depend on your child’s diagnosis or needs, where you live,
and your personal situation. Do not dwell on how loud of a voice you
can make, but rather how best you can work with others to speak up
and voice a concern. It is a much less isolating journey if you have
people to walk beside you and support you and your child.
For some of you, this book will be the first step on this journey.
Others may be further along the path in advocating for a child. What
we all have in common is our love and commitment to supporting our
children as we make this journey together.
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