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Since this hit, I'm
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tantrum or meltdown.
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she went to bed . :
and woke up a Seems like he’s

different child! Our family gone BERSERK!
life has been
turned upside

down.

| feel like
I've lost
the child

He seems " | knew.

paralyzed by
fears.
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Preface

If you suspect your child has PANDAS, chances are that some of the comments on the
previous page hit home. They reflect what you’ve seen in your child or have been feeling
yourself. Perhaps you have a few to add.

We all know that no two children are completely alike in their needs and behaviors.
Similarly, when we talk about PANDAS, no “exact” set of symptoms and treatments applies
to everyone. However, with this booklet, we hope to give you enough information that you
can

Better understand what PANDAS is and how to recognize it

Know where to turn for a diagnosis and medical help

Have knowledge of different treatments that may be considered

Find the support you need

While more research is needed on PANDAS, new insights are constantly being discovered.
Full recovery is the goal, and families have every reason to keep that goal before them.

It’'s normal to feel lost or panicked when symptoms of PANDAS strike. Parents have shed
buckets of tears, acquired worry wrinkles, and cursed at whatever seems to have taken hold
of their child. In the midst of these feelings, parents are faced with the daunting tasks of
finding help, providing support through something their child doesn’t understand, and often
supporting siblings and a spouse who may be confused, angry, or in denial. The demands of
a career, family, and academics don’t stop just because PANDAS has entered their lives.
They suddenly can’t remember to do laundry, let alone comprehend a research paper about
antibodies and neurology.

That feeling of being overwhelmed is universal. In fact, it has been repeated on the ACN
PANDAS forum so many times, we felt there was a real need for this book. We aren’t

experts on every aspect of PANDAS, but we are pretty experienced in helping parents work
through the nightmarish web of feelings that hit them when they first look into PANDAS. If
you're still confused at the end of the book, other parents on the PANDAS forum can

support you and answer your questions.

As adults, we desperately want to help our kids through difficult, distressing times, and we
also want to make sense out of what’s happening. Let’s begin our talk with questions we
often hear from parents who are concerned about their child’s sudden change in behavior.
In other words, let’s try to make sense out of a situation that appears far from sensible.
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The team at ACN Latitudes has been learning about and dealing with PANDAS for over a
decade. Our forum was among the first of its kind, launched at a time when only two or
three doctors in the country were willing to treat the illness. Since then, our members have
advocated, educated, launched nonprofits, organized rallies and conferences, lobbied for
legislative action, and changed the landscape for those who have come after them. We are
truly grateful for the warrior parents who stopped at nothing to get their children well again
and generously shared their wisdom as they forged ahead.

Based on the research we’ve done, the knowledge we've acquired, and the experiences that
have shaped us, the team at Latitudes has worked to develop this PANDAS primer. Our goal
is to help those who are new to the world of PANDAS gain an overview of the disease and
an understanding of treatment options. Most important, we want you to know you’re not
alone, that others share your questions and confusion.

To the best of our knowledge, the information in this book is accurate and supported by
scientific research. But we realize scientific discovery is an evolving process and that what
seems true today may be only partially true tomorrow, as the tip of the iceberg is better
studied and reveals more of its secrets.

To make this book a living document that can offer the most current knowledge, we
welcome feedback on what we could/should include in future editions. If we've written
something that’s been disproved through research or runs contrary to personal experiences,
please contact us at pansproject@Iatitudes.org, so we can discuss the information and keep

this book as meaningful and accurate as possible.

Thank you for your support!

Symptoms and Criteria for a Diagnosis

PANDAS is an acronym for a childhood condition known as pediatric

autoimmune neuropsychiatric disorder associated with streptococcus. It’s a big

name for a basic concept: a child is having an autoimmune response that’s
affecting the brain, and this response is thought to be triggered by a strep infection.
Autoimmune means that the reaction taking place involves cells in the body going awry and
attacking one another instead of a foreign invader. This is the same response that occurs in
rheumatic fever: an autoimmune reaction to a strep infection that affects the heart.



