
        
            [image: cover]
        

    





Dysautonomia,

POTS Syndrome






Diagnosis, symptoms, treatment, causes, doctors,
nervous disorders, prognosis, research, history, diet, physical
therapy, medication, environment, and more all covered!






By Frederick Earlstein

(www.FrederickEarlstein.com)

~~~

Smashwords Edition












Smashwords License Statement

This ebook is licensed for your personal
enjoyment only. This ebook may not be re-sold or given away to
other people. If you would like to share this book with another
person, please purchase an additional copy for each recipient. If
you’re reading this book and did not purchase it, or it was not
purchased for your use only, then please return to your favorite
ebook retailer and purchase your own copy. Thank you for respecting
the hard work of this author.

This book is available in print at most
online retailers.

Copyrights and Trademarks

All rights reserved. No part of this book may
be reproduced or transformed in any form or by any means, graphic,
electronic, or mechanical, including photocopying, recording,
taping, or by any information storage retrieval system, without the
written permission of the author.

This publication is Copyright © 2014. All
products, graphics, publications, software and services mentioned
and recommended in this publication are protected by trademarks. In
such instance, all trademarks & copyright belong to the
respective owners.

Disclaimer and Legal Notice

This product is not legal, medical, or
accounting advice and should not be interpreted in that manner. You
need to do your own due-diligence to determine if the content of
this product is right for you. While every attempt has been made to
verify the information shared in this publication, neither the
author, neither publisher, nor the affiliates assume any
responsibility for errors, omissions or contrary interpretation of
the subject matter herein. Any perceived slights to any specific
person(s) or organization(s) are purely unintentional.

We have no control over the nature, content
and availability of the web sites listed in this book. The
inclusion of any web site links does not necessarily imply a
recommendation or endorse the views expressed within them. We take
no responsibility for, and will not be liable for, the websites
being temporarily unavailable or being removed from the
internet.

The accuracy and completeness of information
provided herein and opinions stated herein are not guaranteed or
warranted to produce any particular results, and the advice and
strategies, contained herein may not be suitable for every
individual. Neither the author nor the publisher shall be liable
for any loss incurred as a consequence of the use and application,
directly or indirectly, of any information presented in this work.
This publication is designed to provide information in regard to
the subject matter covered.

Neither the author nor the publisher assume
any responsibility for any errors or omissions, nor do they
represent or warrant that the ideas, information, actions, plans,
suggestions contained in this book is in all cases accurate. It is
the reader’s responsibility to find advice before putting anything
written in this book into practice. The information in this book is
not intended to serve as legal, medical, or accounting advice.



Foreword






Let me get one thing off the table
immediately. I am not a doctor. My experience with POTS began when
my only niece started to have unexplained fainting spells just
after she turned 14.

I watched with growing frustration while my
sister and her family went through doctor after doctor after
doctor. It seemed as if every day a new email appeared in my InBox
describing the latest test the doctors forced Sylvie to endure.

There were frightening “diagnoses” that
turned out to be wrong within days, never mind the agony the family
suffered in those long hours before some doctor basically said,
“Oh. Sorry. Wrong!”

It was scary, maddening, and needless to say
made us all less than respectful in our attitude toward the medical
community. Over a period of months, everyone in the extended family
started searching the net for Sylvie’s strange symptoms as the poor
child got sicker and sicker.

In truth she was getting more and more
terrified of what would happen if she stood up, and in no time was
being home schooled and had no social life beyond the contacts she
maintained online. The once sunny, happy young woman was clearly
depressed and miserable.

Finally the acronym “POTS” came into the
discussion. Research links started flying and my sister put the
question to Sylvie’s pediatrician. Thankfully, he was open to
reading the information and then acted on what he learned. That got
the ball rolling, and we learned — to our immense relief — that she
would likely grow out of her symptoms in time.

I found myself envious of some of the
recommendations she received to improve her condition. I struggle
with maintaining a normal blood pressure level and Sylvie was being
told to eat more salt! One dietary guide recommendation suggested
she have a “shot” of pickle juice each morning. (That I could do
without.)

After changing her diet and beginning a
program of exercise to overcome the “deconditioning” that resulted
from her time at home, which was largely spent reclining, Sylvie is
doing very well. There were also some necessary accommodations at
school, but I’m happy to say that once the administrators
understood the nature of her illness, they were very helpful.

Sylvie must stay well hydrated and have salty
snacks throughout the day, and in the beginning only attended
afternoon classes since mornings were tough on her — but now she is
back on campus and thrilled to be with her friends again.

The information that I’ve compiled in this
book is based on my own notes and reading over the several months
it took for Sylvie to be accurately diagnosed. Certainly it’s all
out there on the Internet, but piecing it together is time
consuming and frustrating. I hope this text will offer you a
shortcut that will lead to better questions and a faster diagnosis
for your own loved one. Waiting out long months of trial and error
is demoralizing, and the patient can lose a lot of ground in that
time.

POTS research is ongoing, so there will be
changes — hopefully positive ones — in the near future. Already
researchers are exploring the potential for an autoimmune basis for
POTS and more attention is being paid to its genetic links.

I’ve chosen to include a chapter on medical
terms — you’ll be slammed with a lot of them — and the text is
littered with links to useful sites online and even blogs that
contain first-person accounts of life with POTS.

(Just so those links don’t get lost in the
shuffle, I’ve rounded them up and included them in a “Relevant
Websites” section at the back of the book along with other useful
online resources I’ve located.)

I’ve tried to help you understand that in
Sylvie’s case we were dealing with developmental POTS, but the
condition can be linked to many different diseases. POTS itself
isn’t an illness, but rather a symptom of a larger problem.

Hopefully I’ve simplified, but not committed
the crime of dumbing down. Frankly, the doctors rather expect us to
be dumb. That’s the weakest position you can adopt in dealing with
the medical community. Get educated, get informed, and never stop
asking questions! You are your own best health advocate, and
certainly the best advocate for your child!

I’d like to say this is a definitive look at
POTS, but that would be pretty arrogant. Instead, I’ll say I’ve
tried to give you as complete a picture as I can based on my own
research. I promise you’ll be better off than I was starting with
zero comprehension and motivated by concern for my kid sister and
my niece.

I sincerely wish you all good luck on your
own personal path with POTS. The condition isn’t fatal, but it is
life-changing, and, like many “invisible” illnesses POTS is greatly
misunderstood. But one thing is certainly clear to the POTS patient
— something is very wrong!
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 Part 1 -
POTS and Associated Disorders


A person first coming to grips with a
diagnosis of POTS (Postural Orthostatic Tachycardia Syndrome)
enters a world of confusing and overlapping symptoms, conditions,
terminology and acronyms.
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It’s common to hear the words “POTS” and
“dysautonomia” used interchangeably. Technically, dysautonomia is
an umbrella term for several malfunctions of the autonomic nervous
system including POTS.

As we will explore in greater detail in Part
3, the autonomic nervous systems controls those bodily functions
that do not require conscious thought. Things like heart rate,
blood pressure, and digestion stay on “auto pilot” as we go about
our day-to-day lives.

People who live with some form of
dysautonomia become unusually aware of these systems when they
experience the negative effects of poor circulation, abnormal blood
pressure, or a high heart rate.

In the case of POTS, this awareness becomes
triggered by the simple act of standing up. The autonomic nervous
system improperly controls the reaction of the body to the
gravitational pull of standing and adverse symptoms result,
including, but not limited to, fainting.

Estimates suggest that more than 25 million
people around the world deal with some kind of dysautonomia. None
are “curable” per se, but all can be managed or improved once a
correct diagnosis is made, often through dietary changes or
environmental modifications.

In isolation, POTS is most often a condition
seen in young people, usually after an intense growth spurt. To
distinguish this variant from other types, it is generally referred
to as “Developmental POTS.” Many such cases resolve over
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