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Imagine if the mere breeze of an air conditioner were to send you into excruciating pain. For
those suffering from Complex Regional Pain Syndrome (CRPS), historically called Reflex
Sympathetic Dystrophy (RSD), this crippling neuropathic pain is an unrelenting reality. With
symptoms such as swelling, hypersensitivity, stiffness, burning pain, and temperature
abnormalities, CRPS can develop at any time and quickly leaves its victims disabled and
isolated. This book explains CRPS in an accessible style, featuring modern self-help techniques,
complementary therapies, and holistic strategies for maximizing the potential for healing.
Readers with CRPS will find a wealth of tips on life modifications to help better manage their
condition, along with a list of "dynamite distractions" to refresh the pain-wracked mind and help
them rediscover their imagination and humor. Patient testimonies on techniques for transforming
the pain and discomfort of CRPS provide hope, and interviews with practitioners, including pain
specialist Edward Carden and occupational therapist/neurological acupuncturist Sheri Barnes,
offer insights every patient should know. There's even a chapter addressed to loved ones with
advice for their difficult roles as encouragers and caregivers. CRPS remains a mysterious, poorly
understood condition. This book provides the information and positive options everyone affected
by CRPS needs.

An insightful and inspiring account for RSD sufferers and the health care community. -- Melissa
Blank, M.P.T., Physical therapist, Baltimore, MarylandAn outstanding gift of Elena's expertise is
her expansive resource list of available help for this condition. A significant contribution. --
Marshall S. Frumin, M.D. , Orthopedic Surgeon, Houston, TexasElena bravely explores the mind-
body connection and passionately articulates treating the whole person, detailing every option
along the way. -- For Grace (Cynthia Toussaint, Founder and spokesperson)Elena does a
wonderful job demonstrating how multiple complementary therapies play a critical role in the
individualized rehabilitation of RSD. -- Stephanie Gilliam, MPT, Arlington, VAFinally--an
inspirational, positive voice that speaks to us calmly, confidentially, wisely and equally
comforting. -- Helen Small, Pres. PARC, Promoting Awareness of RSD/CRPS in CanadaI
recommend this book with enthusiasm to people struggling with RSD, and to those who are
involved in their care. -- Dr. Amanda C de C Williams, Reader in Clinical Health Psychology and
Consultant Clinical Psychologist, University of London, UKMs. Juris has written a wonderful,
readable, hope-filled book for individuals and families struggling with a too often intractable foe.
-- Jim Broatch, MSW, executive director, Reflex Sympathetic Dystrophy Syndrome Association
of AmericaProvides lifesaving wisdom and is not afraid to examine the brutal difficulties of
constant pain and lost independence. -- Sosha Devi, Yoga for Chronic Pain Project & The
American Pain Foundation--Baltimore, MDThis highly practical and action-oriented book is the



most comprehensive storehouse of pain-relief I’ve seen around. -- Phyliss Shanken, M.A.,
Psychologist, INTROSPECT of BuxMont, Colmar, PennsylvaniaThis inspiring and incredibly
informative book provides dozens of proven ways to regain control of your health. -- David Spero
RN, author of The Art of Getting Well: A Five-Step Plan for Maximizing Health When You Have a
Chronic Illness --This text refers to the paperback edition.About the AuthorA recovering CRPS
patient currently in remission, Elena Juris has developed patient and professional health
education programs and materials for organizations, government agencies, and companies
such as the American Cancer Society, American Association of Poison Control Centers, U.S.
Department of Health and Human Services, and Pfizer. She is the author of Positive Options for
Reflex Sympathetic Dystrophy (2004) and Positive Options for Complex Regional Pain
Syndrome (2014), and she is a member of the American Medical Writers Association. Her
creative nonfiction and arts previews have also appeared in a variety of print and online media.
Elena resides in Washington, DC, where she currently serves as the Deputy Director of the
National Institutes of Health Training Center. Dr. Edward Carden (foreword) lives in Marina Del
Ray, CA. Cynthia Toussaint (preface) lives in Studio City, CA. --This text refers to an alternate
kindle_edition edition.Excerpt. © Reprinted by permission. All rights reserved.INTRODUCTIONIf
you’re holding this book open with your feet or a bookstand because it hurts too much to use
your hands, you’re in the right place.Maybe you’re in a wheelchair because pain in your leg
prevents you from walking. If so, stay right where you are, and read on. You also belong here.For
the rest of you: If you are awed or devastated by the fact that burning pain has apparently
commandeered the emotional life of your loved one and you want to help, please join us.If you
think you’re suffering alone with Complex Regional Pain Syndrome (CRPS), I’m writing this book
to prove otherwise. Even though the hypersensitized nerve condition (historically known as
Reflex Sympathetic Dystrophy, or RSD) is considered mysterious and underdiagnosed, it is now
estimated that 50,000 new cases appear in the United States each year. Suspected to be a
dysfunctional reaction to minor bodily trauma ranging from a minor cut or sprained ankle to
carpal tunnel surgery, it can happen to anyone at any time. Most disastrously, the challenge
within the medical community to ensure an accurate diagnosis, deliver effective treatment, and
have access to relevant research outcomes often leaves CRPS/RSD patients completely lost as
a cloud of debate rages around them—at the very moment when they most need help.I am
writing as a CRPS/RSD survivor rather than as a doctor. I have conducted an extensive amount
of research into CRPS, and in this book I have provided in-depth information on the condition, its
various features, and the range of methods available to treat it. Because of the intense nature of
CRPS pain, there are quite a few things to learn about living with the condition—after you’ve
been diagnosed and have started your medical treatment. Losing the carefree use of a hand, an
arm, a leg, or more, monitoring the minute-by-minute burning pain, and witnessing the effects of
your condition on your family, friends, career, and financial situation are burdens you must bear
outside of the doctor’s office. My aim in writing this book is to provide a guide for inspiration amid
those challenges.My Experience with CRPS/RSDOver the course of one year I became an



invalid with CRPS in both arms, and then was tenderly coaxed back into being an upright person
who was learning to live with and manage her condition. Throughout the ordeal, I was forced to
leave my rising career at age 26, move back home with my parents, and watch a myriad of
friends and family help me shower and brush my teeth. I found myself unable to concentrate,
cook, clean, comb my hair, or drive a car, and I spent many sleepless, frantic nights struggling to
maintain my cool as burning pain laid siege to my arms. By day, I scoured every available
resource for information on CRPS—and was terrified by the overwhelming clinical information
and abundant horror stories that I found in place of encouragement. By night, I surprised myself
by contemplating hand amputations or suicide to simply end the pain.To regain control over my
terrified and grieving self, I avoided sources of information on CRPS that reminded me
negatively of my mysterious disease, and instead reached elsewhere as well as inward for
ammunition with which to combat my moment-to-moment despair. I learned that one of the most
important things I could do was stay calm. I received extensive support throughout this process—
something that so few patients find amidst the blur of constant acute pain, compounding loss,
and labyrinthine debates with doctors and insurance carriers. Most medical experts, family, and
close friends carried me through the experience with encouragement and faith. That’s not to say
my first chance at diagnosis wasn’t overlooked at a renowned U.S. hospital, I don’t have a
number of bad medical office experiences to share, or that my closest friends and family
provided exactly the support I needed without struggle. Rather, I will focus on what *did* work
during this ordeal. For that, I am grateful. I found a neurologist and occupational therapist who
spent the time to explain to me the crucial interaction in CRPS between mind, body, and spirit.
Acupuncture and other complementary therapies greatly aided my healing and pain
management. I explored my own means of distracting and expanding my mind, and dug deep
enough to find the sense of humor and playful spirit that I had all but forgotten. I had to look at
myself as someone forever changed, and (here’s the hard part) I had to learn to be at peace with
my new life paradigm—even if I also knew that better treatments for CRPS/RSD always remain
on the horizon. Otherwise, as much as I wanted to repeat “CRPS/RSD has destroyed my life”
over and over again, I would have been the one suffering from recycled anger and grief by my
focus on the negative.My journey to reclaim certain abilities from my former life still continues,
but the constant burning siege has stopped. With drug therapy, acupuncture, occupational
therapy, manual therapy, and lifestyle modifications, I’m in control of my body once again. Since
the time this book was originally published a decade ago, I had a relapse that lasted seven
months. Yet, my life is again active and back in my hands: I re-entered the workforce and
eventually rebuilt my career with the aid of assistive technology. I got married. I pursue my
hobbies in a limited fashion, and I am carefully back in the gym. While my nervous system has
since stabilized, I still learn new clues every day about keeping a close, yet forgiving, dialogue
with my body.Support Is AvailableOne element held true throughout this entire experience:
Support was available to me if I knew where to look for it. And, boy, did I look! This is the
knowledge I want to share with you. In Positive Options for Complex Regional Pain Syndrome



(CRPS) you’ll find a wealth of tips on how to modify your lifestyle so you can better manage your
condition and feel more empowered. You’ll find two interviews with practitioners that offer
insights every patient should know. You’ll find a discussion of complementary therapies that you
can try out and customize for your own treatment needs. You’ll find a list of "dynamite
distractions" that can refresh your mind and help you rediscover your lighter, creative, and silly
sides for when you just need to take your mind off the illness. You’ll find a chapter addressed to
loved ones that provides advice and support to them in their difficult roles as encouragers and
caregivers. You’ll find information on how everyone can help to increase CRPS/RSD awareness,
and in the back of the book you’ll find an extensive list of resources that will help you begin to
implement all of these suggestions.CRPS can be an isolating condition, not only because so few
understand it, but also because patients too often remain isolated from other patients’ triumphs.
It’s important for you to know that the possibility of recovering from your lowest place does exist.
What better way to testify to this fact than through the direct words of CRPS patients and
survivors? Scattered throughout the book, you’ll find encouraging stories of healing and learning
from actual CRPS patients. The contributors represent many ages, have suffered the gamut of
symptoms, and have experienced various degrees of improvement. All of them embody strength
of will, an open mind, and generosity in sharing their stories. Each contributor has embraced an
individualized approach to dealing with CRPS, and each one offers something that too few
CRPS patients have easy access to: real-life hope.You can keep this book on your nightstand as
an inspirational pick-me-up, or use it as a reference guide to treatments and helpful products or
services. Thumb through the book for guidance in preparing to see a new doctor, or explore the
insights imparted by the medical professionals interviewed within. Consider keeping the book
open to certain pages conveniently listing activities that can be gentle, accessible, and bring you
instant gratification. Mark some text that uniquely speaks to you about reframing your life
situation, and read those lines daily, if not hourly. If you’re a caregiver, review the chapter
devoted to your unique challenges and use it to find support for yourself. Whether you’re a CRPS
patient or caregiver, consider this book a nurturing companion that reminds you of the positive
options available to you and your family for dealing with the complex syndrome known as CRPS.
Learning about these options now can save you essential time by preventing you from having to
discover them at random later.Please be optimistic and believe that your life will get better.
CRPS can go into remission—or in many cases it can at least improve enough to be managed
within a full and vibrant life. Not only is new awareness and research improved in past years, but
a belief in your own rich spirit and resourcefulness are the most important things you can bring to
the effort. Maintain affirmative thoughts; they can buffer your response to pain by subduing the
anxiety that only further excites your nervous system. Learn what triggers a flare-up of your
illness, and have faith in your ability to intercept this excruciating cycle. With practice, you can
regain more control. Doing so, however, will take time. And patience. It is all about baby steps. So
let’s take our first few.CHAPTER 2: TREATMENT OPTIONS FOR CRPSSince so many bodily
systems and processes are involved in CRPS/RSD, there are many treatment angles for tackling



the condition. Moreover, what works for one patient might not have any effect for the next, so
keeping an open mind about your options can help you and your doctor find the best
combination. Experts now agree that multidisciplinary treatment, incorporating various elements
of physical and psychological wellness efforts, offers the best approach to taking control of
CRPS.Treatment needs to come as early as possible, as the most successful means of arresting
CRPS is identifying and controlling it in its early stages. Prompt, simultaneous, integrated
treatment can intervene early enough to prevent temporary dysfunction from becoming
permanent. Finally, CRPS symptoms can change for better or worse in a highly volatile fashion,
so monitoring treatment effectively requires very careful, time-intensive, almost daily
assessment of the patient’s condition. This chapter offers an overview of treatments currently
used for CRPS.Complementary TherapiesComplementary therapies have literally carried me
through my CRPS experience and continue to sustain me as regular sources of support in my
life. Modalities such as acupuncture (on unaffected places), counseling, massage, TENS units,
relaxation techniques, art therapy, and yoga holistically attune to your most sensitive needs and
prop you up to weather the physical, mental, and emotional demands that CRPS makes of you.
Moreover, as there is much still unknown about CRPS in the medical field, complementary
therapies enable you to boost your own body’s healing abilities while following one of the many
medical treatments at the same time.Imagine you have fallen off a bicycle and lost your ability to
balance and ride it again. CRPS has thrown you off that bike. Complementary therapy provides
you with training wheels so you can remount and ride your bike until your body is able to balance
on its own again. There is so much to say about this aspect of CRPS care that, rather than try to
cover the topic here, I have devoted an entire chapter to it. Chapter 6 describes the
complementary approaches available to treat CRPS.Physical and Occupational TherapyGetting
your affected areas moving again is critical in regaining and maintaining normal function.
Physical therapy can help you improve range of motion of joints, improve motor control, and
introduce normal functioning. Forget what you know about traditional repetitive-exercise sports
physical therapy; as CRPS therapy includes practices for desensitizing your skin, manual
therapy (massage) to relieve muscle spasms and edema, and education on regaining and
adapting your activities of daily living. You can also request that the physical therapist show you
exercises and desensitization practices for you to continue on your own...--This text refers to an
alternate kindle_edition edition.Read more
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Positive Options for Complex Regional Pain Syndrome (CRPS)Praise for the Previous
Edition“Ms. Juris has written a wonderful, readable, hope-filled book for individuals and families
struggling with a too often intractable foe.”— Jim Broatch, MSW, executive directorReflex
Sympathetic Dystrophy Syndrome Association of America“Finally, what those living with CRPS
have needed for so long—an inspirational, positive voice that speaks to us calmly, confidentially,
wisely, and equally comforting.”— Helen Small, presidentPARC, Promoting Awareness of RSD
and CRPS in Canada“This book is an unabridged trek to Planet CRPS and beyond. Inside this
book, you will find the most eclectic collection of sometimes wild, sometimes customary coping
techniques that spawn a complete reinvention of the self. More than simply a ‘self-help’ manual,
the book is a testament to the enduring nature of the human spirit. It provides lifesaving wisdom
and is not afraid to examine the brutal difficulties of constant pain and lost independence. It far
outreaches expectation in providing pragmatic information and fostering real-life hope.”— Sosha
Devi, Yoga for Chronic Pain Project and(formerly) The American Pain Foundation, Baltimore,
Maryland“As a recovered CRPS patient myself and a psychologist who specializes in CRPS and
pain management, I am delighted to say that this highly practical and action-oriented book is the
most comprehensive storehouse of pain relief I’ve seen around.... Bravo, Elena Juris, for
inspiring us all!”— Phyliss Shanken, MA, psychologist, director of psychological
servicesINTROSPECT of BuxMont, Colmar, Pennsylvania“I can think of no diseases other than
reflex sympathetic dystrophy where patient participation in the management is more important....
Elena Juris’s book is not only an inspiration to those who suffer from this disease, it also inspires
caregivers and health-care professionals who participate in their treatment.”— Harry F. L. Pollett,
MD, FRCPCmedical director, Non-Malignant Pain ClinicNorthside General Hospital, North
Sydney, Nova Scotia“Elena does a wonderful job demonstrating how, in addition to skilled
physical therapy, multiple complementary therapies play a critical role in the individualized
rehabilitation of RSD/CRPS.”— Stephanie Gilliam, MPTArlington, Virginia“The author validates
the emotional struggles of those with RSD, as well as their medical and practical needs, and
encourages the reader to try to see what helps, rather than to rely on absolute recommendations
or prescriptions.... I would recommend this book with enthusiasm to people struggling with RSD,
and to those who are involved in their care in a personal and professional role.”— Dr. Amanda C
de C Williams, reader in clinical health psychologyUniversity of London, United Kingdom,and
consultant clinical psychologist“Elena Juris’s exceptionally inclusive and instructive treatise,
Positive Options, delineates her enthusiastic, personal, ‘take-charge’ approach.... She blends
patient accounts, physician and therapist interviews, and ‘comedic moments’ along with ‘specific
steps’ bridging standard organized medicine and holistic methods. An outstanding gift of Elena’s
expertise is her expansive ‘all-inclusive’ resource list of available help in multiple areas for this
condition. She has made a significant contribution.”— Marshall S. Frumin, MD,orthopedic
surgeon, Houston, Texas“Elena Juris has put together an amazing book. It describes all types of
modalities to enable the chronic sufferer to deal with the pain, discomfort, and apathy that
accompany this disease. It offers tips for caregivers and suggestions on how to get appropriate



treatment from physicians and other health-care professionals who really know what to do.
Positive Options will give disheartened patients hope for better things to come and a light at the
end of the dim, dark tunnel of CRPS.”— Edward Carden, MD, FRCPC, FACA, DipAAPMdirector,
Southern California Academic Pain Managementand Reflex Sympathetic Dystrophy
Institute,University of Southern California“Elena bravely explores the mind–body connection and
passionately articulates treating the whole person, detailing every option along the way.”—
Cynthia Toussaint, founder and spokespersonof For Grace Los Angeles, California“Two things
anyone with chronic illness needs to get better: a sense of hope and a source of support. Elena
Juris provides both in this inspiring and incredibly informative book. RSD often makes people
feel helpless and hopeless, but Positive Options changes all that. Juris provides dozens of
proven ways to regain control of your health and a vast list of resources to help you do it.”—
David Spero, RN, author of The Art of Getting Well: A Five-Step Planfor Maximizing Health
When You Have a Chronic Illness“An insightful and inspiring account for RSD sufferers and the
health-care community.”— Melissa Blank, MPT, physical therapistBaltimore,
MarylandDEDICATIONTo Mom and Dad.Positive OptionsforComplexRegional Pain
Syndrome (crps)*Self-Help and TreatmentA SECOND EDITION OFPOSITIVE OPTIONS
FORREFLEX SYMPATHETIC DYSTROPHYElena Juris*Formerly called Reflex Sympathetic
Dystrophy (RSD)An imprint of Turner Publishing CompanyTurner Publishing Company424
Church Street • Suite 2240 • Nashville, Tennessee 37219445 Park Avenue • 9th Floor • New
York, New York 10022Copyright © 2014, 2004 by Elena JurisAll rights reserved. This book or
any part thereof may not be reproduced ortransmitted in any form or by any means, electronic or
mechanical, includingphotocopying, recording, or by any information storage and retrieval
system,without permission in writing from the publisher.Limit of Liability/Disclaimer of Warranty:
While the publisher and the authorhave used their best efforts in preparing this book, they make
no representationsor warranties with respect to the accuracy or completeness of the contents of
thisbook and specifically disclaim any implied warranties of merchantability or fitnessfor a
particular purpose. No warranty may be created or extended by salesrepresentatives or written
sales materials. The advice and strategies containedherein may not be suitable for your
situation. You should consult with a professionalwhere appropriate. Neither the publisher nor the
author shall be liable for any lossof profit or any other commercial damages, including but not
limited to special,incidental, consequential, or other damages.Library of Congress Cataloging-in-
Publication DataJuris, Elena.Positive options for complex regional pain syndrome (CRPS) : self-
help andtreatment / Elena Juris ; foreword by Edward Carden ; preface byCynthia Toussaint. —
Second edition.pages cmIncludes bibliographical references and index.Reflex sympathetic
dystrophy—Popular works.2. Reflex sympatheticdystrophy—Treatment—Popular works. I.
Title.RC422.R43J874 2014616’.0472—dc23 2014020014Project CreditsCover
Design: Jinni Fontana Copy Editor: Amy BaumanBook Production: John McKercher Indexer:
Jean MooneyDevelopmental Editor (1st ed.): Managing Editor: Alexandra MummeryKelley
Blewster Rights Coordinator: Stephanie BeardPublisher: Kiran S. RanaPrinted and bound by



Lightning Source in La Vergne, TennesseeManufactured in the United States of America9 8 7 6
5 4 3 2 1 Second Edition 14 15 16 17 18ContentsForeword … by Dr. Edward
CardenPreface … by Cynthia ToussaintAcknowledgmentsIntroductionMy Experience with
CRPSSupport Is Available1 What Is CRPS?Features of CRPSAdvanced CRPSWhat Causes
CRPS?The CRPS CycleWhy You?DiagnosisFinding a DoctorYou and Your Doctor2 Treatment
Options for CRPSComplementary TherapiesPhysical and Occupational TherapyMirror Box
TherapyDrug TherapyNerve BlocksSurgical TreatmentsScrambler TherapyPrognosis3 Tips for
Body and SoulActivity ModificationsQuick Pick-Me-Ups, Calmer-Downers, and
Visualizations4 Direct from the Practitioner: A Conversation with a PhysicianAn Interview with
Edward Carden, MD, FRCPC, FACA, DipAAPM5 Direct from the Practitioner: A Conversation
with a Complementary Care ProviderAn Interview with Sheri Barnes, MAc, OTR/L6 A World of
Support: Complementary TherapiesOccupational TherapyBodywork/
MassageAcupunctureTENS UnitBiofeedbackMeditationHypnotherapyYogaQigongTai
ChiFeldenkrais MethodLight TherapyHyperbaric OxygenNatural Creams, Oils, and
SoaksPsychological CounselingArt TherapyWritingNaturopathic and Homeopathic
MedicineMoving Forward: Rehabilitation Services and Disability EmploymentMaking Progress7
Dynamite DistractionsComedyMiscellaneous Brain CandyEmotional ReleaseMusicCreating
SanctuaryArts and CraftsNature HikingGardening: A New SlantBird-
WatchingPhotographyTraveling InwardTraveling OutwardLast-Resort Reality-Check Exercise, or
“Misery Loves Company”Keep a Distraction Quick List8 Help for the Helper: A Chapter for
CaregiversUnderstanding the PatientPeeking into Each Other’s WorldUsing
HumorUnderstanding YourselfCelebrating and Affirming9 Everyone Can Get Involved: Working
to Increase Awareness of CRPSDaily CommunicationPamphlet DistributionAwareness Months
and DaysFund-RaisingLetter WritingPetitionsInformal Medical Professional EducationSpeakers
BureauCaregiver AwarenessGetting Started10 A Parting PerspectiveReferencesResources:
Where to Go from HereIndexForewordby Dr. Edward Carden“Hope springs eternal in the human
breast.”— Alexander Pope, An Essay on Man, Epistle I, 1733Is there hope for CRPS sufferers?
CRPS must be the most misdiag-nosed and mistreated disease in modern medicine. Because
of the plethora of confusing information about the disease, the poor patient is left out in the cold.
CRPS patients are often denied medical care—after being branded psychotic, shunned by their
families, and left to a world of pain and suffering from which there seems to be no respite.Elena
Juris has put together an amazing book. It describes all types of modalities to enable the chronic
sufferer to deal with the pain, discomfort, and apathy that accompany this disease. It offers tips
for caregivers and suggestions on how to get appropriate treatment from physicians and other
health-care professionals who really know what to do.Positive Options for Complex Regional
Pain Syndrome will give disheartened patients hope for better things to come and a light at the
end of the dim, dark tunnel of CRPS.– Edward Carden, MD, FRCPC, FACA, DipAAPMdirector,
Southern California Academic Pain Managementand Reflex Sympathetic Dystrophy Institute
and retiredclinical professor, University of Southern CaliforniaPrefaceby Cynthia Toussaint“Be



bold, and mighty forces will come to your aid.”— Johann Wolfgang von GoetheBorn with a fire in
my belly, I’ve always aspired to things people told me were impossible. It was second nature for
me to strive to become an accomplished ballerina and a professional actor. Fear never stood in
my way, and the sublime joy of living my passion set me free. I was flying.In 1982 a ballet injury
introduced me to the world of complex regional pain syndrome (CRPS). Overnight, my life was
taken from me, and for the first time fear became a part of my every moment. The fear was a
darkness closing in ever so rapidly, like I was being buried one shovelful at a time. Thirteen years
passed, during which I lacked a diagnosis and was repeatedly told it was all in my head.
Unrelenting, spreading pain caused the fire in my belly to flicker. I was falling.RSD brings all
whom it affects to that great fork in the road: fight or flight, stand or fall. I believe we each
possess the boldness to survive the great challenges of this disease and to harness “mighty
forces” that will help us make the world a better place. Further, we must all find the courage to
make unfamiliar choices for our own increased wellness and greater life purpose.I dug deep to
find the strength I never knew I had, and I committed to the scariest choice of all: staying—and
making a difference. I redirected my passion by founding a nonprofit to heighten RSD/CRPS
awareness, and I douse my fears on a daily basis. Once again, I am flying, but this time I’m using
a different set of wings.Within the pages of Positive Options for Complex Regional Pain
Syndrome you’ll find both the knowledge to make informed choices about conventional medical
treatments and the inspiration to approach alternative therapies that can complement traditional
Western protocols. Elena bravely explores the mind-body connection and passionately
articulates treating the whole person, detailing every option along the way. Her book promotes
the concept of being an active participant in your health care; as such, it is a compelling treatise
on reclaiming your life.It has been my privilege to get to know Elena and her special brand of
positive, fearless energy. Her genuine caring and compassion for the CRPS community
resonates deeply within me, and I reflect fondly upon the conversations we’ve had—often
speaking over one another with enthusiasm about the all-embracing, holistic approach of her
book. I admire and applaud her strength and vision to step away from the familiar trend, leaving
“safe” behind.I encourage each of us with CRPS, along with our loved ones and caregivers, to
follow Elena’s affirming example of stepping out of the box and taking strident actions to make
the world aware of CRPS, creating a tapestry of broader support and finer understanding of this
condition. Let us turn our backs on fear and approach each day with the courage to do the
impossible; that’s how hope stays alive and fires remain stoked.Be bold. With boldness, the
seemingly insurmountable and the defiantly inconceivable melt away to a tableau of new lands
charted, of sky-high mountains scaled.— Cynthia ToussaintFounder and spokesperson, For
Grace,and author, Battle for GraceAcknowledgmentsSo many thanks to Dr. Bleecker for
catching me right before I hit rock bottom, to Sheri for carrying me back up, to Sam for always
believing in me, and to Kim (wifie) for keeping me sane and encouraged (and well brushed!). To
Aunt Helen for her soothing talks, along with Uncle Phil and Jeremy for hosting a nurturing island
in New York. To Jennifer for her late-night chats, reminding me that I still had the power to be



funny. To Arpi for her companionship at such a difficult time, and to Dominique for her thoughtful
letters pushing me to think outside of my walls. To Jesse and Jessica for their open visiting
hours. And to the five Jacobs’ “Badonkadonks” for their amazing love and generosity: I have
made their friendships my own religion.I’m thankful to all the friends and family I feel I got to
know better through this experience—and to the strangers who offered so much random
kindness. I thank everyone in the RSD/pain community who has shared his or her knowledge
and stories with me, and the readers who have convinced me this past decade that this book
helped them. To Marci, Janelle, and Christine for helping make the Center for Occupational and
Environmental Neurology (COEN) a peaceful, welcoming place to come to, and to the folks at
Hand N Hand for making a big transition so seamless. To Hunter House, for giving this book a
chance and providing an excellent partner through Alex. Finally, to Mom, Dad, and Joel for
opening their doors and tolerating a temperamental adult daughter or stepdaughter in their
midst. To Dad for his extended company, endless diversions, and late-night mangoes. And to
Mom: Thanks for always letting me feel that someone understood every rainbow of pain and
emotion through every step, every moment. I love you.A lot has changed since I wrote the first
edition of this book. In this second edition, I’d like to thank my husband, Kristan, my “sherpa,”
who endures my sometimes bottomless expressions of frustration and grief when pain tests my
spirit; your humor at dark times is a treasure. I am also grateful to Navi Kaur for her research
assistance in this updated edition, and the overseas contributions of Rukmini Chatterjee. Finally,
my move to Washington, DC, a decade ago reaped many blessings beyond mobility and a new
career path: It led to a community of supportive old and new friends who have left a lifelong
impression of sweetness on these years of rebuilding my life; you know who you are, and I am
blessed to have you in it.Important NoteThe material in this book is intended to provide a review
of resources and information related to complex regional pain syndrome types 1 and 2 (formerly
called reflex sympathetic dystrophy and causalgia, respectively). Every effort has been made to
provide accurate and dependable information. However, professionals in the field may have
differing opinions, and change is always taking place. Any of the treatments described herein
should be undertaken only under the guidance of a licensed health-care practitioner. The author,
editors, and publishers cannot be held responsible for any error, omission, professional
disagreement, outdated material, or adverse outcomes that derive from use of any of the
treatments or information resources in this book, either in a program of self-care or under the
care of a licensed practitioner.IntroductionIf you’re holding this book open with your feet or a
bookstand because it hurts too much to use your hands, you’re in the right place.Maybe you’re in
a wheelchair because pain in your leg prevents you from walking. If so, stay right where you are,
and read on. You also belong here.For the rest of you: If you are awed or devastated by the fact
that burning pain has apparently commandeered the emotional life of your loved one and you
want to help, please join us.If you think you’re suffering alone with complex regional pain
syndrome (CRPS), I’m writing this book to prove otherwise. Even though the hypersensitized
nerve condition (historically known as reflex sympathetic dystrophy, or RSD) is considered



mysterious and underdiagnosed, it is now estimated that fifty thousand new cases appear in the
United States each year. Suspected to be a dysfunctional reaction to minor bodily trauma
ranging from a minor cut or sprained ankle to carpal tunnel surgery, it can happen to anyone at
any time. Most disastrously, the challenge within the medical community to ensure an accurate
diagnosis, deliver effective treatment, and have access to relevant research outcomes often
leaves patients completely lost as a cloud of debate rages around them—at the very moment
when they most need help.I am writing as a CRPS/RSD survivor rather than as a doctor. I have
conducted an extensive amount of research into CRPS, and in this book I have provided in-
depth information on the condition, its various features, and the range of methods available to
treat it. Because of the intense nature of CRPS pain, you will discover you have quite a few
things to learn about living with the condition after you’ve been diagnosed and have started your
medical treatment. Losing the carefree use of a hand, an arm, a leg, or more; monitoring the
minute-by-minute burning pain; and witnessing the effects of your condition on your family,
friends, career, and financial situation are burdens you must bear outside of the doctor’s office.
My aim in writing this book is to provide a guide for inspiration amid those challenges.My
Experience with CRPSOver the course of one year, I became an invalid with CRPS in both arms
and then was tenderly coaxed back into being an upright person who has learned to live with
and manage her condition. Throughout the ordeal, I was forced to leave my rising career at age
twenty-six, move back home with my parents, and watch a myriad of friends and family help me
do everything from showering to brushing my teeth. I found myself unable to concentrate, cook,
clean, comb my hair, or drive a car, and I spent many sleepless, frantic nights struggling to
maintain my cool as burning pain laid siege to my arms. By day, I scoured every available
resource for information on CRPS—and was terrified by the overwhelming clinical information
and abundant horror stories that I found in place of encouragement. By night, I surprised myself
by contemplating hand amputations or suicide to simply end the pain.To regain control over my
terrified and grieving self, I avoided sources of information on CRPS that reminded me
negatively of my mysterious disease, and instead reached elsewhere as well as inward for
ammunition with which to combat my moment-to-moment despair. I learned that one of the most
important things I could do was stay calm. I received extensive support throughout this process—
something that so few patients find amidst the blur of constant acute pain, compounding loss,
and labyrinthine debates with doctors and insurance carriers. Selected medical experts, family,
and close friends carried me through the experience with encouragement and faith. That’s not to
say that my first chance at diagnosis wasn’t overlooked at an internationally renowned U.S.
hospital, that I don’t have a number of negative medical office experiences to share, or that my
closest friends and family provided exactly the support I needed without struggle. Rather, I will
focus on what did work during this ordeal. For that, I am grateful.I found a neurologist and
occupational therapist who spent the time to explain to me the crucial interaction in CRPS
between mind, body, and spirit. Acupuncture and other complementary therapies greatly aided
my healing and pain management. I explored my own means of distracting and expanding my



mind and dug deep enough to find the sense of humor and playful spirit that I had all but
forgotten. I had to look at myself as someone forever changed, and—here’s the hard part—I had
to learn to be at peace with my new life paradigm, even if I also knew that better treatments for
CRPS always remain on the horizon. Otherwise, as much as I wanted to repeat “CRPS has
destroyed my life” over and over again, I would have been the one suffering from recycled anger
and grief by focusing on the negative.My journey to reclaim certain abilities from my former life
still continues, but the constant burning siege has stopped. With drug therapy, acupuncture,
occupational therapy, manual therapy, and lifestyle modifications, I’m in control of my body once
again. Since the time this book was originally published a decade ago, I had a relapse that
lasted seven months. Yet, my life is again active and back in my hands and has been a story of
remission for at least seven years: I re-entered the workforce years ago, eventually rebuilding my
career with the aid of assistive technology. I got married. I pursue selected hobbies in a limited
fashion, and I am carefully back in the gym. While my nervous system has since stabilized, I still
learn new clues every day about keeping a close, yet forgiving, dialogue with my body.Support Is
AvailableOne element held true throughout this entire experience: Support was available to me if
I knew where to look for it. And, boy, did I look! This is the knowledge I want to share with you. In
Positive Options for Complex Regional Pain Syndrome (CRPS) you’ll find a wealth of tips on how
to modify your lifestyle so you can better manage your condition and feel more empowered.
You’ll find two interviews with practitioners that offer insights that every patient should know.
You’ll find a discussion of complementary therapies that you can try out and customize for your
own treatment needs. You’ll find a list of “dynamite distractions” that can refresh your mind and
help you rediscover your light, creative, and silly sides for when you just need to take your mind
off the illness. You’ll find a chapter addressed to loved ones that provides advice and support to
them in their difficult roles as encouragers and caregivers. You’ll find information on how
everyone can help to increase CRPS/RSD awareness, and in the back of the book, you’ll find an
extensive list of resources that will help you begin to implement all of these suggestions.CRPS
can be an isolating condition, not only because so few people understand it, but also because
patients too often remain isolated from other patients’ triumphs. It’s important for you to know
that the possibility of recovering from your lowest place does exist. What better way to testify to
this fact than through the direct words of CRPS patients and survivors? Scattered throughout the
book, you’ll find encouraging stories of healing and learning from actual CRPS patients. The
contributors represent many ages, have suffered the gamut of symptoms, and have experienced
various degrees of improvement. All of them embody strength of will, an open mind, and
generosity in sharing their stories. Each contributor has embraced an individualized approach to
dealing with CRPS, and each one offers something that too few CRPS patients have easy
access to: real-life hope.You can keep this book on your nightstand as an inspirational pick-me-
up or use it as a reference guide to treatments and helpful products or services. Thumb through
the book for guidance in preparing to see a new doctor or explore the insights imparted by the
medical professionals interviewed within. Consider keeping the book open to certain pages



conveniently listing activities that can be gentle, accessible, and bring you instant gratification.
Mark some text that uniquely speaks to you about reframing your life situation, and read those
lines daily, if not hourly. If you’re a caregiver, review the chapter devoted to your unique
challenges and use it to find support for yourself. Whether you’re a CRPS patient or caregiver,
consider this book a nurturing companion that reminds you of the positive options available to
you and your family for dealing with the complex syndrome known as CRPS. Learning about
these options now can save you essential time by preventing you from having to discover them
at random later.Please be optimistic and believe that your life will get better. CRPS can go into
remission—or in many cases it can at least improve enough to be managed within a full and
vibrant life. Awareness of and research into this condition have improved in past years. The most
important things you can bring to the effort are a belief in your own rich spirit and
resourcefulness. Maintain affirmative thoughts; they can buffer your response to pain by
subduing the anxiety that only further excites your nervous system. Learn what triggers a flare-
up of your illness and have faith in your ability to intercept and break this excruciating cycle. With
practice, you can regain more control. Doing so, however, will take time. And patience. It is all
about baby steps. So let’s take our first few.1What Is CRPS?CRPS is … gritting my teeth as I feel
the excruciating crunch of every water droplet between my burning fingers after struggling
through a shower. CRPS is … suffering the humiliation of waiting all day until someone ties my
shoes and opens the front door for me. CRPS is … deadly cold hands that cannot bear the
touch of a soothing hand to warm them. CRPS is … anxiety, fear, and frustration, alienation,
desperation, and immense loss. It is navigating a medical community that is insufficiently
informed and regularly fails at diagnosing this serious pain condition, thus endangering patients
suffering with it.But wait: There is also good news. CRPS also involves being detected and
embraced by the certain dedicated health professionals who slowly educated and nursed me
back to life. And finally, CRPS involves healing.This has been my experience, with full
knowledge that each person’s story is a unique shape in the CRPS mosaic. Yet for all the many
ways that CRPS assaults its sufferers, so too is there a way to heal various facets of your life that
have been turned upside down by this mysterious and complex condition. CRPS experts have
confirmed that the most comprehensive treatment of CRPS must integrate psychological
support with medical and complementary care for optimal results. As a result, the therapeutic
directions you can take in CRPS management are plentiful.This book offers restorative methods
for the newly diagnosed and the old-timer alike. Whether it be a new treatment, an adaptation in
daily activity, a daring practice in comforting your soul, a deeper level of understanding between
you and your loved ones, a blissful distraction, or a different way of looking at yourself, you’ll find
them all here. When the same old bursts of burning pain still shock and surprise you, or
panicked doubts and questions rage through your mind in the middle of the night, you can reach
for this book as an inspirational reminder of therapeutic tricks—or a source of new learning. As
you embark on your own search for information about your condition, I offer this book as a
companion to your life and your personal episode with CRPS.The first step in making peace with



CRPS is to understand it. Though a simple feat in the case of many diseases, knowing how and
why your pain occurs in CRPS presents unique challenges to you and your doctor. Even the
name can be a source of confusion: Since 1993 complex regional pain syndrome (type 1) has
been the descriptive new name for what was previously known as (and sometimes still is) reflex
sympathetic dystrophy (RSD). In other parts of the world, different names for this same condition
exist: posttraumatic dystrophy, algodystrophy, minor causalgia, algoneurodystrophy, shoulder-
hand syndrome, and Sudeck’s atrophy. Complex regional pain syndrome (type 2), which is far
less common and involves a major precipitating nerve trauma, has been previously known as
causalgia; however, despite this distinction in causation, CRPS type 1 and 2 symptoms and
general treatment responses evidently tend to be the same. To be most inclusive of both the old
and the new medical terminology, I will use CRPS within this book, but I occasionally include the
old name, if appropriate; for example, major advocacy organizations have retained their
traditional names for the disorder.A phenomenon that existed well before it was named, CRPS is
a debilitating, multisystem condition characterized by severe burning pain, pathological changes
in bone and skin, excessive sweating, tissue swelling, and extreme sensitivity to touch. In
roughly 65 percent of CRPS cases, a mere soft-tissue injury, such as a sprained ankle,
progresses into the condition. Fractures, surgeries, spinal cord disorders, injections, infections,
and repetitive strain injuries, such as carpal tunnel syndrome, also can precipitate CRPS. Eight
percent of people with a Colles fracture develop CRPS, and upper extremities are twice as likely
to be affected as lower limbs. It is estimated that 2 to 5 percent of injuries affecting peripheral
nerves can develop into CRPS, and 12 to 20 percent of individuals paralyzed on one side of the
body develop the condition. In some cases, a particular cause of CRPS is never found; in others,
the condition developed in response to something as minor as a spider bite or a needle stick. It
is estimated that fifty-thousand new CRPS (type 1) cases occur annually in the United States,
and a Dutch population study suggested that 40.4 females and 11. 9 males develop the
condition among 100,000 person-years at risk.Features of CRPSCRPS symptoms can manifest
themselves in many different forms, but the signature feature—and heartbreak—of CRPS is
severe, unrelenting pain that far exceeds the expected discomfort of the initial injury. The pain
can be deep, burning, and constant, spreading beyond the area of injury. Sharp jabs of pain
(paroxysmal disesthesias and lancinating pains), aching pain, electrical sensations, and small
muscle spasms can also plague the affected region. Additionally, a condition called allodynia
can commonly occur, which makes any stimulation of the affected area an agonizing
experience, even if it is a light breeze or soft touch that normally would not cause any pain at
all.While an individual can develop CRPS anywhere in the body, it usually begins in one or more
extremities, initially distributing itself along the hand or foot in what is called a “glove and
stocking” pattern. Uniquely affecting the nerves, skin, blood vessels, bones, and muscles, the
condition presents overlapping stages of severity and progresses at a different pace in each
person. At its onset, the skin of the affected regions can first become warm and shiny, swollen,
and reveal a reddish, bluish, or mottled white color. Sweating abnormalities can also take place,



usually in the form of hyperhidrosis, or increased sweating. Joints can become stiff, limiting
movement and causing muscle atrophy and further pain.Why do these particular changes
occur? Doctors and researchers are still in the process of pinpointing and agreeing upon exactly
why, but they do know that a dysfunction in the body’s natural healing process is taking place.
Normally, when body tissue is injured, it releases chemicals called cytokines, which both initiate
the nerve transmission of warning pain signals and attract restorative blood and tissue cells to
the damaged area. Fluid also leaks from the damaged blood vessels, causing swelling, or
edema, if the veins are unable to remove the excess liquid. As blood cleanses and pumps
through the injured tissue, the tissue normally heals and edema disappears. However, with
CRPS, an interruption in this natural process prevents healing, often causing constant
inflammation. A disruption in normal circulation occurs as well, further obstructing healing by
causing dilation of arteries, which leads to more fluid leakage into affected tissues.Meanwhile,
contraction of blood vessels, or vasoconstriction, also occurs intermittently, leaving veins unable
to remove unhealthy nonprotein fluid from tissues. As a result, swelling continues much longer
than normal and progressively causes stiffness and limited mobility in an ever-perpetuating loop.
This downward spiral constantly irritates pain-causing nerve endings, or nociceptors, which
makes it increasingly painful for patients to move the affected area.CRPS’s interference with
circulation via autonomic dysregulation can cause the extremities to feel chronically cold or hot,
causing some cases to be termed “cold CRPS” or “hot CRPS.” Additionally, if blood vessels
become constricted, skin discoloration can occur, and skin, tendons, ligaments, and bones may
fail to receive their proper nutrients. The skin can become cold and blue, and nails can begin to
grow at an accelerated rate. Despite wishful thinking, the pain of this condition does not simply
burn itself out over time without treatment.Advanced CRPSTraditionally, experts have broken the
syndrome into three or four stages of progression, with most patients never progressing to stage
four. However, since symptoms can be found in various stages, and because what we know
about the disease is still changing, these stages are not clearly defined and merely serve as
fluid guidelines for doctors. (For example, CRPS in my hands never showed remarkable
swelling; instead, my hands directly entered a cold, sweating state with burning, perfuse
allodynia and early contractures.) It is often found, however, that if CRPS progresses or
continues untreated, the pain and limited mobility of joints intensifies, and ligaments and
tendons can contract. Osteoporosis can occur and becomes diffuse in affected bones. As
affected muscles waste away, continued inactivity of the involved limb or region perpetuates the
hypersensitivity and pain of CRPS. Other complications of advanced and chronic CRPS can
include systemic effects, from memory disturbances and motor impairment, to dermatological,
urological, gastrointestinal, adrenal, cardiac, and respiratory involvement.Patients may not
experience the symptoms in the same order or pattern, and not all patients experience all of the
symptoms. For an overview on these evolving stages, visit ; the site continues to be updated.
Remember: Although CRPS can be a progressive disorder, it does not advance in all cases. The
key to a positive prognosis is prompt diagnosis and treatment.What Causes CRPS?Theories



about CRPS and its origins continue to evolve. Originally CRPS was believed to be the result of
a dysfunction of the sympathetic nervous system, which is the system in charge of regulating
body temperature, sensory reception, pulse, respiration, blood pressure (dilation and
constriction of blood vessels), and the part of the immune system that stabilizes inflammation.
The sympathetic nervous system is composed of the nerves that control the autonomic or “self-
ruling” body functions—those over which you do not have voluntary control. On many fronts, the
sympathetic nervous system’s role in CRPS makes sense to doctors, as it controls the start and
stop of the fight-or-flight survival response you have in response to any emergency, including
injuries and pain. The original name for CRPS type 1, reflex sympathetic dystrophy, reflected this
theory.However, evidence shows that pain in CRPS is not always sympathetically maintained; in
other words, patients can experience pain that is independent of the sympathetic nervous
system. More recently, CRPS has been recognized as a disease of the broader central nervous
system. Studies have shown that in the brain’s somatosensory cortex, the area corresponding to
a patient’s affected limb actually shrinks; this gray matter shrinkage correlates to pain and
duration changes in CRPS patients. The cause and chronic nature of CRPS may be blamed on
the interrelated dysfunction of both the nervous system and the immune system. Evidence that
the condition can become “imprinted” in the central nervous system can be shown through
symptoms such as physiological tremor, which is caused by central changes in approximately
50 percent of patients.Certain receptor sites on nerves in the spinal cord—the ones that process
and transmit pain information to the brain—can become chronically overstimulated. After an
initial traumatic injury, such chronic overstimulation can lead to CRPS. Think of it in terms of how
you try to remember something. You keep repeating the information until your brain cells finally
“get it” and memorize the lesson. Certain cells in the spinal cord also seem to have an ability to
remember certain types of stimulation. It may be a very crude form of memory, but nevertheless,
it is a form of memory. In CRPS, your reaction to pain, experience of pain, response to external
danger, and ability to heal tissue damage and maintain a functional balance among systems are
all compromised, throwing off the complex system of checks and balances that your body
normally maintains. The result is pain, which in itself causes more pain by the havoc it wreaks on
your nervous and immune systems. Set rolling in a constantly reactive state, the sympathetic
and central nervous systems are left abnormally excited or sensitive, their neurons spastically
firing pain signals at the smallest stimulation—or even without any stimulation at all.This loss of
equilibrium, or loss of homeostasis, is not only physical. Also affected is the limbic system, the
part of the central nervous system that resides in the cerebral cortex of the brain and largely
governs emotions, pleasure, and pain cognition. It is responsible for producing endorphins,
hormones that provide feelings of euphoria and pain relief, and enhance sleep. Within the cycle
of constant neuropathic pain, inflammation in the limbic system causes intense anxiety,
agitation, insomnia, depression, memory disturbances, poor concentration, and sometimes
panic attacks in a majority of CRPS patients. Recent theories suggest that the effects of this
pattern over time can actually become permanently set in the brain and, in addition to changes



in the spinal cord, account for the various other physical and mental complications that CRPS
patients can experience. Research continues to examine the autonomic dysfunction, neurogenic
inflammation, and neuroplastic central nervous system changes that all play a part in the
condition’s pathophysiology.The CRPS CycleAlthough the specific, comprehensive mechanisms
of CRPS are still being delineated, the simplified diagram in Figure 1 represents a very basic
spiral of hyperexcitability and pain that can start to help you to picture the dysfunction.FIGURE 1.
The CRPS cycle. A) Injury to arm and hands starts the cycle; B) original injury initiates a pain
impulse carried by sensory nerves to the central nervous system; C) the pain impulse in turn
triggers an impulse in the sympathetic nervous system that returns to the original site of injury;
D) the sympathetic impulse triggers the inflammatory response causing the vessel to spasm,
leading to swelling and increased pain; E) resulting condition with burning extremity pain, red
mottling of the skin; F) the pain triggers another response, establishing a cycle of pain and
swelling.Understanding this loss of internal homeostasis will help you imagine the range and
methods of treatments used to treat your condition, and the theories behind the treatments will
help you understand how you can enhance your own treatment.Why You?Why these
dysfunctions originally take place is still largely unknown. There are, however, some suspected
reasons for why one person develops CRPS and another person doesn’t. Some experts suggest
that instigators can include the disuse of an affected body part for an extended time (e.g., cast,
brace, bed rest, or overprotection) or the repetitive application of ice to an injury, interfering with
circulation to that area. The chance of developing CRPS may increase with hereditary factors,
with family history of CRPS showing more involvement of multiple affected limbs than sporadic
cases. While a notable family history showed in 6 to 15 percent of cases in some studies, the
inheritance pattern is not yet clear, or may involve interactions among multiple genes. Females
between the ages of forty and sixty develop the condition most frequently. In fact, between two
thirds and three quarters of adult CRPS patients are women; even 90 percent of reported
pediatric cases involve eight- to sixteen-year-old girls.Certain surgeries or injuries may create
higher risks for CRPS development as well, such as back and arthroscopic knee surgery.
Invasive procedures to treat nerve entrapments such as carpal tunnel syndrome, tarsal tunnel
syndrome, or thoracic outlet syndrome can also aggravate already existing inflammation and
nerve pain, inviting CRPS to develop. In a study of CRPS patients with a fractured bone, intra-
articular fractures, ankle fractures, and dislocations were the most frequent culprits. Blast
injuries seen in wartime can also pose a risk; during the years of U.S. engagement in Iraq and
Afghanistan, hundreds of new CRPS cases were reported to the U.S. Department of Veterans
Affairs. Some say that having extra stress in your life at the time of initial injury can also be a risk
factor.Hopefully, with increased awareness of CRPS, those with injuries or those undergoing
procedures with higher risk of developing CRPS can be more carefully treated to prevent or
minimize the syndrome in the future. Under the care of informed medical professionals, early
mobilization of the extremities after an injury or stroke could aid prevention. Additional
prophylactic measures, such as the administration of vitamin C to prevent toxic radical damage



after a fracture, have shown promise. In one such study of 127 wrist-fracture patients, the
incidence of CRPS was reduced to 7 percent of the patients receiving 500 milligrams (mg) of
vitamin C daily, as opposed to 22 percent in patients receiving a placebo.In addition, increased
awareness in the medical community can also reduce the spread of CRPS in diagnosed patients
who must undergo additional surgeries. Receiving a nerve block in the affected area during
surgery can help, as can adding ketamine to the anesthesia of some CRPS patients undergoing
surgeries. In one study of patients in remission who had to undergo surgery on their originally
affected arm, IV regional anesthesia with combined lidocaine and clonidine made an
extraordinary impact on reducing the recurrence of CRPS in that arm.DiagnosisEarly diagnosis
is crucial in providing the most optimal outcome for CRPS recovery. Yet because there is no
single external test for CRPS, diagnosis remains a sticky subject for patients, doctors, and
insurance carriers. A doctor’s clinical diagnosis is key to effective RSD/CRPS intervention.
Unfortunately, many doctors remain unaware of CRPS or simply do not consider it until patients
have passed through months or even years of excruciating pain and damage. Sometimes, CRPS
is mistakenly diagnosed as thrombo-embolistic disease or a rheumatic disease. (I, personally,
was sent to a rheumatologist who could not explain why I suddenly felt like my palms were on
fire.) It is not unusual for patients to have visited numerous doctors before being diagnosed and
to have been accused of imagining the pain before the severity of the condition is realized. Such
experiences add to the toxic role stress plays in a patient’s snowballing pain. To find out how you
can help change this situation, read Chapter 9 for a discussion of several simple ways you can
encourage awareness of CRPS in the medical community and among the general
population.Diagnostic TestsA promising and sensitive diagnostic tool is thermal imaging, or
infrared thermography. Thermal imaging painlessly provides a picture of the temperature(s) of
different parts of the body. Often used to check for vascular insufficiency or pulled muscles, the
test can identify “hot” CRPS regions and “cold” CRPS regions by revealing heat differentials.
Skin temperature asymmetries between the affected and opposite limb of roughly around 36°
Fahrenheit (2° Celsius), combined with patient history and symptoms, provide reliable data for a
clinician to make a diagnosis. In cases that are more difficult to identify, an autonomic stress test
is sometimes performed. This test might require that you step into a bucket of cold water while
the temperature of both hands is monitored by thermal imaging. If one hand turns cold (as
expected) and the other becomes hotter, the degree of difference in temperature is revealed and
offers clues to the dysfunction of your autonomic nervous system. Once treatment starts,
thermal imaging can also track your progress.Imaging equipment is expensive, and doctors
must complete an extensive training course in order to be properly certified to use it. These
factors significantly limit the widespread use of thermal imaging. In addition, some doctors
dismiss the validity of the thermography test. However, many workers’ compensation policies
and private insurance carriers pay for the test to be conducted. Its benefits are obvious not only
for patients and doctors but also for insurance purposes, because the test can show if a patient
is indeed exaggerating his or her pain.Drawbacks still exist, however. Thermography can reveal



reduced blood flow to an area, but it’s important to note that peripheral nerve entrapments can
cause similar vascular insufficiency. To track down a professional who is qualified to conduct the
test, check with the American Academy of Medical Infrared Imaging (see the Resources
section). The doctor does not have to be the same doctor with whom you pursue
treatment.Doctors may resort to other various tools, such as bone scans or a positive response
to a sympathetic nerve block treatment, to confirm the presence of CRPS. Unfortunately, not
every patient’s bone scan reveals bone wasting; a patient must usually enter a more advanced
stage of CRPS damage in order to reveal evidence of bone wasting. Additionally, treating a
patient by using sympathetic nerve blocks in order to retroactively diagnose and prove that she
has the condition is often a less-than-satisfactory protocol for doctors. Moreover, not every case
of CRPS features sympathetically maintained pain, so not every CRPS patient responds to such
treatment.Doctors might also use other tests, such as nerve conduction studies, magnetic
resonance imaging (MRI), X rays, and electromyography (EMG), to investigate other sources of
pain. However, it is important to note that conditions revealed by such tests, such as carpal
tunnel syndrome, can in fact develop into CRPS and can coexist with CRPS. (I personally
developed CRPS as a result of a poorly treated repetitive strain injury in my wrist.) This leaves a
major challenge for the medical community, once a diagnosis is made: integratively managing
CRPS and comorbid conditions.Clinical DiagnosisA doctor’s hands-on clinical skills must be
relied on to piece together an accurate diagnosis, paying careful attention to a patient’s history
leading up to the pain. Time is of the essence. While it is important to rule out other potential
conditions and ensure a different diagnosis from radiculopathy or nerve entrapments, full
attention should be paid to the symptoms at hand. In addition to listening to the patient’s story
and examining the area affected, a simple test that a doctor can conduct during clinical
evaluation is called the Hendler alcohol drop and swipe test. This test involves testing the
patient’s thermal and mechanical allodynia by evaluating his or her response to the sensation of
cold alcohol on the skin (thermal) and of a cotton swab stroking the skin
(mechanical).Diagnostic CriteriaDue to the hard work of activists, the Social Security
Administration passed official diagnostic criteria for recognizing CRPS in October 2003.
Symptoms considered for a diagnosis include pain (severe, burning, constant, deep, sharp,
shooting, electrical, or crushing) that is well beyond what is normal for the inciting event, that
impairs mobility, and that occurs along with one or more of the following:♦ autonomic instability,
seen in the form of skin changes (dry, shiny, scaly; mottled, red, or blue; coarse hair growth or
thin ning; faster or slower nail growth; excessive or decreased sweating; heightened warmth or
coolness)♦ swelling (pitted or hard)♦ movement disorders (diminished mobility; stiffness,
spasms, tremors; dystonia, as in drawing up of the hands or toes)♦ osteoporosis♦ spreading of
symptoms (traveling up the extremity, to the opposite limb, or elsewhere)It is important to
remember that not every CRPS patient will reveal all the “classic” symptoms. For example, I did
not experience any swelling whatsoever. Furthermore, while the sweating and scaliness in my
hands resolved within months, a drawing up of my fingers into what I called “monkey hand”



came on slowly and persisted intermittently for two years.Ultimately a doctor may make a
diagnosis of one of the following:♦ CRPS type 1, formerly known as RSD, which involves minor
trauma or injury♦ CRPS type 2, formally known as causalgia, which involves injury to a major
nerve (as in gunshot or shrapnel injuries)Essentially, symptoms and treatment overlap for both
types of CRPS.In 2007 the International Association for the Study of Pain (IASP) released
updated diagnostic criteria for RSD/CRPS. Unfortunately some debate surrounds its lack of
specificity and its propensity to lead to overdiagnosis.Brenda’s story highlights some of the
challenges a patient can face when trying to get an accurate diagnosis for this confounding
syndrome.Brenda’s StoryTwenty-four hours after bunion surgery, I had symptoms of CRPS. I
experienced constant burning pain from my ankle to the back of my knee for six weeks, then it
began to move up my leg. All the skin peeled off my left foot. I had stiff joints (which I thought
were due to my not moving around enough), severe spasms in my foot lasting maybe fifteen to
thirty seconds, and “Charlie horse” cramps. I couldn’t sleep well at night. Maybe I’d sleep for
three hours and then I’d have to take painkillers, and then it would take another hour to get back
to sleep. This got even worse as time went on. Then a new symptom set in that I didn’t recognize
—I could feel the line of the nerve all the way up to my hip. Six weeks after surgery, on a bright
morning in January 2001, I woke up with the burning pain on one side of my face! Within two
weeks, it covered 90 percent of my body.I was started on aggressive physical therapy three
weeks post-op. My primary doctor thought it was only tendonitis; however, I later saw the
physical therapist’s notes, which clearly stated “early RSD.” My doctor never acknowledged this
opinion. I’ve worked in the medical field myself, so I want to tell everyone who thinks they have
RSD that they need to recognize there are different viewpoints about the syndrome, just like
there are for fibromyalgia and other conditions. My MD would not refer me willingly to a pain-
management doctor, but she did refer me quickly to a rehabilitation MD. He confirmed the
diagnosis of RSD. I was also eventually referred to a neurologist.I kept a journal of my symptoms
for the first four months because my sister, who is in the medical field, suggested it might help
my doctors narrow down what my problem was. The spreading of pain from the original areas
continued for six weeks. It covered all of my body except my right hand, and in some parts it
seemed to be more comprehensive than in others. For one week, the only comfortable position
for me was standing. I experienced swelling that felt like a band around my chest, severe
headaches, and sensitivity to sound—such that I could not have music on, and even the turn
signal in the car was too loud. During the day, I frequently had stabbing pains throughout my leg,
foot, and pelvis.From July to November 2002 the neurologist told me that there was “no such
thing as RSD or CRPS.” I told him he could call it anything he wanted, “just don’t call me crazy.”
He wanted to call it neuralgia, unspecified. He suspected multiple sclerosis (MS), but he had to
rule out a host of other things. It was a very long four months before the results of the spinal tests
were in. Honestly, I believe the only way I lasted four months believing I could have both CRPS
and MS was by holding on to my faith in God and my belief that He would see me through.I went
to the Cleveland Clinic for a second opinion. The staff felt they could easily rule out MS.



Meanwhile, my neurologist felt I was jumping into hot water by “looking” for this diagnosis. He
would have rather listed me as “ruled out MS” for years than to diagnose me with RSD/
CRPS.I’ve had RSD now for twenty-one months and probably have been in “remission” since
May 2003. However, I define remission as simply having my condition controlled by medications.
So it all depends on how you define remission!Looking back, I can offer the following advice to
others: I minimized how much pain I was in. If you can’t sleep more than four hours at a time, the
doctor needs to prescribe something else—perhaps not a pain med, but definitely a sleep med
at night. Also, when you’re getting referred to a specialist, ask your primary doctor to have his or
her office call to make an appointment for you ASAP; otherwise it can take a long time. There
was a two-month wait to get in to see my pain-management specialist! If your doctor won’t help,
then drive to the next city to get help sooner.I don’t think neurologists are trained in the same
way as pain-management doctors are. Just recognize that their training is different and try to not
let them frustrate you. I have heard of only one case that was originally considered RSD that
turned out to be MS. MS can be very painful, and some cases can be very similar to RSD, but
MS usually isn’t related to an injury, and it usually doesn’t have a sudden onset like RSD/CRPS.
The neurologist will prescribe the testing you may need to rule out some things, so be polite but
don’t negate your own experiences. Finding a DoctorAs Brenda’s story shows, “CRPS/RSD
experts” run the gamut in medical disciplines, from anesthesiologists to neurologists to
orthopedic surgeons, and so on. As a result, more than one particular type of doctor can
demonstrate an interest and willingness to serve as your advocate. Various professionals, for
reasons of personal experience or by chance of clinical contact with many CRPS patients, have
developed significant experience in identifying and working with CRPS patients through the long
haul. If the most renowned orthopedic surgeon in your area does not treat you and your case
with respect, it is okay to seek a second opinion—or a third—until you find someone who is
ready to address your pain. In my experience, if an orthopedist fails to offer insights, try a
neurologist or a pain management specialist in your area. People are out there who are familiar
with the type of symptoms you are describing! Call the office and ask if the doctors have treated
RSD/ CRPS; it is worth seeking them out. Moreover, another type of doctor—such as a
physiatrist (who specializes in physical rehabilitation)—might be well suited to help you integrate
rehabilitative care and adapt to a new lifestyle once your initial treatment is on track.An excellent
way to guide your search is to find a practitioner who is certified in pain medicine or pain
management/anesthesiology. These are professionals (such as neurologists and
anesthesiologists) officially certified by the American Board of Pain Medicine after significant
additional training (not just occasional courses or seminars). They can serve as your primary
health-care provider or serve as a close counselor to another professional treating you.In
addition to asking around about someone who your friends, family, or colleagues recommend for
addressing pain, you can check with your local chapter of the American Academy of Pain
Medicine, American Pain Society, or American Chronic Pain Association. Is your doctor a
member of the International Association for the Study of Pain? Your state or county medical



society and the American Board of Medical Specialties can verify a doctor’s credentials. Also,
you can check the following websites for specific doctor listings in your area—some including
patient feedback.The Reflex Sympathetic Dystrophy Syndrome Association of America is a
resource for patients seeking experienced pain doctors in their state. Finally, another alternative
is to check online for a doctor who has published papers on your symptoms or on CRPS. Since
this doctor has demonstrated a passion for studying the condition, she or he may be someone
who can help you or who can recommend a colleague in your area.You and Your DoctorIt cannot
be emphasized enough how important the doctor-patient relationship is in managing and
potentially healing CRPS. Your doctor’s willingness to listen and, if necessary, to research and
learn more about treating you is critically important. Your doctor needs to be willing in advance to
create and discuss a strategy of options, or a treatment protocol, to serve specific goals;
realizing that your doctor is haphazardly choosing random treatments can detrimentally increase
anxiety about your future and your doctor’s competence.Ask your doctor what portion of his
practice is devoted to chronic pain patients, what treatment options he is willing to explore with
pain patients, and if he is a member of any pain-management association. What is her
philosophy towards CRPS pain management? What about complementary treatment? Does she
attend and participate in pain conferences?You need to feel a rapport with your doctor and to
sense that he or she trusts and believes you. This mutual trust can be one of the strongest links
in your treatment. Finally, if you have just been diagnosed with CRPS, your doctor needs to be
frequently available to you, at least in the beginning, as time is of the essence in intensively
treating the condition. Find out how long it would take to get an appointment in an emergency
and also find out what your doctor does in case of after-hours emergencies. For more
information on locating a doctor, check the Resources section in the back of the book. Partners
Against Pain offers downloadable resources for tracking and discussing your pain with your
doctor: .Some CRPS patients do manage their own treatment, rather than relying on a single
doctor as case manager. It can be a frustrating reality best faced by learning as much as
possible about the condition and fearlessly pursuing the resources out there. Gather your
advocates and your experts, depending on what underlying injury or procedure may have
initially sparked the CRPS. For Kathleen, although she initially searched for a doctor who could
oversee her care, being forced to manage her own recovery turned out to have hidden
benefits.Kathleen’s StoryTwo years ago I was hobbling about my workplace a month following
routine foot surgery. My colleagues shared my distress about the ice-cold feel and blue color of
my foot as well as my ankle that was swollen to the size of my knee. The pain felt like a thousand
tiny paper cuts, awash with ammonia and reopening with every step. Tears would come and go
at work as I was distracted by the relentless, burning pain. Sleep was elusive, and shopping,
cooking, and cleaning for my eight- and ten-year-olds was exhausting. I felt like the choo-choo
with square wheels on the Island of Misfit Toys who didn’t hope for round wheels but only that
Santa would find a child who would want it. I also found it hard to imagine my foot would roll
smoothly again. It was enough just to endure another day.
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Desert Summer, “Stay Postive, Believe You Are Stronger!!. I have had Full-Body (arms, legs too)
RSD/CRPS for 30 years now. I look just like everyone else except for the red and purple coloring
of my palms and feet. I do not use a cane or wheelchair and I don’t talk about it much. I am in
Ca.and have the worst doctors but I did see a Specialist for awhile. I am on lots of meds for the 7
diseases that I’ve also gotten including depression. So, I tried to give up and die but it didn’t
work! I had to keep living and doing all the things that people do like having to clean, cook,
exercise and have the best life I can! I love this book because you need to know what’s going on,
then you can use ‘The Power Of Positive Thinking!’ If you want to feel better, it really helps. If
someone would have said this to me two years ago, I would have slugged them! But it’s TRUE!! I
also use to go into online support groups and I was just wallowing in my suffering, you know? I
know that works for some, but not me. I wake up each morning saying, “I Am Happy, Healthy and
Strong!” And I say this to myself through out my day. I don’t like to read about this disease
anymore, but It’s good to be smart and read about it at the time you are diagnosed. Also, read
about the more up to date books too, then YOU NEED TO BELIEVE YOU CAN BEAT THIS! I’ve
come a long way and I’m grateful for every beautiful day! We can beat this-we created it and we
can stop it. I know some people aren’t ready to hear this but it’s true and no one deserves this
and I’m sorry to hear other reviewers’ stories. I don’t want to feel sick and tired anymore and
Meditation and Hypnosis has been really great, the apps are available for guided meditation in
‘The App Store.’ Plus eating right, supplements, sleep and excercising will help you so so much!
I know it’s hard to get motivated when you don’t feel good! I do know, it’s so hard and it took me
so long but I’m going to fight like hell. I hope this helps at least one person then I’ll be very
happy! Take Care...”

Nancy Kurtz, “yes boogie again like I use to. I have had CRPS for 29 years. During that time it
has spread throughout my entire body, both legs, both arms, neck and face. When I was first
diagnosed the disease was called Reflex Sympathetic Dystrophy (RSD). It took 1 full year to
diagnosis and that is why it spread. I live each day in pain but with HOPE that research will
someday remedy this disease. My daughter also has CRPS. The biggest problem, in my
opinion and experience, is ignorance by the medical community and general public. I have been
called crazy, treated as if I as imaging the pain-even in pain clinics, by neurologists, PT, OT etc.
There are so few specialists and very, very, very... few doctors interested in learning or knowing
about CRPS. (I was told CRPS is mentioned in first year medical school briefly for a couple of
hours and that is all.) For those who have it or have a family member or friend who have it get
them involved with RSDSA Foundation located in Philadelphia PA - there is a hospital which
does research there. I am in California and there is few doctors here who are experts. I do PT
and OT, I take lots of medication. I still walk with a walker but use a wheelchair in public. I fall
frequently even with a walker. I am also a RARE case, please believe me. But I have HOPE and



GOD on my side and if there is a miracle and a cure is found for this disease I will dance, yes
boogie again like I use to!”

Bellbottomgal, “I WOULD BUY THIS BOOK AT ANY PRICE! IT CHANGED MY LIFE!. I must
give this book 5 stars!! I have had CRPS for 2 years now and NOTHING else has given me so
much hope and positive "vibes". I would literally sit and cry knowing that my chances of
overcoming this disease were Slim to None (& Slim just left...) and I became a statistic that I
once read online about and was no longer a productive part of society; nor did I attemt to reach
any part of my potential. After reading this book and being given the fact that how you react to
the pain is a large part of your health not only concerning CRPS but other aspects of your health,
(depression, heart condition and the list goes on and on) I realized just how much of my brain
plays an affect on CRPS. This book has changed my whole outlook and therefore has changed
my life with CRPS. Yes, I have pain daily, yes it can be excruciating but I DO NOT HAVE TO LET
CRPS DEFINE ME!! I have used the mindfulness techniques offered in this book and I still do
them! Our minds are such powerful weapons against this awful disease. If you are willing (even
when you think or you feel you aren't able ) to give this book a chance and begin it with hope and
an open mind, I believe, because I am a positive result of this book, that you can benefit! Our
world is full of negativity, negative people, negative situations, negative daily events worldwide
and being negative is so easy to become...so why not try finding the positive??? It is a challenge
but have faith in yourself, have faith in those you care for etc. This book is worth so much more
than the dollar value put on it. I wish all others the same success with or without this book. You
have the most powerful tool against this disease. It is YOUR brain, not a physician's brain that is
going to make the difference!”

Christine M., “Fantastic Resource to feel connected to others with the disease. I’m still reading
but this is definitely one of the better books I’ve read about CRPS. As a sufferer myself, the
author clearly knows what she’s talking about and understands why staying positive is so
important!”

Morgan Sorenson, “Helpful. I have CRPS and was looking for a book that could give me more
information. There is a lot of good stuff in this book .It doesn't have the most current information
(since things change every day), but it did provide me with some great pointers.”

Monica, “Easy and fast read. I liked the doctor interviews; there are a few patient stories, but it’s
mostly about positive distractions and coping skills. I wish it would have been heavier on the
research and treatment side. No typos-easy and fast read”

Sherri Morris, “Must have this book!. This book is a MUST HAVE for CRPS patients, their
families, and perhaps a gift for the primary care physician less familiar with this difficult condition.
Would love updated URLs, as some are inactive, however, that is NOT a deal breaker. Helps to



know where to look for support, and this book is tremendously informative, encouraging, &
hopeful.”

Debra S., “Very informative. This book is mostly helpful. Although doom and gloom are
emphasized quite often. Good resource section.”

Scorpio939, “Great to help you move forward. The only reason I haven't given this book full
marks is that it is written by an American author and, from my experience, we just do not have
the diagnostic capabilities in the UK nor the treatment and support services for living with the
condition that they have in the USA. What it has made me realise is that I am not alone and can
do things in my own right to help myself, which I have started to do and have seen improvement
already in the movement in my right foot.”

J. A. Laidler, “i suffered this condition for a few short months. .... i suffered this condition for a few
short months.i would have suffered longer, had it not been for reading this book.if you know
anyone suffering - buy them this book.”

Ebook Tops Reader, “Five Stars. love this book has really helped me”

Sylvia S, “Great Resource. I was diagnosed with CRPS six months ago after complications from
surgery. Although I am only part way through the book, it is great so far with lots of suggestions,
tips, and even just empathy which is so hard to find with this condition. It gives me some hope for
the future!”

The book by Elena Juris has a rating of  5 out of 4.4. 114 people have provided feedback.
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