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This publication contains the opinions and ideas of its author. It is intended to provide helpful and informative material on the subjects addressed in the publication. It is sold with the understanding that the author and publisher are not engaged in rendering medical, health, or any other kind of personal professional services in the book. The reader should consult with his or her medical, health or other competent professional before adopting any of the suggestions in this book or drawing inferences from it.

The author, publisher, and proprietor specifically disclaim all responsibility for any liability, loss or risk, personal or otherwise, which is incurred as a consequence, directly or indirectly, of the use and application of any of the contents of this book.

[image: image]

FIRESIDE

Rockefeller Center

1230 Avenue of the Americas

New York, NY 10020

Copyright © 2005 by Elliot J. Krane and Lynn Sonberg

All rights reserved, including the right of reproduction in whole or in part in any form.

FIRESIDE and colophon are registered trademarks of Simon & Schuster, Inc.

Library of Congress Cataloging-in-Publication Data Control Number: 2004058955

ISBN-13: 978-1-4165-9209-9

ISBN-10: 1-4165-9209-1

Visit us on the World Wide Web:

http://www.SimonSays.com






Introduction

One night when my son Zach was four, I came home from a late night meeting at the hospital, and my wife told me Zach had hurt his elbow in the playground that day. I went to his bedroom to see him and give my sleeping son a kiss before I went to bed, and in a glance I could see his elbow was broken. My heart sank. My perfect little boy was now broken, and I could imagine the pain he experienced and would experience for several more days.

In Zach’s case, as upset as I was by his injury and suffering, I knew that in a few days it would be over and his bones would heal strongly and painlessly. But the overwhelming feelings that I felt, and that any parent would experience in a similar circumstance, pale in comparison to the unending feelings of grief, loss, frustration, depression, and hopelessness that parents feel when the most precious thing in their lives, their children, suffer from pain that is chronic, pain that is unrelenting, or pain that keeps coming back over and over again, and doctors do not know what to do.

Unfortunately, we cannot always be successful in eliminating chronic pain, but we can be and are always successful in minimizing the pain, in teaching children and parents how to live and function with some pain, and most importantly of all, in eliminating suffering, for it is the suffering that makes pain unbearable, not the pain itself.

How many children experience chronic pain? Most people are astounded when they hear that up to 14 million people younger than eighteen in this country live with such pain, according to the American Pain Society. Unfortunately, these figures are not news to me. As director of an interdisciplinary pain management clinic at the Lucile Packard Children’s Hospital at Stanford University in Palo Alto, California, and professor of pediatrics and professor of anesthesia at Stanford University School of Medicine, I see the reality of childhood chronic pain firsthand. And, if you are reading this book, you do, too, and you want to know what you can do to help ease the suffering. This book can help you.

How to Use This Book
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This book is divided into three parts: the second part builds on the first, and the third brings together thoughts and concepts from the first two. Understanding chronic pain in children is baffling for many parents, so in Part I, I help you understand its unique features; how it differs from adult pain; and how we recognize, measure, and evaluate it. In this section I also explain the most common types of chronic pain and share some patients’ stories. Along the way, there are cross-references to subsequent chapters for detailed information on treatment options for the various chronic pain conditions.

Part II, “A Program to Treat Your Child’s Chronic Pain,” is the nuts and bolts of the book. Here, in six chapters, you will learn about the many options for alleviating your child’s pain, beginning with guidelines on how to find the most competent pain professionals, treatment facilities, and support. This is followed by several chapters on effective therapies, including mind-body techniques and physically based therapies, which include guidelines you can adapt at home; and the use of medications and other medical modalities that have proved effective. Because the success of any program to treat childhood chronic pain partly depends on ensuring your child has a healthy family, social, and educational environment, in Part II you will also learn about the impact of stress on the hurting child and family members and how to cope with it and the emotions it stirs up. Finally in this section you will also learn how to help your child thrive outside the home and interact with schoolmates, teachers, friends, and others in his or her environment.

In Part III, I have brought together some of the questions parents ask about their child’s pain, plus several stories of how young people have triumphed over their pain challenges. I’ve called this section “Bringing Back the Laughter” because there’s nothing as beautiful as the music of a child’s laughter. And at my clinic, our goal is to bring that laughter back.

I hope this book will be a first step toward that laughter for you, the many mothers and fathers whose children are afflicted by chronic pain, by helping you to understand why pain occurs, how it can be treated, by whom it can be treated, and how suffering can be alleviated.

Finally, this book is dedicated to my great teachers in this field, the late Dr. John Bonica, upon whose thinking and skills the entire field of pain management was founded, and his able and insightful successor at the University of Washington, Dr. John Loeser. But as great as these professional mentors and professors were, my greatest teachers have been children themselves, who as my patients have taught me to differentiate what is important from what is not.
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Chapter 1




UNDERSTANDING YOUR CHILD’S PAIN

As a parent or grandparent, it is unimaginably difficult to watch a child suffer, to want to relieve the pain but not know where to turn or what approach to use. Your frustration and anger, anxiety and fear are understandable. Yet these very human emotions, which are displays of your love and concern, can get in the way of the very goal you wish to achieve: to relieve your child’s pain and suffering. While health-care practitioners are usually successful at relieving acute pain—a burst appendix, a broken arm, an abscessed tooth-the same can’t be said about chronic pain. If your child experiences chronic pain, you’re probably feeling all the emotions we just mentioned.

The good news is, you can channel those emotions into positive, effective actions that can help you help your child. That’s what this book is about: showing you how you can encourage your child to live his or her life to the fullest, with as little pain and discomfort as possible.

My decades of experience in working with children who live with chronic pain have shown me that even with the worst cases of childhood pain, we can still make a positive difference in the lives of these children and help make their childhood experience a more positive one. To make that difference, there are three main things you, as parents, need to do:



 


	understand the unique nature of childhood pain

	know where and how to get competent help for your child’s pain

	have a comprehensive understanding of all the treatment options available to you





I firmly believe that in order for people to overcome an obstacle or beat an opponent, it’s necessary to understand what they are up against. Childhood pain can be a formidable opponent, but armed with the proper tools, you can learn how to combat it and teach your child to have some control over it. In this chapter and the next, we explore the features of childhood pain so you will have a clear understanding of how pain works in young people. Be prepared to put aside some or all of your preconceived notions about childhood pain, and enter the world of childhood once again.

HOW COMMON IS CHILDHOOD PAIN?
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It’s a fact of life: children get hurt, and they experience pain. They run through the house, jump off the furniture, tumble down stairs, fall off their bikes, and generally barrel through life. Along the way, they get cuts and bruises, sprains and strains, and sometimes a broken bone or worse. They also tend to experience bouts of minor medical problems, such as colds, flu, and earaches. In fact, during a one-month period, a normal, healthy child experiences about four acute painful events. Acute means the pain is short-lived and usually can be identified and described easily.

Thus, if your ten-year-old daughter has a tooth pulled, she can expect to feel throbbing pain after the Novocain wears off and will likely need to take ibuprofen for a day or two until the pain subsides. If your three-year-old son has his tonsils removed, he will experience postoperative pain for several days, which will be treated with painkillers and plenty of ice cream. And when your eightyear old takes a bad fall from his skateboard and breaks his arm, the arm will likely heal nicely once it’s set in a cast, and your child will quickly go about his usual activities, with some limitations for a while, but also proudly displaying his “badge of honor.”

Children can also experience a more persistent or long-term type of pain. In fact, for an estimated 10 million children, pain is chronic or recurrent, which means it lasts for extended periods of time or recurs at regular or irregular intervals. (For the sake of simplicity, we will use the term “chronic pain” to describe both chronic and recurrent pain unless “recurrent” is specifically meant.) In otherwise healthy children, and in girls more often than in boys, recurring headache or migraine, abdominal pain, or limb pain can occur several times a week. The pain usually is not associated with a disease or other medical condition, but it is very real and can be debilitating. Other types of chronic pain in children can include facial pain, back pain, cancer pain, fibromyalgia, and others, which we discuss in depth in Chapter 2. (See “Pain in a Nutshell.”)

Regardless of the source of or reason for chronic pain, it usually has a dramatic impact on children’s lives and can cause them to miss school, sports events, family activities, and play time with friends. It has negative effects on their relationship with their parents, siblings, and friends, and can cause them to become depressed, withdrawn, fearful, and anxious.




PAIN IN A NUTSHELL

PAIN occurs when special nerve endings, called nociceptors, are activated by injury, trauma, or illness, such as an acute or chronic disease, excessive cold or heat, or chemical changes in the body’s tissues. When they are activated, they transmit pain messages to the brain.



SOMATIC PAIN is pain that is the result of normal processing of stimuli that can or does damage normal tissues. Examples include cuts, punctures, sprains, abrasions, inflammation (from infection or an arthritis-type condition), bone fractures, burns, and obstructions (e.g., an obstructed bowel). Somatic pain typically lasts for a limited amount of time: once the damaged tissue heals, the pain goes away. Arthritis pain is an exception. Somatic pain also usually responds well to opiods.*



NEUROPATHIC PAIN is pain that results from a malfunction or injury in the nervous system. Although the pain is usually triggered by an injury, the injury may or may not involved damage to the nervous system. The pain persists for months or years because the pain signals continue to be sent to the brain, long after any damaged tissue has healed. Neuropathic pain is stubborn; it doesn’t respond as well to standard pain killers as does somatic pain, although it often responds to antidepressants and anticonvulsant medications. Examples of neuropathic pain include complex regional pain syndrome and some components of cancer pain.



COMBINED PAIN occurs in some conditions that have characteristics of both types of pain. One example that is relevant to childhood pain is migraine.





In short, chronic pain can rob a child of her childhood and have a permanent effect on how she deals with pain as an adult. It can change a child’s life if the pain and the child’s relationship with it are not handled effectively. The good news for you as a parent is that you and your child can learn how to manage and treat pain in ways that will result in a more fulfilling and comfortable life.

WHAT’S UNIQUE ABOUT CHILDHOOD PAIN
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Humans are complex beings, and the experience of pain is not the same for people of all ages. Researchers now accept that young people—from the fetal stage through adolescence—experience pain differently than do adults. There are several reasons why a child’s pain is different from and in some ways unique when compared with adult pain. Understanding these differences and special features can help you better understand your child’s pain and thus make you better able to manage it and help your child. Let’s look at those differences.

Your son or daughter may be the spitting image of you, yet it’s important to remember that children are not little adults and they are not you in a pint-sized version. That means their experiences with pain aren’t miniature either, but they are different. To help you understand why your young children react to painful experiences the way they do, let’s look at what’s unique about childhood pain and some of the factors that contribute to how they experience and respond to pain.

Kids Experience and Express Pain Differently Than Adults

As adults, we are at an advantage when it comes to our relationship with pain. For one thing, we have a working definition” unpleasant sensory and emotional experience associated with actual or potential tissue damage or described in terms of such damage,” according to the International Association for the Study of Pain—which gives us an intellectual understanding of pain. Such a definition means nothing to young children, although older teens may appreciate its meaning.

As adults, we have past experiences with pain that we can use as points of reference; for example, we know that a paper cut is just a minor irritation, while slicing a finger down to the bone is much more serious, and we know how to react appropriately in each case. Yet young children may cry equally loudly if these situations were to happen to them.

As adults we also know that pain can usually be treated successfully with drugs or an alternative approach. That is, because we have a vast store of reference, we know there is an end in sight. Young children, however, only know the moment, and imagine the pain will go on forever. The younger the child, the smaller his or her frame of reference, and so the fear of endless pain is more real.

So if a three-year-old cuts her finger and she is hurting, she doesn’t have the capacity to understand that the pain is temporary, that the pain from the cut will fade quickly, and that in ten minutes she will likely be back playing again. She only knows that it hurts NOW, and her blood-curdling screams are not indicative of the seriousness of the injury, just how serious it is to her. Perhaps you can remember a painful injury or incident you had as a child and how you felt. If you can’t, be assured that your perspective of pain was different then than it is now.

The bottom line is, children experience and express pain differently than adults because they have an entirely different frame of reference. One of the most obvious—and most significant—factors in that frame of reference is age.



Age: Preschool.   Children’s attitudes toward, perceptions of, and responses to pain change as they get older. Each and every time children experience discomfort or pain, they add the memory of the event to their databank of information. This doesn’t mean they always understand the information they are gathering, but it is still added to the mix. These memories are important because they have a great impact on how children cope with pain for the rest of their lives.

Beginning around two years of age, children can verbalize their experiences with pain, often using words like “boo-boo” or “ouchie.” (Before age two, parents and doctors must rely solely on how children look, sound, and react to get an idea of how serious pain is. We talk about how we measure pain in Chapter 2 under “How Childhood Pain Is Rated.”)

At this age and up to about age six, children are learning about pain and what it means. Generally they are fascinated with any visible evidence of pain, such as scars, black and blue marks, scabs, and stitches. All wounds, big and small, are significant to them, yet it is the accumulated knowledge they gather from these types of events that will help them describe and quantify pain as they grow older. You’ll see why this is important when, later in this chapter, we talk about how we measure pain in children.

Preschoolers are also learning about cause and effect. When a three-year-old child rides his tricycle over a bump, falls off the bike, and hits his head (while wearing a helmet, of course!), he will likely associate the pain with hitting his head and not the fact that he hit an obstacle that caused the fall. However, he is beginning to find reasons for his pain. While children can grasp the cause and effect associated with acute pain (if you play with matches, you can get burned; if you run too fast you can fall and get hurt; if you fall out of a tree you can break your leg), it can be a very difficult concept when it comes to chronic pain. We talk about how to talk to your child about chronic pain in Chapter 8.

Preschoolers also think that their parents, grandparents, and other authority figures know exactly what hurts and how much, and that they can automatically fix it. This may be true for a bruise, a smashed finger, or a cut on the knee. These acute, painful experiences are easy to see and the pain they cause usually fades quickly on its own. However, the pain may disappear even faster when mommy says “Let mommy kiss it and make it better” and offers a cookie or the promise of a video.

But once again, when the pain is chronic, and especially invisible (e.g., a migraine, abdominal pain, chronic ear pain), preschool children cannot understand what’s happening. They want to know: “Why can’t mommy make it go away with kisses and cookies?” “Why can’t I see my boo-boo?” (See Chapter 8, in the section “Why Do I Hurt? Talking to Your Child about Pain,” for help with your child’s questions about pain.)



Age: Elementary School.   Beginning around age seven, children are better able to both verbalize their feelings of pain and understand why pain happens. They may also realize that chronic pain may be associated with something serious, and this may frighten them, cause undue stress, and thus ultimately make their pain worse. (We talk about pain, stress, and how parents can help their child deal with these issues in Chapter 7.)

Elementary school-age children are also capable of assigning emotions and feelings to their pain. Take nine-year-old Christopher, for example. His mother brought him into the clinic because he had been experiencing recurring headaches. When asked if he could tell me where his head hurt, he pointed to the right side of his head with a circular motion. “It’s like somebody is inside my head with a boom box,” he said. When asked how getting these headaches affected his life, he said, “I get real mad because I can’t play basketball with my friends. It hurts too bad. And sometimes I throw up. I wish they’d stop.” But when I addressed these same questions to four-year-old Paulina, she hid her face in her mother’s shirt and wouldn’t look at me.



Age: Teen Years.   Children twelve years and older have had more opportunities to experience different types and levels of pain, so they typically can better explain how they feel. They also usually have very emotional responses to pain. One reason for this emotional response is that adolescence is inherently a highly charged time of life. Chronic pain is an intrusion into their lives: their quest for independence and a break from parental control, and their desire to belong to a group and to be accepted. Teenagers who experience chronic pain feel they have no control during a time when control is so vitally important to them.

These issues can be extremely stressful for teenagers. Stress can not only compound their pain but also contribute to depression, which is a common occurrence among adolescents. Stress and depression are addressed in more depth in Chapter 7.



How Parents and Other Adults Respond.   Parents play a critical and unique role in the relief, or continuance, of their child’s pain. For one thing, children turn to their parents for guidance on how to react to a painful experience. Parents who dismiss painful events by saying things like “It’s nothing to worry about,” or “Don’t be such a baby,” or “Nothing’s wrong with you” may be sending the message that the pain isn’t real or important or that the parent doesn’t believe the child.

When children have acute pain, it’s common for parents to nurture them until the hurt heals. When nine-year-old Stephen had the flu, his mother let him lie on the couch and watch videos while she brought him juice and soup. When elevenyear old Charisa broke her leg, she got the “royal treatment” from her parents and sisters for about a week until she was able to master her walking cast and crutches. The entire time eightyear old Joel had strep throat, he didn’t have to do his chores, and his mother bought him all his favorite desserts. You can probably add some spoiling routines to this list. Face it, we like to pamper our kids when they don’t feel well. This is a very appropriate response to an acute, short-lived injury or illness, but it is often counterproductive and maladaptive when chronic pain is involved.

If you spoil your child who has chronic pain, you may be sentencing him or her to a life on the couch or on the sidelines. Instead of the message being “I care about you so I’m going to do everything for you,” the message is “You’re sick and you can’t do anything for yourself,” or “You’re not okay,” or “Give up.”

Children who live with chronic pain need caring and supportive role models, and most often they turn to their parents. In this book we are going to show you how to acquire and provide that support.



Gender.   For a variety of possible reasons, boys and girls may differ in how they perceive pain, express it, and cope with it. Overall, girls tend to rate more procedures (e.g., having a tooth pulled, setting a fractured bone) as painful than do boys. Girls also tend to be more anxious, nervous, or fearful about pain, while boys are usually angry. At least one reason for these differences is cultural. Generally, when girls experience pain they are encouraged to take medication, to lie down, or to relax. Boys, however, are usually expected to “tough it out,” to “take it like a man,” even though the level of pain a girl and a boy may be experiencing is the same. Thus the messages girls and boys get from authority figures—parents, grandparents, teachers, coaches—regarding pain as they grow up impacts how they perceive, express, and manage pain.



Attitude.   Children are attuned to how their parents and other authority figures feel about their health conditions. If you’ve been taking your child to different doctors or you’ve been trying different medications and the results haven’t been satisfactory, it’s important that you don’t reflect a defeated or negative attitude. If you, the child’s authority figure, feel helpless and hopeless, how else can you expect your child to feel? One thing that can help your attitude is to understand as much as you can about your child’s pain and any of the ways it can be treated. That’s what this book is here to do.



Sense of Control.   When you feel out of control or you feel as though the outcome of a situation is out of your hands, it’s natural to feel stressed, anxious, afraid, and helpless. If you feel this way, can you imagine how children feel under similar circumstances? But there are things we can do to reduce the levels of these feelings and, in some cases, also reduce the amount of pain children experience. It all boils down to giving children some control over or some say in the painful situation.

Naturally, the amount of control any child can have over a painful event depends on several factors, including age, the seriousness of the condition or event, and what the treatment or procedure is. Yet even the simplest activity may prove helpful. When thirteen-year-old Bryan began to experience frequent headaches and nausea, he was very frustrated about missing soccer games after school and often not being able to listen to music with his friends. His sense of helplessness and frustration was only making his head pain worse. He told his father that “I feel like the headaches control me.”

Bryan had medication he could take when the headaches were bad, but he needed something that gave him more hands-on control. To help reduce his feeling of helplessness, Bryan was shown some simple techniques he could use whenever he felt stressed or when a headache was coming on. Bryan found that knowing which pressure points to massage and how to do deep breathing exercises and progressive relaxation helped him feel more in control of his head pain. (More about these and other techniques in Chapters 4 and 5.)

Kids Experience a Greater Diversity of Chronic Pain

Than Adults

Generally, chronic pain in adults most commonly falls into one of several categories: back pain (the number one complaint by far in any pain clinic), migraine, myofascial pain (for example, fibromyalgia), and joint pain (most frequently osteoarthritis). Chronic pain in children, however, tends to fall into different classes. On the one hand are those chronic pain syndromes that are functional, meaning they are not associated with any tissue or organic injury. These include headache, migraine, recurrent abdominal pain (which typically includes cyclic vomiting and irritable bowel syndrome), limb pain (which includes complex regional pain syndrome type 1), and fibromyalgia.

On the other hand are chronic and recurrent pain syndromes associated with many diseases, such as juvenile rheumatoid arthritis and other collagen vascular diseases (which are more common in children than they are in adults), sickle cell anemia, human immunodeficiency virus/acquired immunodeficiency syndrome (HIV/AIDS), and cystic fibrosis. We discuss all of these chronic pain conditions in Chapter 2.

Kids Respond Differently to Mind/Body Therapy and Drugs

One hundred percent of the children who are treated at our pain clinic get one or more forms of complementary treatment at least once, and most of them continue with these therapies. Why? There are several reasons, but primarily because they are very effective in children. As you’ll read about later in the chapters on “Using the Power of the Mind” and “Tapping into the Body’s Healing Powers,” children are often more accepting of alternative or complementary therapies than adults, as they have few if any preconceived ideas about these practices. They also typically have active imaginations, which makes working with methods such as visualization/ guided imagery, self-hypnosis, and play therapy not only beneficial but fun as well.

When it comes to medications, children respond differently to drugs than older individuals. We discuss this issue in more depth in Chapter 6, “When Medications are Needed,” but for now let’s remember that children are not miniature adults: you can’t just give them a lesser dose of a drug and expect it to work the same way it does in an adult. Children may have a different response not only in terms of how much relief they get from the drug, but also in the type and severity of side effects from the medications.

TREATING CHILDHOOD PAIN: WHAT’S

THE GOAL?
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When it comes to treating pain in children, the approach and goals differ depending on whether we are treating acute or chronic pain. In acute pain, the goal is to eliminate or significantly reduce the pain, which we do more often with drugs. Because the pain associated with an acute condition is only temporary, the use of drugs is typically not something about which parents should worry. In the majority of cases, children need to take a few doses, or perhaps even a week or two of medication, after which the pain will be gone and the treatment will be finished. This is how we usually treat, for example, an earache, sore throat, headache, and muscle pain from the flu.

When you’re treating chronic pain, treatment is typically administered over months, and for some children, years or a lifetime. Whenever possible, I keep use of medication to a minimum to help avoid side effects and drug tolerance. Fortunately, children generally respond very well to mind-body techniques, which means in many cases minimal or no drugs are needed for pain management.

In children who have chronic pain, we want to eliminate or minimize the pain, yet this is not always easy and it isn’t always the goal. In children who can expect to experience a lifetime of pain, the implication is that they will need to take medications for the rest of their lives. Physiologically and financially, this may not be the best approach to take. Drug tolerance (reaching a point where higher and higher doses are needed to achieve the same results) and side effects can both be significant problems when treating chronic pain.

That’s why when I evaluate a child for treatment, I am mindful of the goals of the management of chronic pain, which are to restore or maximize the child’s level of functioning and to reintegrate the child into his or her normal life as much as possible. And while I don’t necessarily shy away from the use of pharmaceuticals to manage chronic pain, it is not the first tool I pull out of my treatment box. Often the use of medications impairs children’s functioning by making them sleepy, unable to concentrate, or sluggish. That’s why I am thankful there are many other pain management approaches we can use to achieve our goals, and that children typically respond to them very well. We talk about those approaches in Chapters 4-7 in Part 2.

WHY IT’S IMPORTANT TO TREAT

CHILDHOOD PAIN
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The obvious response to this statement is, “Of course, so my child won’t suffer; so he or she can be as happy as possible and live as painless a life as possible,” and that is certainly the most important reason. Yet there is another reason as well, one about which researchers are learning more and more. That is, that chronic pain experienced during childhood may predispose individuals to more debilitating pain later in life; in other words, pain begets pain. This is because chronic pain changes the way the central nervous system processes and transmits pain nerve signals, making it more sensitive to stimulation over time. If we can identify and successfully treat childhood pain, then we will be able to reduce or even eliminate problems later in childhood and adulthood.

In fact, researchers suspect that when premature infants experience recurring, painful procedures, as are sometimes necessary to ensure the survival of such infants, the procedures may damage their nerve cells. Thus hyperstimulation of the nerves may result in long-term consequences to the nervous system. We are not yet certain how significant those consequences may be. This question is a subject of a Food and Drug Administration and National Institutes of Health task force that is looking at pain control in newborns.

BOTTOM LINE
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While adults have a more pragmatic approach to pain, a child’s pain is layered: there’s the biological/physical layer, and there’s the very influential layer composed of emotions, thoughts, physical skills, behaviors, and cognitive processing abilities. The composition of this other layer has a significant impact on how a child experiences and expresses pain. Parents need to view their child’s pain with different eyes—with the eyes of the child they once were—and so hopefully will better understand and be better able to help their child meet the challenge.

In the next chapter I will take you on a more intimate trip into the world of childhood chronic pain. As a parent you are already somewhat familiar with the road you’ve been traveling, but it’s my hope to make the journey a little easier by sharing what health-care practitioners, parents, and children with chronic pain know about the challenges.







Chapter 2




WHAT HURTS: CHRONIC PAIN

SYNDROMES OF CHILDHOOD

At any given moment, approximately 10 million children in the United States are living with chronic pain. This number is hard for many people to fathom or even believe. What conditions are so many children suffering from? And, most important, what can be done to alleviate or eliminate their suffering? These are the questions we address in this chapter.

If you are the parent of a child who experiences chronic pain, this chapter can help you better understand the medical condition or disease that is at the root of that pain. I believe it is important for parents to understand the factors that are responsible for their child’s suffering, because then they are often better able to cope with the situation (living with a child who has chronic pain is typically very stressful for all family members—the hurting child, the parents, and any siblings) and explain the pain to the child and any brothers and sisters. Most important, they are better equipped to help the child manage the pain and live as full and childlike a life as possible.

I’ll first briefly describe how we rate childhood pain, and then discuss in depth the most common causes of pain in children. As each of the more common causes of chronic pain in children in this chapter is described, I’ll also offer management and treatment options and refer you to the appropriate chapters in Part 2 of this book to learn more about them and how you can incorporate them into your child’s life where relevant. It is my hope that a more thorough understanding of the condition that affects your child can do much to ease both physical and emotional pain, as well as your anxiety and concerns.

HOW CHILDHOOD PAIN IS RATED
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If you go to your doctor complaining of muscle pain or headache, you can rate the pain using words such as piercing, throbbing, or sharp; or you can rate it from 0 to 10, with 0 being no pain and 10 being the worst pain you have ever felt. You can make these ratings because you have life experience, points of reference, and a vocabulary that allow you to do so. A young child cannot communicate his or her pain to you in words or numbers. Older children can count but often will not have the points of reference or experience to communicate the severity of pain.

When you take your hurting child to a health-care practitioner, you can expect him or her to somehow identify the severity of your child’s pain. Rating a child’s pain is a step other physicians and I use when we evaluate a child’s level of pain, but I don’t think the scales we use are very useful for parents because the observations we make are open to interpretation. However, I want to briefly explain the methods we use so you will understand how and when they are helpful and why they are sometimes not.

Infants to Three Years

For children who are younger than thirty-six months, as well as those older children who are nonverbal, for example who have cerebral palsy, there are several scales that allow doctors to rate the severity of pain. With the FLACC scale (Face, Legs, Activity, Cry, Consolability), for example, we look at the child and rate his or her appearance or response from 0 to 2 on each of five factors, with 0 indicating a normal appearance or response and 2 abnormal. For example:
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The Riley Infant Pain Scale approaches pain in a similar way, rating six factors ranging from optimal (second column) to worst (last column):
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Three Years and Older

For preschoolers and slightly older, the Faces Pain Rating Scale can be useful. It consists of five faces, the first one with a very happy expression and each of the succeeding ones showing a progressively unhappy expression. The problem with using a face scale (there are others as well, like the Oucher Scale, which uses ten faces) is that you are asking the child to subconsciously integrate into her assessment an element of emotion. There are many reasons why a child may be sad or happy that may not have anything to do with their pain. If a child has just had a fight with his mother, he may feel very sad and so pick a very sad face, but it will not be a clear indication of his level of physical pain.

If a child can count to ten, I ask the child to rate the pain, where 0 is none and 10 is the worst possible imaginable pain. The problem is, if a child’s only experience with pain has been a stomachache or skinned knee, he may say the current pain is an 8 or 9 out of 10. But if I ask that question of a child who in the past was hit by a car and then spent time in an intensive care unit, she has a different frame of reference for an 8 or 9 rating. Thus it’s easy to see how these tools can result in misleading information.

Naturally, the older a child is, the better she should be able to verbally describe her pain. Again, however, the child’s past experiences and frames of reference will influence the description.

RECURRENT ABDOMINAL PAIN (RAP)

[image: image]

“Mommy, my tummy hurts soooo bad.”

“I think there’s something mean in my stomach. It really, really hurts.”

“I don’t think I can go to school today. My stomach is killing me.”

Most parents have heard these or similar complaints from their children occasionally. But for an estimated 12 percent of girls and 9 percent of boys of preschool and school age, abdominal pain is recurrent or chronic. Recurrent abdominal pain, or RAP, is one of the most common chronic pain complaints that affect children. Among children younger than two years, the cause is usually organic: that is, the pain can be attributed to a biological reason or disease, such as a viral infection, constipation, food allergy, or recurrent urinary tract infection. In older children, however, about 90 percent of cases of recurrent abdominal pain are functional, which means no physical cause can be found. But just because no physical cause can be identified doesn’t make the pain any less real. Abdominal pain may be caused by or associated with a disease, such as appendicitis or inflammatory bowel disease (e.g., Crohn’s disease, among oth-ers), and then treatment of the pain is treatment of the underlying disease itself. But in cases in which abdominal pain is recurrent but not associated with any identifiable disease state, a condition I will refer to as RAP, the treatment is more difficult.

Diagnosing RAP

Often we really don’t know enough about what’s happening in these children to make a definitive diagnosis. That’s why I refer to RAP as a “wastebasket” diagnosis, a diagnosis that is made after all structural sources of pain have been excluded. Some children who are given the diagnosis of RAP may eventually—after months or even years of uncertainty by health-care practitioners they visit—be given a diagnosis of irritable bowel syndrome, celiac disease, food allergies, infection with Helicobacter pylori (an organism that is responsible for stomach ulcers), or inflammatory bowel disease. A definite diagnosis frequently can’t be arrived at quickly because often it’s too early in a child’s disease course. Therefore when trying to uncover the reason for symptoms of RAP all of these conditions should be considered by your physician and reconsidered periodically over time.

You can help your doctor with the diagnosis of the source of abdominal pain by keeping a pain diary (see Chapter 3) and noting foods, activities, emotional situations, bowel habit changes, and other factors that occur and that may be contributing to or causing your child’s pain. You should also keep in mind that children with RAP commonly have other physical symptoms, such as dizziness, headache, and tiredness, and that they are more prone to anxiety and fears than other children their age. Thus when you keep a pain diary, make sure to note other symptoms and emotional reactions your child may experience.

Ultimately, most children who experience severe recurrent abdominal pain must undergo a diagnostic evaluation that rules out the presence of organic diseases, and unfortunately there is no way to do this with a medical history, diary of symptoms, and physical examination alone. X-ray evaluation of the abdomen (often including a computed tomography [CT] scan), as well as a visual inspection and biopsy of the inside of the esophagus, stomach, intestines, and colon by endoscopy are frequently necessary to rule out the presence of a treatable organic problem.

After this kind of extensive evaluation has been done, and if it has proven that there are not any diseases or anatomical abnormalities present at that time, then we are left by the process of elimination with the diagnosis of RAP.

Treatment of RAP and Other Causes of Abdominal Pain

Treatment of abdominal pain depends on its cause. When RAP is characterized by abdominal pain associated with diarrhea, constipation, bloating, gas, and stomach spasms, the diagnosis is probably irritable bowel syndrome (IBS). Because there is not yet a safe and effective medical treatment for this condition, one approach is to teach children how to manage it behaviorally—that is, with self-hypnosis, biofeedback, guided imagery, and relaxation (see Chapter 4). One study at the University of Arizona, for example, found that children who used guided imagery had a 67 percent reduction in pain during therapy. Another approach is physical, as with acupuncture (see Chapter 5). In fact, we’ve found that acupuncture is very effective in alleviating the pain from IBS in children who stay with the month-long treatment program.

Other organic causes of abdominal pain include celiac disease (an intolerance to gluten, a protein found in wheat flour), or food allergies. If nutritional factors are believed to be behind abdominal pain, then we can make changes to the child’s diet until we find the offending food(s) and remove them from the diet. If we have tried behavioral, physical, and nutritional approaches and a child doesn’t respond, then we can treat the symptoms. In some cases, I prescribe tricyclic antidepressants, which can help relieve pain as well as improve the quality of sleep at night, or an antiulcer medication such as famotidine (see Chapter 6).

At the same time a child is undergoing any of these treatment approaches, individual and, if needed, family therapy should also be ongoing and considered to be part of the treatment program (see Chapter 7). Why? In the majority of cases of RAP, stress and emotional issues play a large role. One of the main reasons is that children who suffer with RAP typically are highly motivated and highly competitive. Emotional situations at home, at school (which is very often the case), or elsewhere in their environment can affect the severity, frequency, and persistence of their pain. How the children experience and report the pain is amplified and ultimately the parents’ response is magnified as well. When everyone’s emotions are running high, pain—emotional and physical—is worse. Therefore, individual and/or family counseling with a psychologist or psychiatrist to address the emotional issues is a necessary part of a child’s treatment program.

COMPLEX REGIONAL PAIN SYNDROME

[image: image]

At first nothing seemed to be amiss. Twelve-year-old Rebecca appeared to be completely healing and recovering from a sprained ankle that had occurred more than six weeks ago. Then, after coming out of her splint, and without warning, she began to experience swelling all over again, and intense pain in her foot and ankle. X-rays didn’t reveal any abnormalities or reason for the pain. Yet the pain was real, very real, and Rebecca, who loved to play soccer, found herself on the sidelines not only for soccer but for just about any walking at all.

Rebecca was diagnosed as having complex regional pain syndrome type 1 (CRPS-1; we will refer to it as CRPS), a condition in which individuals experience pain in one or more limbs and/or the ankles, feet, or hands, that is significantly dis proportionate to the original injury and that lingers long after healing of the original trauma has occurred. Generally, CRPS appears after a traumatic event, such as a broken bone, automobile accident, a bad fall, or overuse related to sports. The pain is typically described as burning and sharp, there is coldness and swelling in the affected limb(s), and very typically even light stroking or touching of the skin produces intense feelings of pain, a phenomenon that we call allodynia, and one that is characteristic of neuropathic pain syndromes of many sorts.

Complex regional pain syndrome is more common among pre-and adolescent girls than boys by about a 5 to 1 margin, and is usually seen in girls who engage in sports, dancing, or gymnastics. Yet even among this group, it isn’t possible to know why if two girls experience the same type of fall, one will develop the condition and the other one will not. This isn’t said to frighten you but to let you know that there is no way, as far as we know, you can prevent CRPS. Overuse injuries, trauma, psychological stress, nutritional factors, and hormones have all been named as players in CRPS, yet the actual cause remains unknown.

If left untreated, symptoms of CRPS can become chronic and may even spread to other parts of the body. The unexplained pain can last for years and disrupt childrens’ lives by making it difficult or impossible for them to go to school or to participate in after-school activities, sports, and family activities. Children who have CRPS reportedly miss 25 percent of school days.

What Causes Complex Regional Pain Syndrome?

Complex regional pain syndrome is a disease of the autonomic nervous system, which is the system that controls involuntary functions such as blushing, blood pressure, and heart rate. When you are under stress, say, you have to give a speech in front of 100 people, a normal response of the autonomic nervous system might include an increased heart rate, a rise in blood pressure, facial flushing, or sweaty palms. But in people who have CRPS, the autonomic nervous system—specifically a portion of the autonomic nervous system called the sympathetic nervous system—overreacts, but only in certain parts of the body. In CRPS, the part of the body affected is typically one limb, but sometimes more than one. We still don’t know exactly why this occurs, but we do have ways to manage and treat it.

Treating CRPS

Children who have CRPS can be treated very effectively, and in most cases drugs are not the first choice. In fact, the primary focus of treatment is physical therapy of the affected body part. But as you might surmise, physical therapy of a painful foot or hand can be itself extremely painful, and most children find themselves unable to tolerate this to any degree. That’s where drug therapy and other techniques such as nerve blocks come in handy (see Chapter 6). Children also usually respond very well to mind-body approaches, such as biofeedback, self-hypnosis, acupuncture, relaxation exercises, and hydrotherapy, which we discuss in Chapters 4 and 5 through stories about children who have managed and even eliminated their pain using some of these methods.

Successful treatment of CRPS, in my opinion, also requires psychotherapy for the child and, in many cases, the family as well. Anyone who experiences chronic pain also has emotional issues, such as depression and helplessness, that need to be dealt with, and psychotherapy is instrumental in healing these wounds. Family therapy is often essential because parental response to a child’s chronic pain, while given with love and the best intentions, is usually inappropriate and counterproductive. (This statement surprises and even angers some parents, but it is true, as you’ll see later.) Thus we find that coaching parents on how to manage and cope with their child’s condition helps the child reintegrate into society and strengthens the family unit as well. We discuss these issues in Chapters 7 and 8.

HEADACHE AND MIGRAINE

[image: image]

Chronic, persistent, or recurring head pain from tension-type headache or migraine affects 10 percent of children in the United States. This figure surprises many people, as they tend to think of tension headaches and migraines as being “adult” conditions. Yet we know that by age two years, and in some cases perhaps even earlier, children may experience headache or even migraine. One study suggested that children as young as four months are affected. The researchers arrived at this conclusion when they questioned parents and learned that children at age two years who were having bouts of vomiting doctors believed were associated with headache had also had unexplained vomiting episodes earlier in life. Although the earlier vomiting could not definitely be blamed on headache, it was a viable explanation.

Types of Head Pain

Tension-type headache and migraine are by far the most common types of headache pain experienced by children. Although some parents worry that their child has a brain tumor when chronic headache is the complaint (and one must remember that brain tumors are indeed the most common organ malignancy in children), only about 1,500 children per year have head pain related to a brain tumor. In children, headaches from brain tumors are typically characterized by pain that occurs in the morning, vomiting, loss of coordination, and sometimes seizures. These symptoms can also indicate migraine, so do not jump to conclusions. Your doctor can conduct tests (see “Diagnosis,” below) to rule out a brain tumor.
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