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				Preface

				I’ve always loved children. I love their imagination, their unlimited spirit, and their sense of adventure. As one of seven siblings, I’ve had ample opportunity to observe and appreciate how children develop. I was sometimes caretaker of my younger brothers, so I had a direct hand in teaching them—and teasing and bossing them around, of course. What amazed me most, and what led me to later study child psychology, is how children process incoming information about their world, and how that process differs in adults. As a child and a young adult, I was fascinated when hearing children’s creative explanations and responses. 

					My own brothers provided countless examples. Coming home from a family outing one night, my younger brother exclaimed that the moon was “following us.” My father, a parent of the early 1950s, corrected him. My brother was confused, because there was the moon, even after we had taken several turns and gotten off the highway. I was perplexed for a moment, too: Was the moon following us? It didn’t matter what the sci-ence books or a parent said. Our moon was definitely following us. I began to think that we kids sometimes knew things that adults didn’t know. 

					As an adult, I saw that there was more to children’s explanations of their world than simply the joy I felt when hearing their creative responses and stories. Children’s communication gave me a glimpse into the inner workings of their changing thought processes: listening to them was like watching them grow from the inside out. I realized that it’s not that children know certain things that adults don’t know; or that children 
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				don’t understand what adults understand. Rather, children know things in a different way than adults do. Their explanations about the world can be amusing to adults. But children’s explanations also give us a window into how they understand their world. And this offers us a better chance to teach them. 

					My interest in the way children understand their world took on new meaning when I gave birth to a child with hemophilia. Exactly how would I explain this blood disorder to him someday? It wouldn’t be like explaining the moon’s position in the sky. This time, there would be a strong emotional component. And there was nothing in my child psychology textbooks that covered how to teach a child with a chronic medical condition about his disorder.

					Why was I so concerned about educating my son? After all, he’d learn about hemophilia eventually by living with it, right? We may assume that our kids will learn over time, through experience. We may assume that they’ll understand, after we explain to them what we know about hemophilia. We may assume that they’ll learn the same way we learn. But what about a teenager like Nathan, for example? How did an intelligent, articulate teen come to believe that he had gotten hemophilia from his great-great-great-grandmother, “Queen Marie Antoinette”—but that his mom was not a carrier? 

					This book will help you learn what your child with hemophilia may be thinking at different ages. It will teach you ways to explore and uncover his thought processes. It will lay the groundwork so that you can more expertly and efficiently educate. You’ll learn which topics, and even words, are appropriate at different ages, and how much information to share. This book even includes a chapter on the thinking processes of children who have ports and are on prophylaxis: How do you explain hemophilia to a child who never bleeds?

					Let’s start educating our children at their level, in a way that they can understand, without overwhelming or frustrating them. Knowledge can offer a sense of empowerment. It helps us make decisions about ourselves. It opens doors and stimulates curiosity and intellect. 
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					What’s your reward for all of your efforts? Perhaps a child who is better educated about his disorder, can take better care of himself, and can educate others. Perhaps a child who is well grounded, knowing that he is both heard and understood. Isn’t that what we all want? Don’t let brief childhood pass by unexplored. Children are amazing. You have a wonderful opportunity to witness an unfolding miracle and help it bloom. 

				Laurie Kelley

				Boston, Massachusetts

				March 2020
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				About This Book

				The information in this book was derived in 1992 from seventy-five interviews with children affected by hemophilia. Of those seventy-five, sixteen were ages 4 to 7, forty-two were ages 8 to 11, and seventeen were ages 12 to 19. I interviewed forty-three of the seventy-five children, and the remaining thirty-two children were interviewed by their parents. Of the children interviewed, sixty had hemophilia and the remaining fifteen were siblings. An additional thirty-three children were interviewed for Chapter 7 in 2002.

					The seventy-five participants were children from ten US states, and of various ethnic, racial, and socioeconomic backgrounds. Most children were affected with severe factor VIII deficiency. At least ten were moderately deficient, one was factor VII deficient, and one had von Willebrand disease. At least four had factor IX deficiency. No attempt was made to classify the children’s answers according to these differences.

					Interviews were conducted only with written consent of parents or legal guardians and verbal consent of the child. When a child appeared bored, uncomfortable, or unresponsive, he was asked whether he wanted to continue. If he did not, the interview was terminated.

					Interviews were conducted with standard clinical techniques used in developmental psychology. The interviewer did not guide a child by phrasing questions in a way that led to a specific answer. For example, questions like “And then the factor goes to the joint, right?” encourage the child to say, “Yes, the factor goes to the joint.” These types of 
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				questions disqualified the interview. Interviewers were limited to the questions on the questionnaire (see Appendix A), which was designed to be nonbiased. In response to a child’s answer, interviewers could ask only questions such as “Why does that happen?” or “What happens next?”

					Parents who volunteered to interview their children received a cassette tape, a questionnaire, and instructions on how to interview a child. Parents recorded their sessions and returned the tape to me, and then I transcribed the tapes.

					Children were assigned informally to one of three stages of cognitive development, based on their answers to two control questions (“What is a cold?” and “What is a heart attack?”); based on their answers to questions on hemophilia; and regardless of their age. The three stages of development (Preschool Thinking Stage, School Age Thinking Stage, and Adolescent Thinking Stage) were adapted from developmental stages of health and illness designed by Roger Bibace and Mary Walsh,1 based on the cognitive development theory described by Jean Piaget. The conclusions of this book were reached by examining all of the children’s answers within each stage. Similarities among the answers within each stage are described in each chapter.

					This book highlights trends in children’s answers in order to suggest improved teaching methods for children with hemophilia. Simple calculations were made to note the percentage of answers that followed a certain trend within each age group, but the trends were not tested to discover whether they were statistically significant.

					In referencing a child with hemophilia, the word “he” is used instead of “she,” or “he/she,” or “they,” mainly to make the text easier to read. The majority of people with severe hemophilia are males, although there are females with hemophilia. In referencing the sibling of a child with hemophilia, the word “she” is used in order to make the text easier to read.

					The conclusions presented in this book are based solely on the answers provided by the children interviewed, in light of what is known about cognitive development. Although broad generalizations are made for all children, every child is unique.
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				Chapter 1

				The Curious Child

				One of the most obvious facts about grown-ups, to a child, is that they have forgotten what it is like to be a child. — Randall Jarrell

				A famous Ann Landers column highlighted the occasional humor of parent-child communication. A boy came home from school one day and asked his father, “Dad, where did I come from?” The father instantly assumed that this was the moment—time to have The Talk. Dad stammered a bit, but proceeded. He explained carefully and slowly how a baby is made, how love creates a baby, how a baby brings love. The boy sat with his mouth wide open.

					The father finally wrapped it up, silently congratulating himself on how well it had gone. “What do you think?” he asked his son, with a smile.

					The stunned son responded quietly, “I only wanted to know if we moved here from Ohio like my friend Greg.”

					Can you relate? How many times do we think we know what our children are thinking, or asking, or meaning, only to find that we, the parents, have completely missed the mark?
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					Children are curious. They are inquisitive little people, with active minds that constantly try to understand and explain their environment and experiences. They want to know: What do clouds taste like? How do Santa’s reindeer fly? Why do we have belly buttons? Where did the dinosaurs go?

					Children are also surprisingly observant. When they are deeply involved in play, they may seem oblivious to what’s going on around them. But I prefer to think that they are always watching and processing, often catching every gesture, raised eyebrow, tone of voice, and word. 

					A child who has hemophilia, a lifelong blood-clotting disorder, will eventually have many questions. From needles to medicine, from doctors to hospitals, from bleeding to ports, a child with hemophilia leads an extraordinary life. He will begin to put together the pieces of his experience, to make sense out of what happens to him.1 

					As parents, we may believe we know what our child thinks and feels. We may think we understand. But we aren’t children. And many of us have indeed forgotten what it’s like to be a child. The way that children view, process, and explain the world is dramatically different from the way adults make sense of their world.

					Yet parents, and even healthcare practitioners and teachers, sometimes forget this. In our efforts to share interesting information, or to do what we think is helpful, we forget to put ourselves in the child’s shoes. We forget to see the world from a child’s vantage point at various ages. And suddenly, one child has quite a story to tell his friend Greg the next day!

					Our intentions are good. As parents, we want to help our children learn and grow, so we teach them to understand and interpret their world. As advocates for their health, we help them understand the function and care of their bodies. This is especially important for a child with a chronic disorder like hemophilia, a child who must gradually assume personal responsibility for his own care. But unless we uncover how children with hemophilia understand aspects of their disorder at different ages, we may be doomed to make the kind of mistake made by the father in the Ann Landers story.
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					What are some of the questions your child with hemophilia might ask? 

					• Why do I have this?

					• Where did it come from?

					• Did God give this to me?

					• When I grow up, will I still have it?

					• Why do I get shots when I don’t need them?

					• Why don’t the other kids have it?

					• When will it go away?

					• Will my children get it?

				When do these questions begin? Your child may suddenly ask questions when another child notices his bruises, medical identification bracelet, or port. Or when he’s treated differently from his classmates. The birth of a sibling without hemophilia may prompt questions, as may a particularly difficult bleeding episode or hospital stay. Or perhaps your child is just growing, and ready to hear more.

					The moments when your child asks questions are golden opportu-nities to instruct, because he may be open and receptive to learning. But you can teach more effectively when you are ready.

					You may think it’s the job of healthcare professionals to instruct your child about his medical condition. But your child lives daily with you—and you’ll be there when the important questions arise, usually when you least expect them. In the United States, we’re fortunate to have excellent medical professionals, and healthcare has come a long way since my son was a baby. But you can’t always rely on others to give you good advice on educating your child about his hemophilia. A mother once shared that the hemophilia treatment center (HTC) hematologist told her not to bother explaining hemophilia to her 4-year-old son; the doctor thought her son was “too young” to understand. But this woman’s husband had a more interesting idea. He thought they should tell their son that God gave him hemophilia. Why God?
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					“Because I sure don’t want him to think we gave it to him!” the father answered candidly.2 

				Heart versus Head

				It’s good for a child with hemophilia, or any chronic disorder, to under-stand his own condition. Eventually, that child will mature and take care of himself. He’ll need to instruct others about his condition—to dispel myths, to ask for help when he needs it, or simply to teach others to accept him for who he is.

					Knowing and explaining his own disorder can also boost a child’s self-esteem. Self-esteem means how you feel about yourself. A child with positive, strong self-esteem is confident explaining his body or condition to other children or adults. He can eventually care for himself because he understands his disorder, and he doesn’t feel helpless, victimized, or dependent on others to meet his needs.

					How does positive self-esteem develop in children? A primary source of self-esteem is unconditional parental love. When your baby or child suffers with hemophilia or general setbacks in life, you offer comfort with your touch, warm hugs, and soothing words. You attend to your child’s emotional needs.

				Children need love, even when they least deserve it. — Harold S. Hulbert

					But he will eventually need more to strengthen his self-esteem. In child psychology, we often refer to childhood development in terms of affective and cognitive traits. Affect means emotions—how we feel about ourselves, other people, and our experiences. Cognition means thinking and problem solving—how we view and process the information from the world around us.
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					Another way to think of this is the “heart” (affect) and the “head” (cognition). The two are not mutually exclusive. Remember when you first learned that your child had hemophilia? You may have felt scared, unsure, anxious, or sad. Did you need a lot of hard-core, scientific information about hemophilia? Probably not at first. Maybe you needed someone to let you cry, complain, curse fate, or blame. You needed comfort—someone to address your emotional needs.

					Yet after a while, you craved information. A time came when you asked questions and needed information, but at a level that you could understand. Doctors who gave too much information, at too high a level, either scared you or lost your attention. Doctors who gave too little information frustrated you. When you received the right amount of information, at the right level for you, you felt empowered. 

					It’s the same with our children. Children think differently than adults think. We need to determine what children are capable of learning, and then present information at their level. But we can’t just do it once and think our job is done. Children think differently at different ages. A 4-year-old doesn’t think like a 6-year-old. A 10-year-old doesn’t think like a 4-year-old or a 6-year-old. As your child develops, his thinking patterns change, and his needs change. You’ll have to be on your toes, offering both comfort and information until the day he leaves home!

				
					Think About It

					How did you feel when you learned your child had hemophilia? Write down three emotions you experienced. Ask about your spouse or partner’s feelings. Compare and discuss. What knowledge about hemophilia most helped you to calm your feelings? Does knowledge offer a sense of control?

				

				Get Your Child to Open Up

				The heart and the head interact, even in learning, which we often consider a function of only the head. One secret to effective teaching 
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				is to encourage a child to relax and open up, to be receptive to learning. It’s hard to teach anything to anyone who is angry, frightened, anxious, distracted, or feeling ignored. Admittedly, these emotions are hard to avoid when you’re dealing with stressed-out adults, hospital rooms, procedures, and infusions.

					Our lives are busy; we’re often distracted. But when our children ask us questions, and show an inclination to learn about hemophilia or anything else, we should seize the opportunity—not only to instruct (head), but to build a stronger relationship (heart). We can do this best when we first challenge some “old” beliefs. Have you ever believed any of the following?

					My child knows and understands nothing. Not true! Most children with hemophilia know something about their disorder. But as adults, we often think only in “adult language,” and we use only adult language when we teach our children (think “blood protein”). If children don’t understand adult language—and most do not—we conclude that they can’t understand the concept we are trying to teach. We forget to put ourselves in the child’s shoes. Children and adults think differently. The trick is to uncover the language and concepts a child uses, and to create an answer that he can understand. 

					My child can understand everything. Not true either. Some adults think that with a comprehensive explanation, any child can be taught anything. Ask yourself: Can a 4-year-old child truly understand genetic transmission of hemophilia—when many adults cannot? Children of different ages understand things differently. Some children will not understand certain concepts at certain ages.

					My child’s question should be accepted at face value. Big mistake! When we do this, we insert our own agenda into the child-parent conversation. Remember the boy who asked his father, “Where did I come from?” The father assumed that he knew what his son meant. But was he wrong. A child’s simple question may reveal a more complex, hidden motive—or it may not. When a child asks, with a big sigh, “Mom, when is Daddy coming home?” she is not necessarily 
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				missing her father. She may be hinting that she’s bored. You can answer, “Six o’clock,” and leave it at that, or you can probe to find the real meaning behind the question. Simply responding to questions with “Why do you ask?” is often a great place to start.

					My child’s answer should be accepted at face value. A child’s initial response to a question might sound good, but we may need to probe deeper, asking questions like “Why?” and “Can you tell me a little more?” It’s too easy to think a child understands a subject simply because he offers a response that we recognize or approve. I interviewed children while researching material for a psychology study many years ago. I asked a 7-year-old girl to define a heart attack. “It’s when you go into a coma,” she replied dutifully. I recorded her response, thinking she was a bright child. But something nagged at me, so I returned to the question later. “Exactly what is a coma?” I asked. “It’s a big tent you go into when you’re sick,” she explained. “You lay in it until you are better.” That sounded more like a 7-year-old talking! Her understanding of “coma” and mine were quite different.

					The “head” is separate from the “heart.” Try not to separate how a child thinks from how a child feels, especially when he has a chronic disorder. Emotional turmoil at home can interfere with learning at school. Yet learning may help ease emotional turmoil. Creating a positive emotional experience can open the door to greater learning. For example, my son was capable of learning self-infusion at age 11, but I wasn’t the right person to teach him. He was at a stage where everything I asked him or tried to teach him seemed like a power struggle. So I scheduled a home infusion nurse—who happened to be young and engaging—to teach him, and he learned in about thirty minutes, never taking his eyes off her! His positive emotional state led to faster learning. 

					One adult with hemophilia told me that he appreciated being informed about his own disorder, even as a child. Knowledge gave him a feeling of confidence with his peers; that is, a sense of “power” because he understood something they didn’t. Yet one pediatric hematologist wouldn’t teach home infusion to a mother until her child was 7 years old. He believed that children were not “emotionally ready” 
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				before that age. But as you’ll see, when instructed in an age-appropriate way, a child can be emotionally calm enough to learn. Educating children in an age-appropriate way may nurture emotional maturity, helping children accept and master their hemophilia.

				
					Try This

					When your child wants to tell you a story, share an incident from school, or discuss a book he’s reading, try giving him your complete attention. Stop what you’re doing, and kneel down on the floor in front of him so you’re at his eye level. Hold his hand, look him in the eyes, and make appropriate comments (“That’s so funny!” or “Why did she say that?”). Then thank him for telling you—and smile! Your positive attention is the most valuable gift you can give your child.

				

				Avoid Passive Listening

				To develop a stronger relationship with your child, and to possibly enhance learning, open a dialog. The best way to do this is to learn how to be a better listener. Many parents are passive listeners, just as I once was. At age 21/2, our son suddenly began stuttering. There wasn’t much we could have done as parents to prevent it. But there were things we could do to help him relax and reduce his anxiety and tension. I consulted a speech therapist, and I was taught active listening techniques, with dramatic results. I learned to make direct eye contact; to reduce conflicting stimuli like radio, TV, phone, and interruptions; to para-phrase, or summarize aloud, what my son had said; and to model a slow speech pattern for him to imitate.

					As parents, we forget that while adults can juggle many mental tasks, appearing distracted yet listening indirectly, children cannot. When they speak to us, our children communicate with their entire bodies and minds. They focus on us, sometimes intensely. And they want us to reciprocate. They need as much of our full attention as we can give. Our 
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				children’s speech gives us the fleeting clues we need to help them enhance their knowledge and improve their ability to think. So listen to your child. You’ll be amazed at the change in your relationship, and at your child’s response.

				
					Try This

					When parents are poor listeners, children can eventually withdraw or become loud and attention-seeking. How do you rate yourself as a listener? Practice this exercise once a week to improve your listening skills: Record a conversation with your child. Choose a random time, like getting ready for school or making dinner. Keep the recorder hidden, so your child is not self-conscious. You’ll be amazed at what you notice. Note the number of times you (1) interrupt your child; (2) do other tasks while he talks to you; (3) judge what he says (watch for the words “should” and “shouldn’t”); (4) speak quickly without giving him time to respond. Now how do you rate yourself? In what areas can you improve? 

				

					Communication, questions, self-esteem, relationships, feelings, thinking skills, and listening techniques—they’re all intricately related during the brief, magical years of childhood. And hemophilia affects all of them. But your child’s hemophilia is only a small part of life. Although it’s a challenge, if you know ahead of time what to expect as your child develops, you can use hemophilia as an exciting opportunity to build a better parent-child relationship, strengthen self-esteem, and enhance learning. Increase your child’s curiosity and desire for knowledge by learning ways to present new experiences and information—in a way that will feed his mind and heart, and will leave him wanting to learn more. 
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				Chapter 1

				The Curious Child 

				Things to Remember 

				• Your child’s thinking process differs from yours.

				• Your child thinks differently at different ages. His thinking abilities mature as he grows. 

				• Learning involves the affect (emotions) and cognition (thinking).

				• Emotions can affect learning, and learning can affect emotions. For example, learning that your child has hemophilia is upsetting. But learning about hemophilia may calm your fears and make you feel more competent and empowered.

				• You can enhance learning, and build a stronger emotional bond with your child, by using active listening techniques. Turn off the TV, close the laptop, pocket the cell phone, and look him in the eyes. Don’t interrupt. Repeat or summarize what he says to show you’re listening. Ask probing questions (“Why do you ask?”) and praise him!

				
					[image: ]
				

			

		

	
		
			
				11 | Teach Your Child About Hemophilia

			

		

		
			
				Chapter 2

				Life’s a Stage

				A child is a wonder to behold, just naturally among the most fully evolved, highly functioning human beings around, personifying in many ways what it means to be a No-Limit person. — Dr. Wayne Dyer

				Think back to when your child was born. It may have been an awe-inspiring, incredible, joyous time—a new human life, created by you, waiting to experience all the wonders of the world. It may have been a little scary, too, because this new gift didn’t come with an instruction manual.

					To help relieve anxiety and answer your questions, your pediatrician may have suggested some child development information, like books by Dr. Benjamin Spock or online professional resources. This information eased your anxiety because it helped you anticipate what was to come. At what age would your child try walking, drinking from a cup, eating solid foods, or doing toilet training? What behaviors and feelings could you expect as your newborn grew? No doubt you came across the term stages of development. Understanding developmental stages is an essential part of knowing how to raise children. 
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				What Are Stages of Development? 

				Colicky stage, teeth-cutting stage, “terrible twos,” growth spurts, toddler-hood, separation anxiety—many of these childhood milestones can be counted as stages of development. As children enter the teen years, and parents enter the middle-age crazies, you may begin to wonder if indeed, as Shakespeare said, all of life is a stage.

					A stage is a period when most children show specific physical motor skills, cognitive abilities, and emotional traits—the development of the body, the “head,” and the “heart.” Most of us are familiar with the development of the body and the heart. But less familiar to some parents is the way a child’s mind develops. And, surprising for many to learn, the mind develops in predictable ways, just like the body and emotions.

					Think about how your child develops physically. What’s an important milestone to look for in your 3-month-old baby? Reaching and grasping anything—hair, earrings, your nose. What should your child be doing at age 6 months? Sitting up. At 12 months? Trying to crawl or walk. At 18 months? You get the picture!

					What about emotional milestones? At first, your newborn doesn’t know he’s a separate person from you. Little by little, he differentiates himself. Think of the “terrible twos” stage, when your child tries to separate himself from you emotionally: “No!” might become his favorite word. Later, he may suffer separation anxiety, and fear that you will leave. 

					Whether body, emotions, or thinking, stage development has these important features: 

					• All children go through stages in the same order.

					• Children may go through stages at differing rates.

					• Each stage builds on the previous one, following a predictable pattern.

				Stage development is important for you to understand, for two reasons:

				First, you can more easily detect developmental delays when you know what most children, on average, are capable of doing at a certain stage. If an 18-month-old can’t walk, he is below the average for children in his age group. If your 3-year-old is not yet speaking in sentences, he may 
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				need speech therapy. Your child’s pediatrician can test whether some-thing is wrong.

					Second, you can enhance your child’s development by providing a rich, stimulating environment to promote progress to the next stage. If you know that most 3-month-olds are ready to start grasping, you can dangle objects just beyond your infant’s restless fingers to encourage him. You can prop your 6-month-old with pillows to help him learn to sit independently. 

					The key to using stage development successfully is age-appropriateness. You provide objects, games, and activities appropriate to your child’s age and ability level. Propping a 3-month-old with pillows probably isn’t helpful; a baby isn’t physically ready for the next stage, no matter how much you coax him. Repeating “Mommy” to a 3-week-old to teach him to speak is a waste of time because an infant can’t yet master speech. Knowing what to expect from a child in a particular stage, and knowing which stage comes next, helps you become an active and effective educator and facilitator. You can guide your child’s physical, emotional, and linguistic development, while being the most important source of love and warmth in his life. 

				
					Think About It

					What stage is your child in emotionally? How do you know? What stage is he in physically? Can he do roughly the same physical activities as his peers? What stage do you think he is in cognitively? What clues does he give you about how he thinks?

				

				How Thinking Develops

				Just as emotions and the body go through stage development, so does thinking. In the same way that your child is incapable of the motor skills and coordination of an adult, he is incapable of thinking like an adult. Although he is able to complete many physical tasks, your child’s musculoskeletal build differs from an adult’s. He develops into an adult 
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				by passing through physical stages of growth. His thinking is also “built” differently. But although your child’s thinking differs from yours now, gradually he will grow, in stages, to think like an adult.

					How does thinking develop? Imagine a structure like the steel frame of a building. A child is born with some kind of thinking structure already assembled in his mind—a simple four- or five-piece frame—that processes incoming information from his five senses. Information is filed away in this very simple structure. The child learns to recognize his mother and father, and smiles in response to various stimuli. As the child matures, the steel frame in his mind becomes more complicated. It develops from a simple apparatus into a complex building frame. More pieces appear as the structure becomes sophisticated and detailed. His thinking skills are developing.

					Your child builds his frame by using different “thinking tools” at each stage. These thinking tools handle incoming information. But just as a hammer or screwdriver can perform only certain functions, so the child’s thinking tools can do only certain tasks, and are only sophisticated enough to handle a certain amount of thinking. Information that can’t be handled by the child’s current thinking tools may be discarded, or may be molded into something the child can understand. This is why, when you explain something to a child and ask him to repeat it, it may come out quite differently than what you originally said! 

				We tried to explain hemophilia to 6-year-old Jonathan by telling him it was as if the blood has no muscles. It can’t stop bleeding. Maybe that was a mistake. Now he thinks that as kids with hemophilia get older and develop muscles, their hemophilia disappears! — Lou Ann, Texas

					When teaching children about hemophilia, some parents, teachers, and healthcare professionals often stress medical accuracy. You might see now that this can lead to trouble. Medical accuracy doesn’t guarantee that a child will learn about his disorder. Some medical concepts are too sophisticated for a child’s existing thinking tools. At times, medical accuracy must take a back seat to information that is age-appropriate—in other words, to what the child’s thinking tools can handle. For example, children may be able to parrot medically accurate terms, like “factor VIII 
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				deficient” or “inhibitors,” but this may not indicate true comprehension. You can check your child’s true comprehension by asking him to explain a concept or term by himself, to engage his thinking tools. 

					Your child explores, learns, asks questions, and experiments until he finds an explanation that he can understand, and that fits the structure in his brain. But this doesn’t mean that you have completed your job of educating him! He will be satisfied only temporarily with the current understanding he has reached. A new piece of information, or new experience, will propel him—when he’s ready—to another phase in the development of his mind.

					One mother saw this in action when she asked her 5-year-old, “Can girls get hemophilia?” This question sparked a new idea in her son’s mind, and he instantly wanted to know more. “Girls can get hemophilia?” he replied incredulously. “I don’t know. No . . . I mean, tell me, Mommy!”

					New information and the growth of the mental structure are linked. The more stimulating the environment, the more the “thinking” steel frame grows in order to process incoming information. The more the mental structure grows, the more information your child can handle and process. 

				Experience Is the Best Teacher

				There’s a big difference between information and comprehension. Many years ago, the parents of a 20-month-old won $10,000 on America’s Funniest Home Videos when their child correctly—and verbally—identified pictures of presidents of the United States.1 This child was called a “genius.” And it was an amazing feat, especially for so young a child. Yet simple memorization and identification are not particularly complex thinking skills. More impressive is the 2-year-old who can build a set of stairs out of building blocks of graduated size. The first child can apply one set of skills in one situation; the second child has learned a pattern applicable to many situations.

					To think logically, it’s more important that a child learn concepts, not just learn to recite numbers, letters, or presidents. A 2-year-old who 

			

		

	
		
			
				16 | Teach Your Child About Hemophilia

			

		

		
			
				can count to twenty may be impressive, but even more impressive is a child who learns, through trial and error, that two dolls need two hats. He has applied the concept of numbers, which is a much more difficult task than rote memorization. Learning to read the word “cat” is a cognitive skill that involves recognition. But “cat” carries only one meaning. When a child develops logical thinking, he learns skills such as placing together pictures of members of the cat family (lion, domestic cat, tiger, leopard). This is a more advanced cognitive skill that a child can use in endless situations.

				I am enough of an artist to draw freely upon my imagination. Imagination is more important than knowledge. Knowledge is limited. Imagination circles the world. — Albert Einstein 

					In other words, cognitive development isn’t about knowledge, or what you know. It’s about comprehension—how you use what you know, logically and analytically, in changing situations. Healthy cognitive development requires interaction with the environment. So the beginning of logical thinking comes from what children do best: play. This is why even preverbal children can begin to develop their logical thinking! 

					As adults, we usually equate “logical thinking” with words, especially adult words. But for a child, the senses are the gateway to developing logical thought. A child playing in a sandbox or at the beach learns to compare and classify objects by size and shape, and engages in physical activities that fine-tune his senses. Stimulating the senses through play gives your child skills that he can use in many situations. After he jumps over objects repeatedly, for example, your child learns to measure height and distance. Neurons grow and connect; his mind sharpens. The steel building frame grows. Getting the body directly involved, to gain experience through the senses, imprints the experience directly on your child’s nervous system and brain.
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					Physical activity is vital for our children. After seeing the original Harry Potter movie, my young daughters went into a frenzy of making “potions.” They gathered every spice, food coloring, condiment, and liquid in the house to mix together into little bottles and cups. Our bathroom overflowed with really disgusting conglomerations! But their minds were sparked, and their creative juices were flowing. Was it messy? You bet. Did their minds grow? I think so. 

					Activity and experience help develop the structures in the brain and sharpen your child’s thinking tools. Our children can’t become logical thinkers through rote memorization or by sitting passively in their seats. This is essential for parents of children with a chronic disorder—like hemophilia—to understand. Our children need to experience outdoor sensations: pouring sand, splashing water, throwing stones, bouncing balls. They must run, jump, touch, and climb. Let them get dirty. Let them play in the rain. And get in there and join them! A child with hemophilia who has been restricted physically due to fear of bleeds is at great risk, physically and cognitively. The damage done to his maturing mind, not to mention his self-image, may be greater than any potential damage to his body.2
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					Think About It

					Linda doesn’t like it when her son with hemophilia stomps in mud puddles, throws rocks at trees, or drops a glass bottle to see it smash. It’s either “too messy” or “too dangerous,” she says. Might Linda be depriving her son of valuable experiences? How can she allow him to experience things without risking danger?

				

					With exercise and hands-on experience, the body, mind, and emotions will thrive. Remember, no amount of exercise and training will give your 5-year-old the physique of a teenager. And no amount of cognitive training will give him the mental structure of an adult before he’s ready. But physical experience and play will strengthen his mind, just as they will strengthen his body. 

				Age versus Stage

				Let’s take a crash course in child psychology. You’ll see how valuable it is to learn how your child understands hemophilia at various stages of development, and how you can apply psychological principles to teach him.

					Child psychology recognizes six stages of cognitive (thinking) devel-opment. For the sake of simplicity, let’s consider three general stages of development through which your child will pass.3 We’ll refer to them by their associated age groups: 

					• Preschool Thinking Stage (ages 3–7)

					• School Age Thinking Stage (ages 7–11)

					• Adolescent Thinking Stage (age 11 and older)

				In Chapter 3 we’ll review how children think in each of these stages. In Chapters 4 through 6, we’ll explore how children with hemophilia understand their disorder in each stage. If your child is a preschooler, you’ll enjoy reading each chapter as he grows. If your child is older, you may be tempted to jump ahead; but I urge you to read each chapter, 
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				thinking about clues to your child’s thinking in each stage, and learning how his thinking tools change as he grows.

					Before applying the three stages of development to your child’s understanding of hemophilia, remember two key things:

					First, age and stage are not always the same. Although most 8-year-olds are in the school age thinking stage, not all will be. Some will be in the preschool thinking stage and, rarely, one might be in the adolescent thinking stage. This doesn’t mean that if a child’s age and stage differ, he is either a “genius” or “developmentally delayed.” It does mean that every child develops at an individual pace. Appreciate each child’s individual differences, and avoid applying one set of teaching rules to all children. Knowing which stage your child is in doesn’t mean you should label him. Understanding developmental stages helps you appreciate where your child stands in his thinking development, so you can help him move to the next stage at a pace that’s appropriate for him. 

					Second, a child may be at a higher stage in one area of thinking, and a lower stage in another. A child may be able to verbalize complex information about hemophilia, then tell you that a cold comes from “going out in the cold because it gets you cold.”

					Even adults (presumably in the highest thinking stage) find themselves in lower stages, depending on the topic. Why do some adults still believe that breaking a mirror means bad luck? We call it superstition, but as you’ll see, it’s evidence of preschool thinking!

				
					Think About It

					Do you have several children? How has emotional, physical, language, and thinking development differed from child to child? Who was first to speak, first to walk? Was one child first at everything, or did each child jump ahead in one area?

				

					One of the best—and saddest—examples of preschool thinking in adults is the misunderstanding of AIDS transmission, so evident when 
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				the disease was first identified in the 1980s. How many rational, capable, educated adults were afraid to go near or touch a person with AIDS? Given what we knew about AIDS even then, fear of touching or hugging a person with AIDS indicates preschool or school age level thinking. We know that adults have the thinking tools needed to learn and understand AIDS transmission. But without suitable information, presented appropriately, people may regress to lower levels of thinking, especially with an emotionally charged issue.

				
					Try This

					The Montessori method of teaching stresses movement, activity, engaging with the environment, and hands-on play to enhance children’s learning. Read about this method online to see the teaching games and teaching style. Now look at your own home. Do you have toys and play areas that assist teaching through touch and exploration? Puzzles—wooden, plastic, frame—are fabulous for stimulating mental growth. Science museum stores and educational toy stores are loaded with hands-on play ideas. Do you have modeling clay, finger paints, things to pound, blocks to stack? Do you see why excessive video game playing is discouraged for young children? Set aside a daily time to engage in hands-on, educational play. You’ll be stimulating your child’s mind, while building a fun and trusting relationship. 
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					You can see now that educating your child about hemophilia is far more than just giving him information. Take an active approach. Become an observer, detective, and explorer of his inner world. Find creative, playful ways to uncover his personal thinking process—and then listen carefully. Encourage your child to strengthen his thinking process (which is easier than it sounds) by engaging him, and yourself, in the serious work of play.

					Once you discover and open up the inner, magical world of your child’s thoughts, your next task is to find out what stage he is in. Then the real learning can begin.

				 

			

		

	
		
			
				22 | Teach Your Child About Hemophilia

			

		

		
			
				Chapter 2

				Life’s a Stage

				Things to Remember

				• Your child develops though stages: emotional, physical, and cognitive.

				• Your child’s senses are the gateway to developing his mind.

				• Play is essential to sharpen your child’s thinking and develop his mind—sometimes, the dirtier the better! Let him run, climb, make mud pies, wade in streams, throw rocks, fingerpaint the tub, and make lots of potions! Limit time on the computer, cell phone, and gaming devices as much as possible.

				• Your child will go through three basic stages of thinking: Preschool (ages 3–7), School Age (ages 7–11) and Adolescent (age 11 and older).

				• Age and stage are not always the same. Children at a higher age level may be at a lower stage in thinking. Children may be at a higher stage of thinking in one topic, and a lower stage in a different topic.

				
					[image: ]
				

			

		

	
		
			
				23 | Teach Your Child About Hemophilia

			

		

		
			
				Chapter 3

				The Three Stages of Childhood Thinking

				You know children are growing up when they start asking questions that have answers. — John Plomb

				I’ve been keeping a journal for over thirty years, since the day I learned I was pregnant with my firstborn. I’ve filled it with all the usual milestones and adventurous family trips. I’ve also recorded the amusing, sometimes astonishing, and always precious glimpses into all my children’s growing minds. The attempts at speech at age 2, the observations of their world at age 4, the revelations about hemophilia at age 6, the debate about the existence of Santa at age 9, the “birds and bees” at age 11, and choice of music at age 15.

					My journal is priceless to me, but the reality is that what my children have said or done is not unusual or unique. Time and again, it’s been shown that regardless of culture, nationality, or gender, all children go through cognitive developmental stages in the same order. In other words, 
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				the development of logical thinking is well mapped out among all children, and each stage is characterized by the use of different thinking tools. 

					As you read about the cognitive developmental stages, consider how these thinking tools relate to your child with hemophilia, and to all aspects of his disorder. You’ll soon see that every thinking tool relates to hemophilia, so recognizing the stages will help you help him understand his own hemophilia.

				The “Magical” Preschool Thinker

				In the simple structure of a preschooler’s mind, there are five basic thinking tools used to process incoming information. These five tools, which will be described in this section, define a preschooler’s thinking.

				Magical

				Magical thinking doesn’t mean your child believes (although he may) that he is endowed with special gifts and powers. It doesn’t mean he believes (although he might) in elves, fairies, and goblins. It does mean that your child can’t explain causality—how things happen in a step-by-step, logical way.

					For example, your child notices that if you count “One, two, three, go!” at each traffic light, the light will eventually change from red to green. If you time it carefully, you may say “Go!” just as the light changes. Your counting didn’t cause the light to change. But what does your child conclude? That your counting to three caused the light to turn green. To a preschooler, one event causes another event simply because the two events happen in chronological sequence—even if they are completely unrelated. 
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					Do you remember the blockbuster movie Home Alone? In one scene, the young character Kevin shows magical thinking. He is banished to the attic bedroom for the evening as punishment for being underfoot while his family packs for a trip to Paris. As Kevin storms off to bed, he turns and yells, “I wish you would all disappear!” The next morning, Kevin wakes to find that he is indeed home alone. His family unwittingly left for France without him. Kevin doesn’t know this. He concludes: “I made my family disappear!” Perfect preschooler thinking!

				Perceptual

				Perceptual thinking means that a preschooler’s thoughts are completely dominated by what he sees, hears, feels, or smells. Most of what he learns about his world arrives through his senses. And because his thinking is mainly perceptual, it’s almost always externally oriented—outside his body. Indeed, a preschooler’s thinking is so ruled by perceptual cues that he relies more on what his senses tell him than on anything else, even when the “facts” stare him right in the face!

				
					Try This

					Show your preschooler two equal-sized balls of clay of the same color and shape, and ask which is bigger. He’ll probably respond correctly that they are the same size. But roll one, before his eyes, into a long, fat sausage shape. (You can even tell him you didn’t remove or add any clay.) Ask, “Now which is bigger?” What does he say? Why?
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					Because they are so perceptually and externally oriented, preschoolers generally don’t think or process much information about the inside of their bodies. To them, most things concerning their bodies happen on the outside. When asked to draw what’s inside their bodies, most preschoolers don’t know what to draw—except for two organs. These organs are internal, but are well perceived by most preschoolers. Can you guess what they are?

					Looks and appearances can be very deceiving to preschoolers. For them, “What you see is what you get.” Preschoolers make great audiences for magic acts because they believe in the tricks hook, line, and sinker. Because preschoolers are so perceptual, they tend to take words literally. If you happen to tell a preschooler, “Parents have eyes in the backs of their heads,” be prepared for a strange look!

				
					Try This

					Draw an outline of the human body, leaving the inside empty. Ask your preschooler to draw what he thinks is inside. Prompt him by saying, “What do you think goes here?” and point to the head or abdomen. Date the drawing and save it. Try this again in six months or a year. Compare the difference! 

				

				Egocentric

				While driving in the car at night with your preschooler, have you ever heard him exclaim, “The moon is following us around!” This question is a perfect example of egocentric thinking. Being egocentric doesn’t mean that a child is egotistical and selfish. It means that he is incapable of seeing the world from another person’s point of view—he simply lacks the skill. No matter how often you tell him that the moon is not following him, he thinks, “Then why is it there, everywhere I go?” You 
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				can’t battle his personal experience and viewpoint, even if they result in a magical explanation. He believes that the moon follows him because that’s what he thinks is happening. 

				
					Try This

					Here’s an experiment to test for egocentrism.Put a favorite teddy bear or stuffed animal in a chair in the corner of a room, facing and opposite from your child. Ask your child to draw what the teddy bear sees. Does he draw what the teddy bear sees? Or what he sees? Why? 

				

					A preschooler understands the world from his own shoes—literally! When asked to point to the right hand of a person standing in front of him, he points to the person’s left hand. Why? That’s the side his own right hand is on. He can’t generalize his personal experience, and he can’t make general rules about things. Usually, a preschooler can logically understand only what he has experienced or witnessed directly. 

				
					Think About It

					Have you ever been upset with a preschooler who keeps bothering you when you have a headache, after you’ve explained this to him? Can’t he understand how you feel? Actually, no. He keeps bothering you precisely because he can’t cognitively put himself in your shoes, and then feel what you feel. We often expect too much from our youngsters when we forget how different their thinking abilities are from ours.
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				Immediate

				Have you ever been on a road trip with your preschooler, and five minutes into the three-hour ride, he asks, “How much longer?” Try to explain three hours to a preschooler—or three days, or three years! A preschooler’s thinking is immediate, in the here and now. He usually can’t understand discussions about the past, which for him is short; or the future, which is beyond his immediate experience. To him, three hours equals three days equals three years. Some preschoolers may try to make time more concrete, more perceptual. Asked to share her experience at a painfully long school program, my youngest held out each arm to the side, saying, “And it was this long!” 

					That’s why discussions about past generations, or death, are difficult for preschoolers. After a favorite pet dies, a child may continue to ask when it will come back. There is no “forever” to a preschooler.

				Absolute

				The fifth thinking tool a preschooler uses is absolute thinking. This means thinking in extremes. People are “good” or “bad,” “sick” or “healthy.” There’s no in-between, no gray area, no overlapping. This could be why so many preschoolers are obsessed with superheroes and bad guys!

					Did you ever do Venn diagrams in school? They involve the ability to see relationships between objects and numbers, in order to sort and categorize. Preschoolers don’t do Venn diagrams. They don’t usually see relationships between objects and ideas. Every idea or object is distinct, in a separate circle. Cheetahs, lions, and leopards are not members of the cat family. They are simply cheetahs, lions, and leopards. 

					This is why preschoolers usually can’t attach several meanings to one thing: there is one meaning for one thing. I was reminded of this on a morning when I hurriedly asked my preschoolers to get their “shoes” (they knew I meant “sneakers”). They were quick to correct me. “They’re sneakers, not shoes!” Oh yes, I forgot. I forgot that I was speaking to pre-schoolers! Once I mentioned that I was their cousin’s aunt. One daughter looked at me slyly and said, “No, you’re not. You’re Mommy!”
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					Finding relationships between two or more things means being able to identify the whole and its parts. A preschooler’s absoluteness prevents him from understanding that the whole is a sum of parts. He thinks, “The whole is one thing. These parts are other things.” At age 5, my son tried to show me that five fingers on one hand plus three fingers on the other hand equals eight fingers. “That’s great!” I replied. Then I applied my child psychology. “Now, which number is bigger, eight or five?” “Five,” he answered, pointing to the hand with five wiggling fingers, “because there are more fingers standing up on this hand.”

					A preschooler lives in the Concrete Jungle—all he knows exists in the here and now. All he understands exists in what he can see, touch, or hear, as he understands it—not as you know it. His world is personalized, but it’s all around him. What happens to him happens to everyone; yet what happens to him uniquely explains his world. In the next chapter, you’ll see how this affects his thinking about hemophilia. 

				The Practical, Creative School Age Thinker

				Ages 7 through 11 are a time of incredible growth in thinking. The tangible, concrete world still plays a huge role in the way a child thinks, but he is now able to take that concrete world and bring it into his mind. He has learned to manipulate the world internally, and compared to the preschooler, the school age child achieves very different results in thinking and perception. 

					The preschooler and school age child differ greatly in their ability to internalize the external world. But they’re alike in one way: the school age 
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				A preschooler cannot discern the whole and its parts.
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				thinker can manipulate ideas in his mind, but usually only those concepts related to tangible, familiar things and personal experiences. He focuses on his immediate environment and his own experience. Notice how often school age children use metaphors. Although they’ve begun to understand more abstract things—life, death, feelings, faith, the universe—they have trouble explaining them. So school age children resort to concrete, familiar terms: “Snow is like cold sand,” or “Thunder is like the angels bowling in heaven,” or “I’m as hungry as a bear!”

					The school age child also makes enormous strides in sharpening his thinking tools, especially in one key way. He can now see relationships. He is no longer thinking magically. He is less perceptual, less egocentric, less immediate, and less absolute.

					If he no longer thinks magically, how does the school age child think? He can begin to think logically about causality—how one thing causes another, step-by-step, in sequence. A preschooler might tell you, “Some-one went to school and then got the chicken pox,” or “My friend played with me and then I got them.” There is no direct causal agent. But a school age child will probably say, “Well, I played with my friend, and she had the chicken pox, and I licked her lollipop, and then I got them.” The school age child perceives a step-by-step sequence of events. He can start to figure out logically what happened.

				
					Try This

					Ask your school age child, “How do people get colds?” (Don’t say “catch,” as this sets him up!) Does he give a preschooler response? (“I went outside and then I got a cold.”) Does he give a step-by-step answer? (“I drank from someone’s cup who had a cold, and she gave it to me.”) What’s the difference between the two answers? What does the school age child supply that the preschooler leaves out?

				

					Although the school age child can identify a “missing step,” it’s often a step that is perceptual. He still lives in a concrete world that he has 
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				directly experienced. Yet he is less perceptual than the preschooler. For example, in the experiment with the clay balls, a school age child may agonize about the answer. He may say, “I know that no clay has been added, but it looks bigger!” He’s tempted, but he’s no longer fooled by what he sees versus what he knows. 

					Being less perceptual, he is less externally oriented, so he can begin to understand what’s happening inside his body. (Recall that thepreschooler focused only on what happened externally.) He can mention many internal parts of his body, but still tends to describe them in concrete, tangible terms. For example, he may describe veins as “roads” going through his body, and his heart as a “pump.”

					An amazing thinking tool that appears in this age group is the ability to take the point of view of another person—to put yourself in another’s shoes. Isn’t this an incredible step? It’s even hard for adults to do! As your child becomes less egocentric, he can begin to understand what others experience, and how others feel and think. Your child will show empathy, compassion, and greater understanding of others’ worlds.

					Can we prove this? You bet. A preschooler can’t draw what the teddy-bear-in-the-opposite-corner sees. But a school age child, around ages 9 to 11, can. When you stand in front of him, and ask him to point to your right hand, he points to your right hand.

					And because he is less egocentric, and he can put himself in another’s shoes, a single external, perceptual, personal experience no longer limits his thinking. For example, a preschooler thinks that when it’s daytime here, it’s daytime everywhere in the universe—because that’s what he experiences. Forget trying to explain about the earth’s rotation, and why a child in China is sleeping while he is awake. One of my daughters persistently asked about this concept at age 5: “Why is it nighttime in China now?” I tried to explain this to her using words, but it wasn’t working. So I offered a concrete example. We got a flashlight, two small action figures, and a globe. I put one figure on Boston, and the other on China. I told my daughter that the flashlight was the sun. We turned off the bedroom light, and she turned the flashlight directly on the Boston action figure. As I started to explain, while turning the globe, her eyes 
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				grew wider and she positively beamed. “I get it! I get it!” she exclaimed. 

					Unlike the preschooler, your school age child is now able to see relationships, and this makes him less absolute. He can now serialize, generalize, subdivide, differentiate, and combine into new groupings. These are all tasks that involve the ability to see relationships among objects, people, and ideas. Ever notice that children in this age group love to collect things? Baseball cards, magic cards, bottlecaps, paper clips, stamps, sets of toy animals, dolls, rocks. It’s more than play—it’s an attempt to categorize, sort, and make sense of an ever-expanding world of sensory stimulation.

				
					Try This

					Does your school age child like to collect things? If not, help your child start a collection. Try baseball cards, leaves, marbles, or rocks. Use the collection to begin classifying and sorting.

				

					Remember our Venn diagrams? These are fun to do with school age children. If you ask your child to group members of the cat family together, he’ll probably select pictures of leopards, cheetahs, house cats, lions, and jaguars. 
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					School-age children begin to see relationships, for example that parts are subsets of the whole.
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					He can match pictures of a police officer, construction worker, doctor, teacher, and pilot with their correct instruments or vehicles. He begins to understand terms like “aunt” for his father’s sister, and “grandfather” for his mother’s father. He understands classes within classes. This is more than simple sorting. It’s a concept—he can make subsets of a whole. He knows that there is a whole and parts. 

				
					Try This

					Make a simple family tree on paper. Start with your child, and work your way back through his parents, grandparents, and great-grandparents. Include branches of aunts, uncles, and cousins. Show how everyone is interrelated. Show how one person can be a daughter, mother, cousin, and aunt at the same time.

				

					Similarly, from direct experience in his world, a school age child can make generalizations about the greater world. At age 5, my son asked me to look at a drawing he had made of a rabbit and an egg. “The rabbit laid an egg,” he told me. “But rabbits don’t lay eggs,” I replied. “They don’t? But chickens do,” he said cautiously. “Right,” I answered. “Birds lay eggs, but animals like dogs, cats, horses, and rabbits have babies without shells.”

					My son was trying to generalize from one thing he knew—birds lay eggs. But his ability to generalize was limited by his experience. If he had grown up on a farm, where mammal births happen often, he might not have made this mistake. The school age child is logical and can see relationships, but usually only about familiar, concrete, existing objects and people.

					As he learns to tell time and understand past and future, the school age child’s thinking becomes less immediate. He can understand three minutes versus three hours versus three days. He comprehends “tomorrow” and “next month.” He envisions the day when he will be grown up. 

					The structure in his mind grows more complex as it incorporates these new abilities. And this prepares his mind for the final thinking stage.
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				The Cool Adolescent Thinker 

				I once told an audience that adolescents represented the highest level of thinking. One mother shot back, “You haven’t raised a teenager yet!” We all laughed, and at the time, she was right. 

					Adolescents have the mental structure it takes to reach the highest level of thinking. They can handle a large load of information that is abstract, not just concrete.

					No more magical thinking here. A teen can give a logical, step-by-step recounting of an event, or an explanation of how something works. “A heart attack could be caused by a guy working out in the hot sun, who maybe worked too hard, or maybe he was overweight, or maybe has a weak heart. Anyway, it closes off part of his blood supply, and the heart kind of starves.” Can you see the amazing pathway of logical thinking? A preschooler might have given a perceptual answer, based solely on what he sees: “A heart attack is when you fall down.” A school age child would try to fill in what’s missing: “A heart attack is when you fall down because your heart gets weak.” But a teen can give a complex, multilayered answer focusing on internal and external events.

					Beyond this, your teen can also consider hypothetical situations. He can mentally manipulate all possible combinations of events. “If I apply to this college, I might get accepted. Or I might get rejected. Or I might be deferred.” What then? “If I get accepted, I can attend, but it will be tough financially. If I get rejected—wait, I’d better have a plan in place just in case! I’d better apply to several colleges. If I get deferred, I can line up a job to save some money for a while, and then attend.”

					Your teen can perform a mental juggling act with many variables. His understanding of the body is very internalized now, but it can still be perceptual, or external, when he wants it to be. Not only does he understand the various parts of the internal body, but he can also understand how all the systems work together: the respiratory system affects the circulatory system, which in turn affects the endocrine system. He can understand microscopic parts of the body, the cells and DNA, and things he may never see.
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					He also knows that in other areas of life, there exists the abstract, the unseen, the completely imperceptible. This is why so many teens become interested in religion, destiny, fate, spirituality, and morality. He now has complete command of numbers, and concepts of time and space—but try to get your teen home at the right hour, and you’ll swear he can’t tell time.

				
					Try This

					Ask your teen what happens to people when they die. Listen to his explanation. Ask him “Why?” or “What happens then?” Encourage him to think out loud. Don’t judge or lecture him; instead, pretend you are interviewing someone for a newspaper article. Let him do the talking. How concrete or abstract is his answer? What is his thinking style? Does he think silently or out loud? Does he ask you questions?

				

					The teen can manipulate points of view, and can even adopt multiple points of view. Of course, his thinking is still somewhat limited by his experience. But this is also true for adults. For example, it’s hard for anyone to truly understand another culture without having direct experience with it. Still, adults and teens can try. 

					Although your teen may not be correct in all his conclusions, remember that he arrives at those conclusions through abstract and logical thought. He has many capabilities.

				
					How Children’s Thinking Develops

					Perceptual → Abstract

					External → Internal

					Magical → Logical

					Immature → Mature

					Absolute → Relative

					One cause → Interrelated causes

					Temporary → Permanent
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					Just thinking about how children develop cognitively will help you appreciate their amazing capabilities and the wondrous journey of childhood. As parents, we can do so much to help our children achieve their potential, while offering comfort and enriching our relationships. Use playtime, bath time or driving time as opportunities to ask questions and listen actively. Knowing how your child thinks may spark some ideas on how to teach him more effectively. How will you respond the next time he asks a question, makes a cute comment, and invites you into his magical world of growth and creativity? Don’t refuse the invitation!
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				Chapter 3

				The Three Stages of Childhood Thinking

				Things to Remember

				Preschool Thinker 

				• Magical: unable to explain how things happen in a logical, step-by-step sequence; explains causality by association or chronological order. 

				• Perceptual: dominated by what he sees, hears, feels, or smells.

				• Egocentric: able to see the world from his point of view only.

				• Immediate: focused on the present only.

				• Absolute: tends to see everything in extremes; sees few relationships.

				School Age Thinker 

				• Explains how things work in a step-by-step, but mostly concrete way. 

				• Can manipulate ideas in his head, but is still more comfortable in the perceptual world of direct experience. 

				• Begins to understand what others experience, and how others think and feel. 

				• Can see degrees between extremes; can see relationships; can categorize. 

				• Understands time concepts of past, present, and future.

				Adolescent Thinker 

				• Can think logically, step-by-step.

				• Considers hypothetical situations.

				• Considers various outcomes.

				• Thinks in the concrete and abstract worlds.

				• Understands numbers and concepts of time and space.
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				Chapter 4

				The Magical Thinker: Your Preschooler

				The potential possibilities of any child are the most intriguing and stimulating in all creation. — Ray L. Wilbur, MD

				A preschooler with hemophilia may go from playtime and Sesame Street to hospitals, pain, and shots—all in one day. Parents can offer comfort and emotional support during the trying times of hemophilia. But should we simply comfort our children? Do we explain hemophilia during these times? If so, how do we explain it?

					You can choose how you will use any experience with hemophilia. You may choose to see all experiences as opportunities to explain the world to your child and, more important, to learn how he understands the world. Think about it: When a favorite pet dies, you can secretly bury the pet and not tell your child what happened—some parents believe this spares the child pain. Or you can avoid explaining anything to your child, simply saying, “Things like this just happen,” and bury the pet. Or you can use this tender experience to open a door. You can ask your child questions, hear his questions, and explore together 
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				ideas about nature, death, faith, the hereafter, the “Circle of Life,” and love. 

					These can be tough subjects for so young a person. To avoid overload, it helps to first learn what your child thinks. To do this, ask him open-ended questions.1 

					Your questions and his responses will provide a baseline that can help you decide what to teach. Your preschooler may be given screening tests to determine his readiness for school; similarly, you can “screen” him to determine his readiness to learn about hemophilia. Knowing what developmental stage he is in, and what most preschoolers think at this stage, will help you offer age-appropriate information. The right information, presented in the right way, may help calm him, build his confidence and sense of security, and help him learn even more!

				
					Think About It

					When your child asks you questions about his world—how something is made, where something comes from, what causes something to happen—try asking him a question in return: “What do you think?” Then let him think about it, work it out, and try to explain. You’ll learn what he already knows about the topic, and you can then fill in missing information. It’s a great way to get a dialog going! 

				

				How Preschoolers Understand Blood

				Hemophilia can be a vague concept, but blood is a more concrete one. “When you stick someone, red stuff comes out. It looks like mud. It’s sort of goopy,” said one 5-year-old. Remember, preschoolers live in the concrete world. You can see and touch blood. It has color—and almost all preschoolers will tell you so!

					To a preschooler, blood is one, simple thing: a red liquid. It’s not composed of little parts or microscopic cells. Remember that preschoolers 
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				don’t see the whole and its parts. There are no pieces, no components, no proteins, no factor. Blood is just blood.

					Although preschoolers are externally oriented, most will know that blood comes from inside. Some may identify the heart or the veins as the origin of blood. Most preschoolers can’t say what blood actually does, or offer a step-by-step description of how blood carries nutrients and oxygen or helps you heal. To a preschooler, blood is just a red liquid that “goes around your body.”

					You’d think that all children with hemophilia would associate blood with hemophilia—but not true! Usually, hemophilia isn’t even mentioned when preschoolers with hemophilia are asked about blood. Some may make external observations: “It helps with infusing,” or “It’s where you put the factor.” But beyond that, blood has little connection with hemophilia. Since preschoolers are externally oriented, they may not link blood with hemophilia, because they may never see blood when they need a shot. Many bleeds are internal and out of sight.

				
					Try This

					When you give your child his next infusion, ask, “What is blood?” Engage him in a dialog. Ask probing questions about what blood does for the body: “And then what happens?” “Why is that?” See if he gives the preschooler’s most common response, “Blood helps you to live.”

				

					Though most preschoolers usually don’t know what’s inside their bodies, they do know they have a heart. Probably because they can feel the heart beating as they run, they believe that the heart’s function is to “keep you moving.” But as magical thinkers, most preschoolers can’t identify the link that explains how the heart or heart motions keep you going. And they probably don’t know that the heart pumps blood.

					Without explaining how or why, most preschoolers do realize that we need blood to stay alive. “Blood helps you be alive. It helps us breathe.” 
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				Because your preschooler may associate his blood with life and death, be careful how you explain infusions. If a preschooler sees his blood exit his body and enter the tubing of the butterfly needle—when the needle is first inserted—he may conclude that an infusion could be fatal. So a preschooler may fear an infusion, not because of the pain of the needlestick, but because he may lose his blood. It’s important to reassure your child by explaining what’s happening to him during each step of the medical procedure.

				How Preschoolers Understand Hemophilia

				Hemophilia is an inherited blood disorder that causes the blood to not clot properly. But preschoolers don’t usually think of hemophilia as a blood disorder.2 So to a preschooler, what is hemophilia?

					• A specific activity that a child has experienced, viewed in an egocentric way: “It’s when I get hurt and need a needle, or have to go to the hospital.” “If you jumped on a hard board you could hurt your knee. You’d have to go to the hospital or something.” 

					• Perceptual and external: “You have to wear a bracelet and take factor when you get hurt.” “I get a bad bruise and a needle helps it.”

					• Immediate, in the here and now: “When somebody punches you, you can get hurt real easily and have blood everywhere.”

				If you read these responses closely, you’ll see the preschool thinking tools. The words are clues: bracelet, “when you get hurt,” bruise, hospital. Remember that preschoolers can’t categorize, so hemophilia is not a medical “condition” and often has little to do with the blood. Hemophilia is something that happens to you when you fall down or get hurt, at that particular moment. It’s purely circumstantial. 

					Ask your preschooler some questions: “What is hemophilia?” “What happens?” “Then what?” Listen and try to identify his preschool thinking tools. Does he use external symptoms to explain hemophilia? Is hemophilia an external situation (like a fall) that happens to him? Is it “when” he has to do something or go somewhere? Don’t contradict him, or use terms like “blood disorder” when he isn’t ready; appreciate that he is using the best tools he has for the job. Ask questions, listen, and praise him. You’ll 
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				encourage him to open up, and you’ll give him confidence to explore his thoughts even farther.

				How Preschoolers Understand Genetics

				If you think genetics is a tough subject to understand, imagine what it’s like for a magical-thinking preschooler. Since preschoolers generally think in the here and now, telling him about deceased ancestors and step-by-step links in genetic transmission won’t make much sense!

					Hemophilia is transmitted by the mother, if she’s a carrier, on her X chromosome. If you ask your preschooler where his hemophilia comes from, he’ll most likely summarize it: “You’re just born with it.” 

					This answer reflects immediacy (here and now), egocentricity, and magical thinking: before he was born, hemophilia did not exist in your family—or in anyone else anywhere, for that matter! To him, there is no link between the fact that he was born and the fact that he has hemophilia.

					Let’s take it a step further. Most preschoolers don’t even mention their parents, especially their mothers, as the source of hemophilia. Why? Magical thinking, with little cause and effect. A child has hemophilia; he was born. Therefore, he was born with hemophilia. There’s no past, no transmission agent. But there is one exception: some children raised in actively religious households may say “God” when asked where hemophilia came from. This may be seen as the missing step—the cause. But keep asking! The key question is how. “How did God give you that hemophilia?” Your child may be stumped, reverting to “I was just born with it.” 

				
					Think About It

					Do you feel strongly about telling your preschooler all the “facts” about hemophilia in your family—where it came from, who was a carrier, who had hemophilia? How much do you think your preschooler understands? How can you check that he understands? Why might the facts be less important than the simple understand-ing that he was “born with it”? 
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					So when you ask your child where his hemophilia came from, relax! It’s okay if he offers this simple explanation. It’s an answer that makes sense to him and will keep him satisfied for now. And if he asks you where his hemophilia came from, don’t feel obligated to spew out a con-fession of your defective genes, or exercise your overactive guilt: Why us? or It’s all my fault! Believe me, your preschooler doesn’t want to hear it. This kind of talk may be too emotionally charged, and it simply doesn’t make sense to him. To keep the doors of communication open, you can say, “Well, what do you think?” or, “I don’t know. I guess you were just born with it.”3 

				How Preschoolers Understand Bleeds

				There are two types of hemophilia bleeds: internal and external. Which do you think preschoolers feel more comfortable discussing? If you guessed external, you’re right. All bleeding is a step-by-step process, something that preschoolers are not yet equipped to handle. So how do they explain bleeds?

					Preschoolers rely consistently on perceptual cues, external activities, absolute thinking, and immediacy.

					Relying on what he sees, the preschooler typically says that when any person gets cut, “they bleed.” The injured person gets better if he “puts a bandage on it” or “goes to the hospital.” Missing is any information about what happens inside the body, because preschoolers are so exter-nally focused. Your preschooler can’t explain, step-by-step, how the body reacts after a cut and during a bleed.

					Ask a preschooler, “How does someone get better from a cut?” What you see is what you get! You get a cut, you bleed, you put a bandage on it, you get better. Preschoolers might even conclude that the act of putting on a bandage, or the bandage itself, makes the cut heal. And forget healing time—no preschooler I have met has mentioned any length of time involved in healing.4 

					What happens when the child with hemophilia gets cut? He’ll have pretty much the same response—perceptual, external—but with the added tools of egocentrism and absolute thinking. If you have hemo-
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				philia and you get cut, you “get factor” or “go to the hospital.” Some preschoolers will say that if you don’t have hemophilia, you don’t bleed when you get cut! This is absolutism and egocentrism combined, as he explains the world from his viewpoint.

					Most preschoolers realize that they may need factor when they get cut, but they can’t explain why. Why not? Magical thinking: they lack the ability to explain hemophilia step-by-step. “I get cut, I need factor.” Why? “Because I got cut.” Why don’t the other kids at school need factor?Your preschooler may respond, “Because they don’t have hemophilia.” 

					When asked about internal bleeding, a preschooler will often rely on external, perceptual symptoms. “I bleed. It swells up. It hurts. You put a bandage on it and you get an infusion. Maybe you can’t walk or run.” 

				
					Try This

					Pretend that a favorite stuffed animal or doll has a cut. Ask your preschooler what you should do next. While you’re helping the “patient,” ask your preschooler, “Can you tell me what’s happening to this little bunny?” Let him introduce subjects like bleeding. Ask, “Where does blood come from?” Fill in the missing information piece by piece: “A bandage protects the cut so it can get better. How does it get better?” Continue to probe. Finish your session with a sticker for the “patient”!

				

					When you explain bleeds to your preschooler, think about how he processes incoming information. As always, ask him questions first: “What happens when you get a cut? Then what?” If he seems curious and ready, provide some information. Or continue with your questions: “Well, why do you think it bleeds? How does it get better?” To uncover answers, the key word is how. “How does the bandage make it get better, I wonder?” 

					To help a child feel empowered, I often pretend that I’m pretty ignorant, and I’m sincerely trying to figure this out on my own—complete with head scratching and knitted brow. Children seem more eager to explore answers when an adult is floundering, too!
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				How Preschoolers Understand Factor

				For a preschooler with hemophilia, factor might be the easiest concept to handle. What is factor? It’s his bottle of medicine. He can see it, and his description of it is perceptual. “It looks white, like water.” “It’s white powder.” “It’s stuff you get when you’re hurting.” “It’s the medicine that goes into the shot.” 

					To a preschooler, commercial, injectable factor is not protein that replaces the protein in his blood. (He doesn’t even know that his blood lacks protein.) Some children define factor according to what it does. “It helps my knee stop aching,” or “It makes my foot get better.” A preschooler doesn’t say that he needs factor “to stop a bleed.” No, he needs it because he has a bleed. That’s a big difference! It’s magical thinking. The first line of reasoning—it makes me feel better—is logical, based on cause and effect. The second is magical, based on coincidence. The child observes, “I got a bleed.” Then, “I got factor.” So he reasons, “I get factor when I get a bleed.” There is no causal link (stopping the bleed) in his reasoning. The two events—getting a bleed and getting factor—happen together, but not necessarily because one caused the other. 

				How Preschoolers Understand How Factor Works

				To describe logically how factor works, preschoolers must be able to explain a process in a step-by-step way. Because this is beyond most preschoolers’ abilities, they often resort to magical thinking.

					Preschoolers see factor being infused, and often rely on this perception as their only explanation. How does factor work? “It goes in your veins. It goes deep inside you.” Or, “It goes through your blood. It doesn’t go into your head. Your head’s too high for blood, or like it would come out your mouth.” Or, “It makes you better. You get a shot and you don’t bleed any more.”

					If you keep asking, “How does . . . ? Then what happens?” you’ll get more of the same! Factor works by “going through your body.” Although a preschooler generally perceives a few internal organs, he doesn’t understand the system of veins and arteries. He may mention that factor goes into the vein or blood—that much he can see. After that, factor’s role is a mystery!
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					Try This

					Next time your child needs an infusion, casually ask him, “Where does factor go after your [arm, vein, port]?” Let him think about it. He may reason aloud, “Well, maybe it goes right to your knee,” or “It just goes all over.” Give him a washable marker or crayon soap and ask him to draw on his skin where factor goes once it enters his body. This could be fun and educational! If he asks you where the factor goes, try to solve the “mystery” together. Have him contribute as much as possible: “Let’s see, maybe it goes here . . . What do you think?”

				

				How Preschoolers Understand Factor Deficiency Type

				Many preschoolers can label things, or mimic what they’re told. So it’s no surprise that when asked, “Do you know what type of hemophilia you have?” some say, “Factor VIII.” But continue: ask your preschooler what factor VIII means. No child in the preschool thinking stage can define “factor VIII,” except with the perceptual “It’s the medicine I get.”

					Replying “factor VIII” is reciting words without real understanding. But we’re not looking for “right” answers from our children; we want to learn how they process their world. It’s less important for a child to memorize his factor deficiency type than to simply understand that “hemophilia means I have to get shots.” So while it’s great if your child can recite his factor deficiency, it’s also great if he only offers a standard preschooler response. 

					One benefit of memorizing factor deficiency type is that in some unusual circumstance, your preschooler may need to know this informa-tion for medical reasons—just as he should know his phone number or street address. So feel free to teach your child his factor deficiency type, but don’t try to explain what that means. Your explanation will be more useful in the school age thinking stage.
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				How Preschoolers Understand Severity Levels

				Mild, moderate, severe. Understanding severity levels means being able to see variations, gradations, shades of gray, parts of a whole. But preschoolers are absolute, usually seeing only black and white. They don’t understand parts and wholes. To a preschooler, either you have hemophilia or you don’t. Either you bleed or you don’t. There’s no middle ground!

					How do preschoolers explain why some children with hemophilia bleed more than others, even when both children were doing the same activity? Some preschoolers with hemophilia are aware that certain children get factor more often than others. But they explain this using preschool thinking tools, relying on perceptual and concrete thinking. The preschooler reasons that if one child happens to bleed harder than another, he must have hit his knee harder. 

					Or the preschooler may rely on egocentric thinking and personal experience. He knows someone with hemophilia, like him, who gets more shots than he does. “Trevor has the hemophilia that bleeds a lot. I just bleed a little bit.” This is an exciting attempt to classify using concrete tools and personal experience. 

				How Preschoolers Understand Hemophilia as a Lifelong Condition

				You’d think that because preschoolers live in the here and now, they would have no concept of permanence—of hemophilia being with them forever. But here’s where experience and teaching play a major role in educating our children, and in shaping how they think. Do preschoolers think about a cure, about a future without hemophilia? Yes.

					“Do you think that someday doctors will make hemophilia go away forever?” If you ask this question, many preschoolers answer, “Yes!” Why? Well, it’s not because of magical thinking, or even an advanced understanding of the concept of permanence. It’s because of their parents. As a parent, you have a tremendous impact on your child when you discuss his hemophilia and the fact that researchers are 
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				developing a way to help him have fewer infusions or shots—or even to make hemophilia go away forever. 

					So don’t avoid the subject. It’s true that preschoolers have a unique way of viewing the world. But you can ask questions, probe your child’s thoughts, and get the ball rolling to offer information in a form he can visualize and understand. Use simple, concrete language and perceptual imagery to explore hemophilia. “Maybe someday when you get hurt, you won’t need a shot, because doctors will have new medicine to make hemophilia go away forever.” Always remember, you’re speaking to a 
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					Try This

					Engage your preschooler in a fun activity with a favorite stuffed animal. Then pretend the animal needs factor. Use empty factor bottles, supplies, and a butterfly needle with the needle taken out. Ask questions while you help your child infuse the animal. “Why does Bongo need factor?” “How does factor work?” “What’s blood made of?” When your child answers a question, praise him! Ask if he’d like to know more. Some children are easily overwhelmed by too much information, while others crave it. Most of all, your child needs to know that his responses are heard and valued. Give enthu-siastic praise: “You really know a lot about hemophilia, don’t you?”
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				preschooler! Don’t build his hopes too high, too fast. A child this immediate and perceptual might think that his next visit to the clinic, or his next infusion, will provide that “new” medicine. 

				
					Think About It

					If you remove all of the blood from someone with hemophilia, and replace it safely with the blood of someone without hemophilia, would the hemophilia go away? For how long? Why? 

				

					Beyond filling an educational need, your discussions about the future will offer something emotional: hope. Be willing to talk to your preschool-er about your hopes for a cure, and about his future in general—what he wants to “be” when he grows up. Most important, let him know that he is loved now by you, no matter what, for exactly who he is. And reinforce that message physically—concretely—with lots of hugs and kisses!
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				Preschoolers with hemophilia will benefit from the book series My First Factor, the only books for toddlers with hemophilia ages 1 to 3. Written by a mother of a child with hemophilia, and developmentally age-appropriate, these chunky board books teach and entertain. Available in hard copy and as ebooks at www.kelleycom.com. 
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				Chapter 4

				The Magical Thinker: Your Preschooler

				Things to Remember

				Characteristics of Preschool Thinking 

					• Doesn’t often associate blood or bleeding with hemophilia.

					• Believes that the heart keeps you moving, and blood keeps you alive.

					• Thinks that hemophilia is something concrete and specific that happens in the present: a shot, a trip to the hospital, a bruise, when you get hurt.

					• Often thinks that hemophilia is something with no past, and no transmission: “You’re just born with it.” 

					• Usually explains bleeding by describing what he sees and feels, and what has happened to him personally.

					• Believes factor is a bottle of medicine that helps when he’s hurting. 

					• Doesn’t understand factor deficiency type, although he may be able to recite his type. 

					• Can’t explain severity levels, unless he uses personal experience and concrete, perceptual examples. 
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				Chapter 5

				What You See Is What You Get: Your School Age Child

				What could be more charming than a boy before he has begun to cultivate his intellect? He is beautiful to look at; he gives himself no airs; he understands the meaning of art and literature instinctively; he goes about enjoying his life and making other people enjoy theirs. — Virginia Woolf

				One of my favorite scenes of school age children comes from the 1986 movie Stand By Me. Three preadolescent boys run away from home on a brief adventure, and spend the night sitting around a campfire trying not to be scared. To pass the time, they discuss and argue. Logically, scientifically, they weigh the pros and cons, facts and fantasy, and theydebate: Who is stronger? Mighty Mouse or Superman?

					This scene is a beautiful blend of childhood focus and maturing thinking skills—the school age years. The school age child has mastered important abilities: generalizing; distinguishing the whole from its parts; serializing; and sorting by colors, shapes, similarities, and differences. Most important, the school age child can identify the missing step in a sequence of causal events. In other words, he can attempt to figure out 

				
					[image: ]
				

			

		

	
		
			
				54 | Teach Your Child About Hemophilia

			

		

		
			
				what’s needed for one thing to cause another. This is a huge leap in logical thinking.

					But the school age child is most comfortable in the world he knows best—the tangible, visible world—including the cartoon world! He has impressive new thinking tools, yet he still likes to apply them to things and places he knows and loves best. At this stage, though, he can choose to apply his personal experiences to the larger world. This is perhaps the most fascinating developmental stage, because of the creativity and diversity of answers. As information and experiences pour in through school and new friends, your child’s world expands rapidly. To teach your school age child, you’ll want to challenge him to the fullest, but alsofind creative ways to weave in his concrete, familiar world.

				How School Age Children Understand Blood

				Now is the time to explain blood to children in terms of its components. This will make it easier to explain hemophilia. School age children, ages 7 through 11, are less absolute, and can now categorize and serialize; they can easily understand the whole and its parts. Children between ages 7 and 9 believe that blood is a red liquid, but also that it’s composed of “stuff—water, food, and energy.” Children between ages 9 and 11 can describe blood in more abstract terms: “It’s cells. Little roundish stuff. They’re red and blue.”

					Children also demonstrate a knowledge of step-by-step sequences of events to explain how things happen. This is a giant leap from the magical thinking of preschoolers! To school age children, blood’s primary function remains “keeping you alive,” but their understanding of blood has progressed. How does blood keep you alive?

					The school age child begins to understand that the heart not only pumps, but pumps blood. Most young school age children (ages 7–9) can’t explain how the beating, pumping, and staying alive are all related, although they try! “Your heart helps you breathe. It gives you air,” says a 7-year-old. How? The child isn’t sure. “It keeps your blood pumping, or else you would die. Your heart makes blood.” Many school age children 
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				believe that the heart creates blood and pumps it. While the primary role of beating and pumping blood is generally “to keep you alive” or “to keep everything working,” older school age children can now describe a simple step-by-step sequence: the heart beats and pumps blood, which brings food and oxygen to parts of the body. Blood “feeds your body,” and this keeps you alive. 

				
					Try This

					Go to a bookstore with your school age child. Together, select a book for his age group about how the body works. Some books have great see-through pages to overlay organs and bones on top of the body diagram. Go through the book together, asking your child questions from the questionnaire in Appendix A. See how he figures out blood’s function and functioning. With simple questions like “What is blood?” or “How does the heart work?” you can start him thinking, and you’ll learn how he understands his body. At this stage, he’s ready to learn more about the internal workings of his body.

				

					School age children are becoming less externally oriented and more internally oriented. They may recognize and correctly name various inter-nal organs and their functions. But they can’t yet describe systems of the body as interrelated. For example, they can’t explain how the circulatory system affects the respiratory and gastrointestinal systems. Body systems are distinct and independent. So although most school age children know that veins contain blood, only some will know that veins “let blood travel through the body.” One child might say that blood helps you live and contains oxygen, the heart makes and pumps the blood, and the vein has blood in it. But he can’t piece it all together to conclude that the veins carry blood to the heart. Help him verbalize this by discussing it and drawing pictures. You’ll help him build the mental structures that eventually will allow him to understand how everything ties together.
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					You can see now the wide variety of questions and explanations at this stage. It really pays to spend time asking questions and engaging your child in dialog to get the most out of your relationship and out of his creative, fertile mind!

				How School Age Children Understand Hemophilia

				Your child can categorize now, so he can classify hemophilia as some-thing internal, a “blood disorder.” He can generalize. He can mention people he knows, and imagine people he doesn’t know, who may or may not have hemophilia—because now he can draw conclusions about the general population. But when he gets in over his head, he may suddenly revert, like a preschooler, to concrete examples and personal experiences. “Hemophilia is a blood disorder that . . . it’s when you twist your arm, it bleeds internally in the joint. Unless you get an injection of factor, it will keep bleeding.” He may describe hemophilia this way: “when blood doesn’t stop bleeding.” Overall, your school age child has progressed from describing hemophilia as a specific injury (“It’s when I get a hurt knee”) to seeing it as a universal condition (“It’s when you get hurt you bleed a lot”). 

					He has become less egocentric. He has progressed to being more aware of other children’s situations. He now says that hemophilia is when “kids with hemophilia have to go to the hospital sometimes.” Compare this to the preschooler reply: “I have to go to the hospital.”

					Your child’s focus has also matured: his external focus has become more internal. “Hemophilia is bruises” has become “My blood doesn’t work right.” What is it that doesn’t work right? Well, he understands the concept of a whole and its parts, and he’s ready to know, or should know, that blood is composed of parts. So he can deduce that hemophilia means “something’s missing” in his blood. Some children say that they have “lost” something, or that their blood is “too thin.” These answers reflect the “something’s missing” idea. A preschooler couldn’t know this because he doesn’t know that blood has parts! But an 8-year-old might say, “It’s when you’re missing some factors that help to make it so if you slam your knee against something it doesn’t 
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				swell up as much. You’ll have to replace the factor.” This child describes the “something missing” in very concrete, specific terms.

				
					Think About It

					Notice the schoolwork your child brings home. What concepts does the school teach? How do these concepts reflect the thinking abilities of your school age child? Does his math class focus on parts and wholes? Fractions? Sorting? Does his science class study life cycles? Try to coordinate teaching about hemophilia with some of the class programs and activities. 

				

					Misconceptions and medical inaccuracies abound at this stage,as your child tries to make an abstract concept—hemophilia—more concrete so he can understand it. “It’s a blood disease. You lose part of your blood and you need to get more blood.” Again, the main point is not whether his answers are right or wrong, but how he arrives at his interesting conclusions.

					It’s perfectly appropriate to teach your child that hemophilia is a “blood disorder” that affects mainly boys but can also affect girls. Teach him that blood is made up of many parts, and that he is “missing” a part, if this makes sense to him. There’s no need to get too specific at first—just stick to general concepts and ideas. To help him visualize, use concrete examples: “It’s like when you’re missing an ingredient to bake a cake.” Remember that he is able to understand more abstract terms, but he needs the help of concrete examples.

				How School Age Children Understand Genetics

				He may talk about Harry Potter or Superman, but the school age child is no longer a magical thinker. He knows, or can figure out, the missing step in a step-by-step sequence. Learning about heredity is a great way to exercise that ability. Hemophilia is not just something he was born with. Something had to happen to cause his hemophilia.
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					Try This

					Use a concrete analogy to help your child understand that something is missing in his blood. Line up thirteen dominoes. Explain that blood clotting involves about thirteen factors in the blood.1 Each domino represents a factor. All the dominoes depend on each other to make a clot. When you knock down the first domino, each successive domino depends on the previous domino if all of them are to fall down—and do their job to clot the blood. Now demonstrate what happens if one domino is removed (remove number eight or nine). Position the dominoes so that when they’re knocked down, the missing domino keeps the rest from falling down—and the blood doesn’t clot. Explain that hemophilia means “missing one factor.”2

				

					What is that something? His parents, of course! We are the missing step. Because of his increasing ability to understand time, your child knows that hemophilia could have started many years ago, even centuries ago, in his family.

					But how exactly does hemophilia get from one person to another? Within this developmental stage, you’ll notice that understanding differs among the younger and older children. Most children in this stage name a causal agent—the thing or event that caused hemophilia to happen. This can be a parent, blood, a chromosome, sperm, or even “vibes,” as one boy phrased it.

					When asked how they got hemophilia, younger school age children may simply reply, “Mom” or “Mom and Dad.” Some children name 

			

		

	
		
			
				59 | Teach Your Child About Hemophilia

			

		

		
			
				blood. “It streams through your family, through their blood. I got it when I was two or three. My uncle gave it to me.” This child is medically inaccurate, but he’s trying to sort it out logically: A family member had hemophilia, I have hemophilia, and . . . it was transmitted though the blood? Or maybe my uncle gave it to me?

					School age children may also understand or accept some basic heredity rules, such as “mothers are carriers.” This makes sense to them, because a “carrier” is a causal agent. 

				
					Think About It

					As a parent, how well do you understand the genetic transmission of hemophilia? A surprising number of parents feel uncomfortable teaching their children about this because they don’t understand it themselves. Even medical personnel get confused at times when explaining. Can you define a gene? A chromosome? X-linked? The percentage chance of a carrier having a child with hemophilia?

				

					As children get older (ages 9–11), their answers and thought process-es become more sophisticated. The causal agent may be chromosomes, which only a few children can discuss at this stage. Remember that school age children are still very concrete—more comfortable with things that they see, hear, feel, and smell. Chromosomes are very abstract. Most of us have seen pictures of chromosomes, but very few non-scientists have ever seen a real chromosome. Some children identify an “X thing” as the causal agent, but they don’t understand the idea in purely scientific terms. To them, X and Y are not parts of the cells. They’re more like “germs” that other family members “catch.” Explained one boy, “Mom’s a carrier. She has two little things inside her, little Xs. They’re like little eggs. She has a good X and a bad little X in her. My brother got the good carrier and I got the bad carrier.”

					During my interviews for this book, Giovanny, age 8, gave me the clearest example of how school age children can make an abstract concept 
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				so concrete, revealing at the same time how he adeptly explained genetic transmission using step-by-step logical thinking. Completely frustrated by all my questions (and what he perceived as my utter denseness), he grabbed a magic marker and said, “Look!” as he drew a large “X” on his arm. “When my mom had me in her, she had this black X in her. The hemophilia is on the X. It floated around in her body and it got into me. When I was born, the X was in me and I got hemophilia.” This was a perfect school age answer!

					Like Giovanny, many children come up with inaccurate explana-tions, although their logic is sound. Remember, we want to be sure that the process—the communication with you, the logical way of finding a solution—and not the product—a medically correct answer—gets your attention. Let your child figure it out on his own, and don’t judge his answer at first. “You get it from your dad. When you get born, you get an X from your mom and a Y from your dad. The Y gives you hemophilia.” This is an exceptional answer for a school age child, even though it’s not correct. You can work on the “details” later, and supply more accurate information once you’ve established good communication with your child.

				
					Try This

					Use a coin toss as a way to explain the chance of having a child with hemophilia. Heads, it’s a boy. Tails, it’s a girl. Then . . . Heads, it’s a boy with hemophilia. Tails, it’s a boy without hemophilia. And so on. This works if you first explain that a mother is a carrier. Create a family of six children and see how the coins fall!

				

					As school age children begin to learn about percentages and advanced mathematical concepts, and can understand a whole and its parts, it gets easier to understand probabilities related to having a child with hemophilia. 
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				Still, children often resort to concrete analogies: “If their grandpa has it and has a daughter, she has a 50% chance. That means half a chance.” One 9-year-old said, “If the daughter is a carrier, there’s a 50% chance. That means like half a hundred dollars.”3 

					Although children may be comfortable generalizing to all boys with hemophilia, you’ll get “fuzzy” logic when you ask whether girls can get hemophilia. Some children may recite genetic “rules,” such as “Girls get two Xs from the parents.” But they may have trouble expanding on this, to figure out logically when a girl with hemophilia might be born. One sibling knew that girls can get hemophilia, but only because “My teacher had a student with it in the third grade.”

					And when your child grows up and has children? Will hemophilia be passed on? This question requires the school age child to journey into the future, to a place he is just starting to understand. It also asks him to hypothesize, which makes him uncomfortable. Hypothesizing is a tool used more commonly by adolescents. Most school age children won’t be able to solve this puzzle logically. Older children may hazard a guess by reciting genetic rules they’ve learned: “marrying a carrier” or “girls are carriers and boys get it.” But one boy reasoned incorrectly, “My daughters probably wouldn’t get it. I’m a boy and I only pass it on to other boys. My brothers or sisters could be carriers. When your brother or sister kind of have it, they have some thin blood and pass it on to the brother.” School age children can’t usually explain the step-by-step sequence to prove that they really understand how chromosomes are inherited. 

					When you ask your school age child about inheritance, first consider his exact age. There is great diversity within the school age stage. Younger school age children may cite only parents as the source of hemophilia, while older school age children start to mention genes or chromosomes. You can try to explain genetic transmission, but remember that your information will be “filtered” to fit the particular mental structure in your child’s brain. Some of the information you present will make sense, and much will not. But keep trying! It’s okay to make a chromosome sound like “one” part of your body that gets transmitted, like a germ. This is 
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				easier to understand than a genetic structure that is present in each one of your three trillion cells—just a tad abstract! Let your child interpret and repeat to you what you’ve taught him, and see how he understands it. Don’t forget to praise his attempt to understand.

				
					Think About It

					Remember that learning involves both head and heart. Examine your feelings about the possibility of having grandchildren with hemophilia. Be prepared—someday your child will ask, “Will my children have hemophilia? Will my sister’s?” How will you answer? Will you have the correct information to give him? Will you be emotionally distressed, or calm and instructive? How might your emotional reaction affect what your child learns?

				

				How School Age Children Understand Bleeds

				Now that your school age child can describe how something happens in a step-by-step process, you should strongly encourage him to explain bleeding as a process, too. Don’t settle for “When you get cut, you bleed, you put a bandage on and get better.” School age children can go much farther than that. They can provide a step-by-step explanation of how bleeding happens and how it stops. And since they’re getting good at identi-fying causal agents, they can identify a causal link in the healing process.

					Don’t forget that children in this stage are straddling the concrete world of the preschooler and the abstract world of the teen. They can manipulate ideas with improved skill, but they prefer concepts they’re most comfortable with. Their answers still tend toward the perceptual and external, and focus on things outside the body. 

				External Bleeding

				Nearly all children can say that when people get cut, “they bleed.” Good start! But keep asking, “And then what?” Encourage step-by-step answers, 
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				even if they’re simplistic. Your child might begin with getting a cut, and end with stopping the bleeding. But what about the steps in between? Preschool-ers usually can’t identify these, but school age children can. You might hear these descriptions of the in-between steps: “the blood clots,” “the skin grows back,” “you get stitches,” or “the blood dries up and heals.” Your school age child might say, “You put a bandage over it and you get a scab. It’s a blood clot. It’s dried blood.” A causal agent might be named: “There’s a chemical in the bandage that makes the bleeding stop.” “The bandage pushes the blood back into the body.” “A scab is dried-up blood. It makes the bleeding stop.” Or, “Some little plates float up and close the cut. The skin grows back on it.” The causal agent might be outside the body, like a bandage or scab; or inside, like the “plates” one child mentioned.

					Time plays a role in healing now. A preschooler has no understanding that healing takes time, because his concept of time is so immature. But a school age child has a better understanding of time. One 10-year-old reported, “It takes about an hour to get better. The skin would cover it, and it would turn into a scar.” Another said, “It takes two weeks for it to get better.”

					School age children are less absolute than preschoolers. They grasp the concept of degrees. When asked, “What happens when you get cut?” school age children often say, “It depends . . .” What a sophisticated answer! They recognize that it would take longer to “get better” if they have hemophilia. “It takes longer—I don’t have that much factor VIII to scare the blood back.” 

					Here’s another answer: “It takes two and a half weeks to get better. We don’t have all the factors to clot, so if we got factor every day it would heal faster.” Look at all the thinking tools used by this child: time, causal agent, less absolutism. But he is still externally oriented. “If it’s a big cut, it takes longer to get better. If it’s a small cut, I just use a bandage. I’d get medicine and put it on the cut. The next morning it looks like a scab. A scab is cells that cover it with thin strings.” 

					How does a child know what happens internally?
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				Internal Bleeding

				Asking about cuts almost begs a child to focus on perceptual cues and events. To really test your child’s logical thinking, ask him about what happens inside the body when he is injured. “What happens if you bang your knee real hard and you get a knee bleed? What happens inside your knee?”

					Preschoolers will mention external perceptual cues like swelling, bruising, and pain. School age children will attempt to give you a step-by-step, internal explanation. They can be very creative, using many concrete examples. Look for evidence of thinking tools in the comments that follow.

					“Sometimes it bleeds on the inside [less absolute]. There’s blobs [perceptual] of blood in the elbow. Blood gets caught by the thing bleeding inside. The blood tries to go through but can’t because of the blob.”

					“I might get a bruise or I might get a bleed [less absolute]. It’s filling up with blood. You can’t move it and it gets hard [perceptual].” 

					“It swells [perceptual] because it’s too much. Blood would come outside. Maybe when I have a growth spurt [time], my bones grow and there isn’t enough blood to keep up. It gives you a bleed.”

				School age children can provide one internal causal link: bleeding causes swelling and pain. They can then associate this idea with the “something’s missing” concept. “The blood’s rushing in [the knee]. I’m missing my factor to stop the bleeding.”

					Although your child’s ability to understand is maturing, he still can’t explain what happens internally that makes him different from kids without hemophilia—in other words, why he bleeds longer. He knows that he lacks something. But just how does that missing something make him bleed longer? He can’t say. Blood clotting is still a mystery to most school age children. “The vein inside your knee breaks and blood comes out. It’s bleeding internally. We have a problem with clotting. Factor makes it clot. It stops bleeding.” True, but how does factor make it clot?
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				How School Age Children Understand Factor

				Recall the way our preschoolers perceive factor: it’s exactly what you see, a bottle of white powder, their “medicine.” Have school age children progressed in the way they understand factor? 

					Don’t be surprised if your 7- to 11-year-old still says that factor is “like medicine, little pills that go into your vein and dissolve,” or “little balls of white stuff.” It’s still mainly external medicine to him. Around ages 9 to 11, children may realize that the body normally produces factor—this is the “something missing” in hemophilia. Still, I had to laugh when one boy told me that factor came from “some place in California.” His specialty pharmacy! 

					Yet even realizing that factor is made inside them, school age children can’t describe factor abstractly, as a blood protein. They return instead to a concrete description. It’s “what you have and what we don’t have. It’s a chunk of white stuff that helps you heal.” “It’s the thing that’s missing in your body. You’re only missing one. There’s supposed to be ten. It’s medicine, clear.” 

				
					Try This

					Make pancakes from a box. Show your child that adding water to the powder to make a liquid, or batter, is similar to adding sterile water (diluent) to factor. Factor won’t work without the water; pancakes aren’t edible without the water. Say, “Pancakes are used for . . .” and let him answer. Then, “Factor is used for . . .” What will he say? Point out that the pancake (food) is used up by the body and must be replenished to keep us healthy. Similarly, factor (medicine) is used up by the body and must be replenished. Incorporate learning about hemophilia into your everyday life. 
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					One big difference between preschoolers and school age children is in the way they perceive factor’s function. To a preschooler, factor helps him “get better” or helps “my hurt ankle.” The first answer is pretty vague; the second is pretty egocentric, specific to his own injury. But the school age child begins to link factor infusions to a particular job: stopping the bleeding. How exactly does factor stop the bleeding? Your school age child may attempt a step-by-step account using concrete, visual imagery. Factor is “my medicine. It helps the blood go back into the vein. It helps the vein to clot.” Or, “It helps you clot. Clot means to get better, to heal. It looks white.” Factor is most often described by school age children as stopping the bleeding by making a clot. But few children can describe a clot, other than as a “plug” or “ball.” You can see that their perceptual thinking tools (factor as a plug) are battling their more abstract thinking tools (factor as a blood protein).

					If he’s unable to give a scientific, abstract explanation of how bleeding is stopped by factor, your child may resort to a visual, perceptual answer, using familiar words. Factor pushes the blood away, either from the injured site or back into the vein. Factor “mixes with the blood,” “boxes with the pain,” “eats up the blood,” or “scares away the blood.” Some children confuse factor with enzymes, white blood cells, or scabs. Others think that the clot means the swelling itself—a bunch of pooled blood. Factor then dissolves the clot, which is just the opposite of what it does! Factor’s role is commonly seen as getting rid of all the excess, pooled blood in a joint. 

					Your child might also explain that to stop the bleeding, factor “blocks” the vein or the blood. “Factor blocks it so the blood can’t come out. It clots the blood first and then puts a little door over the blood so the blood can’t get out, and then it clears it out.” This is a more medically accurate view of what happens—factor stops the bleeding, rather than removes excess blood. It may be helpful for your child to draw pictures of what happens inside a bleeding joint. This can make a difficult subject more concrete and perceptual, yet more accurate. 

					The major leap from preschool to school age is that children now no longer simply say that they get factor when they bleed (which is 
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				circumstantial—dependent on what happened at that moment, only to that child). Children say that they get factor because they are bleeding, to stop a bleed. This new explanation involves causality, or logical thinking.
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						Try This

						When you ask your child to explain how factor works to stop a bleed, you may need to help him organize his thoughts. Draw a picture of stairs. Make only a few steps. Say, “Let’s pretend that going up the steps is the way to get your bleeding to stop. The top step is when the blood clots. The bottom step is when we put the factor into you using a needle. What happens next?” Fill in the steps with his answers. Continue probing and encouraging him to think by asking, “But how does that work? What happens next?” You can help train him to think step-by-step. How many steps can he fill in? 

					

				

			

		

		
			
				How School Age Children Understand Factor Deficiency Type

				When I visited a summer camp to interview boys with hemophilia, one 10-year-old confided to me that he knew of three types of hemophilia: A, B, and C. Hemophilia C? It turned out that he and his friends had been discussing hemophilia, confusing it with their report cards. Type A was the “best” and type C was the “worst.” He was type A, of course!	

					There are two major types of hemophilia: hemophilia A and hemophilia B. And there are three levels of severity: severe, moderate, and mild. To understand this, we must be able to categorize and serialize; and to compare and contrast (be less absolute). Most school age children have this ability, and are ready to learn about their type of factor deficiency and level. But as you may have guessed, they can easily misinterpret what you tell them as they struggle to fit your information into their thinking structure.

					Indeed, as your child becomes skilled at arithmetic and gets letter grades at school, he is taught to evaluate, judge, and score. He may now 

			

		

	
		
			
				68 | Teach Your Child About Hemophilia

			

		

		
			
				see factor VIII as a measure of “good” or “bad” (like the A-B-C campers). Or he may see it as a measure of potency. “It’s how strong the medicine is. Factor IX or X is stronger.” Or, “It has eight medicines mixed together.” School age children may confuse bleeding with the concept of severity. In other words, they confuse what is malfunctioning in their blood with the degree to which it malfunctions. “I have hemophilia C, is that factor VII? Hemophilia A is worser, you can’t do as much. You bleed more. Hemophilia B is second best. C is the best to have.”

					Find ways to explore this concept with your child to make sure he isn’t thinking of factor VIII or IX as a measure of strength, or as something “good” or “bad.”

					Ask your school age child what kind of hemophilia he has. Many children don’t know their deficiency! It’s crucial for your child to know his factor deficiency, for his self-esteem and his safety. 

					Now ask him what his deficiency means. He may recite “factor VIII.” Yet when asked to elaborate, he may revert to a concrete description of his concentrate bottle! Believe it or not, your child may not understand that his factor deficiency type refers to his medical condition. It’s best to explain this to him in terms he may understand: “something’s missing.” He may say, “I have factor IX deficiency. I’m missing part of my factor IX. There’s factor VIII, VII, and IX. They do different things.” Or, “I have hemophilia A. I’m missing factor VIII. Some people have factor VII or VI. Factor IX, too.” Or, “There are twenty factors. I have all except factor IX. It’s like there’s twenty baseballs inside; they have numbers and one is missing.” These are great explanations of factor deficiency from school age children.

				How School Age Children Understand Severity Levels

				Many school age children understand the idea of “severity.” But they don’t see it as the percentage of factor that is active. That’s too abstract! Instead, they refer to having “a lot” or “a little” of the something that’s missing. Or, more concretely, they think of severity in terms of having “a lot of bleeds” or “a few bleeds.” 
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					Some children may know the three levels of factor activity: mild, moderate, and severe. They may even know their own level. That’s great. Some kids understand this, but in a slightly altered form. “There’s mild, moderate, medium, and severe. Mild’s not as bad as medium. Medium has some clotting, but not a lot.” Or, “Some kids are mild and moderate. Mild means you only get factor every three months. Severe means you bleed once a week.”

					The main point is that school age children are now internalizing their condition. Bleeding depends on what’s missing and how much is missing; and it’s measured by how much or how often you bleed. These are very advanced concepts. Ask your child what his severity level is, and whether he knows what that means. Remember to simply listen to his response and accept what he says. Delve deeper into his reasoning and see how far he can go. If he seems ready to learn more, or asks for clarification, offer it!

					Some school age children have not yet internalized hemophilia and severity—why one child bleeds longer than another, or why one bleeds and one doesn’t. They may talk about severity as something related to an external event or object. When asked why two boys with hemophilia would bleed differently, a child may say that playing a rough sport or 

			

		

		
			
				
					Think About It

					Educators often classify students by their learning style: visual (sight), auditory (hearing), or kinesthetic (touch). Which style best describes your child? Does he like colors, drawing, and going places? Does he like looking at books? Does he like singing and beating on drums? Does he move nonstop and enjoy physical activity? Visual learning is the most common style; these kids can easily learn by watching and reading. Auditory learners can listen while doing other things; they like music or rhythm to accompany the lesson. Kinesthetic learners are rarer, and like to learn through hands-on action. Find out which style your child enjoys most, and find a teaching method that accommodates his style. This will make learning easier and more fun!
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				banging a knee harder is the reason, not a difference in severity levels. “Some kids bleed more, some bleed less. It depends on how big the cut is. It depends on how big you are. The older you get, the worse it gets because you weigh more and get hurt more.”

					At some point, school age children begin learning percentages in school. They’re ready to apply this to hemophilia and severity—although they still want to use concrete explanations. “Let’s say I had hemophilia 5% and another boy had 1%. The 1% is worse. They may or may not bleed the same. Maybe one kid got hit in different spots.” This under-standing of percentages is not a mathematically correct “one out of one hundred.” Instead, it reflects a scale that goes from bad to worse. So if you use percentages with your child, be sure that you know how he may interpret them—his interpretation may be “100%” different from yours!

				How School Age Children Understand Hemophilia as a Lifelong Condition

				Most school age children think of hemophilia as “something missing” from the blood. They think of it not as a protein that’s absent from each of their DNA strands, but as a concrete “thing” like an organ or a bone. In fact, your school age child views his whole body this way. He has a heart, lungs, a stomach, blood, and glands. But how they all work together, in an interactive system, is beyond him at this stage. To him, most things in his body work independently! 

					Still, he does understand time, and he begins to understand perma-nence: things grow, live, and die. Time, the thinking tool, influences his concept of a cure.

					Ask your child what will happen to his hemophilia when he grows up. He might say, “I’ll still have it. It stays in my body forever.” Or he may say, “I’ll still have it because my cousin David is fifteen and he still has it.” Even the younger children in this stage may answer, “Unless they get a cure, I would have it for the rest of my life.”

					If your child is unsure of the answer, and says, “I don’t know,” you can help him explore the idea of permanence. Use an analogy to compare 
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				something concrete that he can understand. For example, explain that it’s almost as if the body is missing a finger or toe, a part that can’t grow back on its own. 

					Even when he says that he will still have hemophilia when he grows up, you can check your child’s concept of permanence. Ask, “If we put all new blood in you, from someone who didn’t have hemophilia, what would happen to your hemophilia?” Many children will demonstrate a lack of understanding of permanence. They think of hemophilia not as something internal, but as something separate from other body functions. Many school age children believe their hemophilia will go away. “You wouldn’t have hemophilia if you got new blood because there wouldn’t be hemophilia in it.” Or, “It’ll be gone. Sometimes blood causes hemophilia. If you put different blood in, it would be gone.”

				
					Try This

					Visual and kinesthetic learners will love this fun, hands-on activity. You’ll need an empty paper towel roll, clay, gauze or cheesecloth, red poster paint, and glue. Paint the cardboard towel roll red and allow to dry. Cut a small hole in it. Explain to your child that the towel roll is a tube, like a vein, with blood flowing through it; point to the veins in his hand. A hole in the roll is like a tear from an injury. Ask, “What happens after the injury?” He might say, “Blood seeps out.” (If you’re really creative, find some red cloth or ribbons to act as the blood coming out.) Make little flattened clay balls and explain that these are the platelets. Press them into the hole and around the hole. Cut a small square of the gauze or cheesecloth. This is the factor that seals itself over the platelets to form a fibrin net. Glue the cloth to the platelets and let dry. You just demonstrated blood clotting in three easy steps! Cut, platelet plug, and fibrin net. 
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					As their thinking matures, older school age children begin to see that they would still have hemophilia even if they received new blood. Why? Some children recognize that the body depletes factor VIII. Some realize that you would have to replace the liver. Now, rather than viewing hemophilia as existing solely in the blood, a separate entity that can be “removed,” they see hemophilia as part of a malfunction in a system. “Hemophilia would take over my new blood. The blood uses up factor VIII real quick and can’t make it.” “Blood gets into your blood and goes to the liver. Hemophilia comes from the liver.” “You’d have to get new kidneys for it to go away. Kidneys are where factor is made.”

					What about a cure? School age children are often optimistic. “Maybe they’ll have a little bandage with medicine in it. It shoots into your blood and kills all the bad stuff.” “Maybe machines can get hemophilia away from you. They can suck out your blood and put new blood in you real fast.” Or, “They’ll put a new part of your liver in you, or put new genes in your body.”

					Most school age children believe in a cure. So talk to your child about it! But before you do, be sure that you are educated about two things: (1) how your child currently understands hemophilia and his body’s functioning, and (2) how current gene therapy trials are proceeding. You must be educated about gene therapy in order to answer questions from your curious child.
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				Chapter 5

				What You See Is What You Get: Your School Age Child

				Things to Remember

				Characteristics of School Age Thinking 

					• Mentally manipulates concepts, but is still most comfortable with things that can be directly seen, heard, and touched—the concrete and familiar. 

					• Understands relationships, like the whole to its parts. Realizes that hemophilia means “something’s missing” from his blood—that he lacks a blood component.

					• Can classify, sort, and diagram. Sees hemophilia as a blood disorder, not as a single event that happened only to him.

					• Can classify hemophilia by factor deficiency type and, sometimes, by severity level. Often confuses type with severity. May refer to severity levels using real-life examples, or with percentages. Often sees percentages as a scale from bad to worse.

					• Figures out step-by-step sequences of external, and some internal, causal events: for example, what happens when you get cut, how factor works, and how hemophilia is transmitted. Often mentions a casual agent like parents or clots.

					• Understands time, and that healing takes time. Knows that hemophilia is a permanent condition. 
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				Chapter 6

				Master of the Universe: Your Adolescent

				I love being the parent of teenagers. I mean, yes, there’s the hormones, the skin problems, bad hair days, the crying, the mood swings. But enough about me. My kids are great. — GuiltyChocoholicMoms.com

				Hailey shared that she was trying to explain to her teenage son that he should give himself factor after he’d complained of not being able to walk the dog (his chore) because he was having a bleed in his calf muscle. Her son shot her one of those give me a break looks.

					“Mom,” he said emphatically, “I already know everything about hemophilia.” 

					In a way, her son was right. Adolescents, age 11 and older, represent the most advanced thinking stage of child development. Compared to younger children, the adolescent mind can do mental gymnastics. Adolescents, or teens, have the ability to think like an adult, even without the associated adult experiences. But that’s where Hailey’s son was wrong: he thought he already knew everything he needed to know about hemophilia, but instead, he was capable of knowing almost everything.
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					Despite his advanced thinking skills, an adolescent still needs some experience. He still needs to be taught. But before he can be taught, his parents need to question and test him to discover how he understands his world and specific concepts like birth, death, sex, and hemophilia.

					For a younger child, direct physical experience is most useful to understand the outside world. For a teen, direct experience isn’t always needed. In fact, your teen may prefer to learn by mentally exploring abstract ideas. He may choose to examine complex or even opposing thoughts, theories, and notions. He’s an abstract thinker now, a logical thinker ready to tackle complex problems. To do this, he needs an appropriate environment, appropriate support, and appropriate problems to solve.

					Because a teen is eager to find answers, connect the dots, and make sense of his increasingly complex world, he may reach wrong conclusions, even about his hemophilia. So along with instructing our teens on mak-ing good choices in sports, driving, dating, and careers, we must continue the job we began when our children were preschoolers: providing age-ap-propriate information on hemophilia. In many ways, teaching teens is fun and easy. They’re ready to absorb tons of information. The trick, of course, is catching them with the earbuds out and cell phones off!

				How Adolescents Understand Blood

				Teens know a lot about blood and the circulatory system. They’re studying biology in school, and they’ve probably watched TV and movie scenes dealing with blood—of course, not always in a medical way. Far from being a “red liquid,” blood is now classified in abstract, internal terms like cells. Because your teen can competently juggle the concept of a whole and its parts, he now sees blood as one part of an entire circulatory system. As one teen put it, blood “is the circulation system of your body. It’s all the cells in your body, mostly red blood cells in your blood—that’s why it’s red.”

					Your teen believes that blood’s main function is to bring oxygen to the body, specifically to the cells. He may tell you that blood “supplies the body with oxygen and takes carbon dioxide to the lungs.”
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					What’s the biggest mental step up from school age thinking? An adolescent can understand the workings of the body by considering the whole system and its parts—all at once. This wasn’t possible in the previous two thinking stages. Your teen is now able to discuss the circu-latory system and the veins and arteries, their distinct jobs, and how they work together. He may be able to explain a technical distinction between veins and arteries: “Blood starts in your heart, and goes through arteries and capillaries. The veins bring blood back to the heart. The blood gets more nutrients and vitamins, and gets pumped out again.” The body has become a complex, interrelated, functioning collection of systems.

				How Adolescents Understand Hemophilia

				Like the school age child he once was, your teen will still categorize hemophilia as a “blood disorder” or “blood disease.” But he usually can carry the definition one step further, to describe it as a blood-clotting disorder caused by a “malfunctioning” of the blood. This definition is a long way from the preschooler’s individual injury, or the school age child’s general description of “something missing.” Your teen will try to connect everything he knows. “It’s a blood-clotting disorder in which it takes longer for the blood to clot, resulting in bruises and internal injuries.”

					Your teen may not mention clotting factors as the cause of his disorder. Don’t worry. With a little probing, you can help him complete the picture that he’s already striving to finish. He will learn to say, “It’s when you bleed internally because you don’t have factor VIII to stop it, and you need factor infusions to stop it.”

				How Adolescents Understand Bleeds and Blood Clotting

				Although your teen knows that hemophilia is a blood-clotting disorder, the process of blood clotting may still be a mystery to him, despite living with it daily. When asked what happens when someone gets cut, many teens say, “You bleed,” “you clot,” and “your skin grows back.” Can they elaborate, offering internal explanations? Yes, often with a little questioning. If your teen doesn’t volunteer information, you can help him figure it out logically.
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					If your teen’s initial explanations seem too simple, ask, “And then what?” “How does that happen?” “Can you explain further?” Because teens are able to consider abstract concepts, they’re aware of blood components. They may mention platelets, white blood cells, or cell regeneration. They may outline a limited step-by-step sequence of what happens internally. For example:

					“Plasma would stop it from bleeding. The cells regenerate and make it heal.” 

					“Blood is clotting so no blood can get out and no bacteria can get in.”

					“The scab and skin regenerate.” 

					“When the blood clots, it heals itself. It repairs the veins.”

				But how does blood clot? What’s the complete, step-by-step, logical explanation? Teens may mention one or two steps, but actually there are three steps in blood clotting:

					1. Vasoconstriction

					2. Platelet plug

					3. Fibrin net

				Are teens capable of understanding the three steps? Yes. But during a presentation to an audience of sixty parents, I once asked whether anyone could name the three basic steps. Not one hand was raised. If you can’t explain blood clotting yourself, most likely your son with hemophilia won’t be able to!1 

					Occasionally, a teen who has been fed the information from parents or HTC staff seems to have absorbed it. For example:

					“Platelets gather together and make a wall, and blood can’t get out. Factor VIII helps clot.”

					“Fibrinogen makes a net and red blood cells start sticking to it. Factor VIII deficient means the net doesn’t get made.” 

					“The genes in the blood put a protective cover over the hole, and it gets better.” 
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				Each explanation is advanced, and gives a limited step-by-step account, but each misses one step. I find that most teens with hemophilia are eager to give a full explanation. But although they can produce a detailed explanation of how blood works in the circulatory system (thanks to high school science classes), they’re less able to explain how blood clotting works. Although this process may not be taught in high school, we should consider teaching it at home to our capable teens. In their attempts to use their mental skills, teens often give longer and more graphic (but not necessarily more accurate) explanations. This demonstrates their struggle to provide the missing pieces of information they need.

				
					Try This

					It may be hard to get teens to read about the subjects that parents think are valuable—like hemophilia. Many local school supply stores or teachers’ stores on the web have excellent posters of the circulatory system. Hang one in the family room, on the back of a frequently used door, or in your teen’s bedroom. He’ll see it often, and he may begin absorbing the information. Being discreet is sometimes more effective than coming straight out with questions or explanations.

				

				How Adolescents Understand Genetics

				Compared to younger children, teens are more aware of, and ready to learn about, the concept of genetics. When a child goes through puberty, he may see genetics in action, through his sudden tall stature like his grandfather, heavy beard like his father, or hair texture like his mother. He is also learn-ing about genetics in school. Genetics can be a very logical subject. Your teen is ready and able to understand basic genetics in hemophilia transmis-sion and, most important, to understand how he got his hemophilia.

					Your teen’s first explanations of hemophilia transmission may not include abstract concepts like proteins, genes, or cells.2 When you start asking him about transmission, let him explain in his own words. You 

			

		

	
		
			
				80 | Teach Your Child About Hemophilia

			

		

		
			
				can coax him through it. Asking questions like “Why? And then what?” may help him think it through logically. As he grows from a young adolescent (ages 11–14) into an older one (ages 15–18), you can introduce more abstract concepts and terms, like chromosomes and DNA.

					Then again, your teen may surprise you with a detailed description of the pattern of transmission from parent to child, including carrier status transmission. Or he may describe general patterns. He may be confused about details—whether his mother gives an X or a Y; on which chromo-some the hemophilia gene is located; perhaps even what genes are. But he can try to solve the transmission puzzle by working it out step-by-step, beginning with the first step: “Genes have pieces of DNA in them. They tell you what you have, like your intelligence. They’re strands of some-thing. They give you your characteristics.”

				
					Try This

					The birth of new family members is always a good time to raise questions. New nieces, cousins, or grandchildren offer an opportunity to ask your teen about hemophilia and heredity. While holding the new family addition, ask your teen casually, “Do you think any of your children will inherit hemophilia? Why or why not?” Even if he doesn’t answer, at least you can get the ball rolling and start him thinking.

				

					Your teen may work it out this way: “Hemophilia comes from the family through your genes. Your genes live in the sperm. If your mom’s brother had hemophilia, it might pass through the sperm when it hits the egg. The boy could get it by a 50-50 chance.” One teen explained, “It runs in the family. The father with hemophilia has a daughter, so she has a 50% chance of having a boy with hemophilia. But if a guy with hemophilia has a boy, it’ll stop right there. I’m not sure how that works.”

					Teens are eventually able to explain genetic transmission and apply its various patterns consistently. By contrast, school age children know 
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				or memorize certain genetic rules: “If I marry a carrier female, I may have a daughter with hemophilia.” But they have trouble generalizing, or explaining why the rule is true. They often can’t apply it out of context. 

					The teen can now handle many different scenarios, as this teen demonstrated: “Girls get two X chromosomes, but boys only get an X and a Y chromosome. So if something goes wrong with the X chromosome, the Y chromosome can’t cover it as well. In a girl, if the X chromosome has something wrong with it, the other X can cover it. But girls can get hemophilia, too.”

					Although some teens internalize rules of heredity, the topic is still too complex for many. A teen who is able to give a step-by-step, internal description of one area of transmission (how he got hemophilia) may return to only general descriptions of other areas (whether his children will have hemophilia). When a teen truly incorporates into his cognitive structure an understanding of X and Y chromosome transmission, he can explain genetic transmission using the same terms under different scenarios—by applying the same logical framework to each scenario.

					Teens age 15 and older are ready to attempt, sometimes with suc-cess, more intricate explanations involving genes, chromosomes, and probabilities: “One in ten thousand boys get it. But most women are just carriers. Maybe there are just one or two cases of women getting it.” And sometimes, incorrectly: “A carrier means there’s a 99.9% chance you’ll end up with a kid with hemophilia.”

					Teens may have trouble explaining why some children inherit hemophilia while their siblings do not. “Not all the mother’s genes contain hemophilia.” “The genes didn’t go through all the way. The sperm doesn’t have it.” Or, “Some kids get it on their X and some on their Y. If you get it on your X, you get hemophilia. If you get it on your Y, you don’t. It comes from your heritage, or your sister or mother being a carrier.” 

					But the most difficult question may be, “When you become a father, will any of your children have hemophilia?” If your teen can attempt to explain this using X and Y chromosome patterns, he’s brave! Most, like this boy, will use percentages or general rules of transmission: “If I marry a 
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				carrier, then some of my girls might get hemophilia. If I marry someone who isn’t a carrier, then some of my boys would have a chance of getting it.”

					Some teens, like this girl, mix percentages with general rules: “If I marry a man who has hemophilia, then my girls will all have it definitely, and probably my boys will, assuming that I’m a carrier. There’s a 50-50 chance.” 

					Your teen may start with one of these explanations, and then actually work it out for himself. He is able to manipulate abstract information in his mind to tackle a question he has never before considered.

					Look at the way one adolescent with hemophilia tried to figure out hemophilia inheritance: “None of my children will have it, but my daughters might be carriers . . . Yes, they’d definitely be carriers. The father gives an X to his daughter, and the mother gives an X. If I gave an X and the mother was a carrier, then my daughter would have both Xs affected, and she’d still be a carrier. She wouldn’t have hemophilia.”

					In truth, she might inherit hemophilia, but this teen’s approach to the problem demonstrates his wonderful ability to think logically. 

				
					Think About It

					How connected is your teen with the hemophilia community? Does he have any friends with hemophilia? Does he attend local retreats, teen events, summer camps, or annual meetings? Our children often follow in our footsteps. How active are you in your local hemophilia organization? Do you explore resources on the web for adolescents? Would your teen enjoy learning more about what’s available? How can you model an enthusiasm for learning and participating?

				

				How Adolescents Understand Factor

				By the time your child develops into an adolescent, he has learned that factor is more than his bottle of medicine. He knows that it’s related to what’s missing from his blood, but he also knows that it is a certain type of factor, which functions in a cascade with all the other factors. 
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				“Factor VIII is something your body is supposed to make. It stops internal bleeding.”

					The exact details may be a little confusing. He may say, “I’m not sure how many factors there are. Is there a factor X?” Or, “There’s different types of white cells. These are factors.” Or, “There’s probably a hundred factors. I’m missing all, well, 1% or something.”

					Ask your teen to explain how factor works once it’s injected into his body. This is a perfect topic to produce a logical explanation, because it involves the circulatory system, which operates in a step-by-step manner with specific cause and effect. Many teens will be unable to give the following step-by-step explanation: “Factor is injected into a vein, travels to the heart, and is pumped through arteries to all sites in the body; it forms the fibrin net that eventually covers the torn blood vessel and allows healing.” Yet most teens are capable of understanding this process.

					Some school age children describe factor as “fighting,” “pushing,” or “vacuuming” the blood. Only a few older school age children describe a “door” or “plug” forming over the torn blood vessel—the fibrin clot. Surprisingly, when they lack concrete medical or scientific information, many teens will offer similar answers. But a school age child will be satisfied with his incomplete answer, while an adolescent usually will not. The adolescent may realize that he lacks information, that there are gaps in his thinking. This frustrates him! Remember, he knows “everything.” Look at these incomplete answers from some teens:

					“Factor eats the bacteria in your arm. It helps it to heal.” 

					“Factor makes a padding so you can move your knee.” 

					“It makes a ball of blood and freezes up so it can’t swell. It makes the cells stick together.”

					“Factor is trying to help the white blood cells get all the blood or red blood cells out of the knee. It pushes its way in.”

				Some teens explain how factor works by mistakenly describing the function of one of the blood enzymes—that is, factor “removes” excess 
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				blood from a joint! It seems that, as parents, our emphasis on treating joint bleeds and swellings has prompted our children to confuse swelling with the role of factor. 

					Yet other teens recognize that “factor goes to the injured spot. It clots the blood and makes new cells. It clots the hole and keeps the blood from spilling out.”

					Whatever your teen’s response, know this: He is ready to under-stand a simple, three-step process of blood clotting. He craves the knowledge. His brain is trying to fill in any information gaps. Now’s the time to help him.

				How Adolescents Understand Factor Deficiency Type and Severity

				Severity level and factor deficiency type are abstract concepts, but teens are ready to understand and handle this information. Most teens know their factor deficiency and often their severity level. “I have hemophilia A, the most common. I’m missing factor VIII.” “Hemophilia B means I’m missing factor IX. I have severe hemophilia. I get bleeds, and they don’t go away that easily. Mild bleeds go away faster.” Pretty sophisticated!

					Before you begin teaching your teen, understand that teens often confuse factor deficiency with severity. For example, a teen may believe that being factor IX deficient means bleeding more often, as with severe hemophilia. You’ll need to find out whether your teen believes this, to correct any misconceptions. 

					Of the two concepts, the one best understood by adolescents appears to be severity level. This is probably because the idea is still somewhat concrete—you typically bleed more often when you have severe hemophilia. Teens understand the concept correctly as how much factor works or is present in their blood. “There’s severe, moderate, and mild. Severe means you’re missing a lot of factor.” Or, “I’m mild to moderate. I don’t have to be as careful because I don’t bleed as much. Severe is worst.” 
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					Try This

					Parents are often in “functioning mode” when completing forms and applications. We may do all the work for our teens, partly because it’s easier for us. Try letting your teen complete his applications for school, hemophilia camp, or clinic. The forms will require him to list his factor type and severity level, and which medicine he uses. This is a practical solution, and a good parenting action, because it makes your teen more responsible. The extra benefit is that either your teen will realize just how knowledgeable he is, or he may suddenly realize that he doesn’t know basic information about his medical condition. If he asks, “Mom, what severity am I?” then it’s time for a talk. Don’t just tell him the an-swer. Ask him what severity means. Get a conversation going!

				

					Severity is a simpler concept to understand than type of hemophilia because of direct clinical symptoms. The hardest thing to explain about severity is how it’s related to the percentage of factor active in the blood. Compared to school age children, adolescents should be more experienced with percentages, but using percentages to describe factor activity may still mystify them. Look at how three teenagers try to explain severity: 

					Teen 1: “I’m 3% moderate. It’s 3% factor, something like that. It’s better than having zero. With zero you bleed a lot easier.” 

					Teen 2: “Severe is less than 1% clotting ability. Moderate is 1% to 15%, and mild is 25% to 50% . . . no, to 100%. Normal is 150% to 200% clotting ability. That means how fast and how well you clot.” 

					Teen 3: “Serious factor VIII means less than 1%. That’s the amount I have. Normal is 33%. Moderate means you have more factor VIII in your body.” 

				Even though two of the three responses are not technically accurate, these teens have attempted to apply abstract math to abstract blood proteins. This really shows the teens’ cognitive abilities.
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					How can you teach your adolescent about severity and deficiency? As always, first find out how he understands each concept. Have him draw pictures if that helps. Be sure to touch on his factor deficiency, and explain that factor VIII and factor IX refer to blood proteins that are vital in clotting blood. Try using a clotting cascade diagram.3 (Please don’t use the domino analogy, explained in Chapter 5. It’s too simple for adolescents.) Show what happens when one of the blood proteins is missing. To explain severity, certainly use percentages, but first review what percentages mean. Use pie charts and analogies—batting averages are great! Your examples should be familiar things from his everyday life. Use the idea of a dollar bill (100 cents as 100% factor working). What would a penny mean? A nickel? Now translate that into how much of his factor works, and what this means clinically—that is, how often does he bleed?

					Perhaps the toughest question is this: How can you get him to sit with you and learn? Ask him to sit for a few minutes before you take him to a game or event with friends; talk to him at dinner; try it while driving in the car together. Maybe even promise him that you’ll listen to that new rap or heavy metal song that he so enjoys. 

				How Adolescents Understand Hemophiliaas a Lifelong Condition

				Adolescents are able to think abstractly, understand permanence, and consider scenarios. They realize that simply “changing someone’s blood” won’t cure hemophilia. Remember that they now view the entire body as an interrelated system. Hemophilia is just one malfunction in one system that interacts with all other biological systems. This way of looking at it is most obvious in teens when you ask them about a cure.

					Teens know that hemophilia doesn’t go away by itself, that it’s a permanent condition. Don’t school age children also have a concept of permanence? Yes, but they see hemophilia as a separate entity found in the bloodstream, almost like a germ. To an adolescent, hemophilia is permanent because “it’s always in the genes.” When asked whether 
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				they would still have hemophilia if doctors removed their blood and safely replaced it with the blood of a person without hemophilia, adolescents understand that they would still have hemophilia. They might say, “I would still have the same liver. My liver doesn’t make factor IX.” Or, as one teenager tried to explain, “I would still have he-mophilia because the heart makes my blood, so the heart would make my blood with hemophilia.” 

					Ask your teen whether he thinks a cure will happen in his lifetime. Don’t try to correct his thinking; just enjoy his thinking process. Will hemophilia go away? Will scientists inject something into his body or cells? Take something away? Will his children still get hemophilia even if he has been cured? Get those wheels rolling! 

					Teens have sophisticated thoughts about a cure. A cure involves more than just “putting in what’s missing,” as a school age child might say. A cure might involve putting in a functioning part that would produce the thing that’s missing. And they’re right! A teen might offer, “Put whatever’s missing from the parent into the child so it will produce factor.” Or, “They might be able to create a cell to destroy the hemophilia cells. Like a magnet.” Or, “They’ll probably put the part that makes factor VIII in me, and then I would produce factor VIII.”

					Try to teach your teen about a cure. But first, you’ll need to under-stand a little about how gene therapy works. With several gene therapies already in advanced clinical studies, it will probably be a treatment option by the mid-2020s. There are many websites from companies with prod-ucts in clinical trials that can help explain gene therapy. Visit them!

					Do you understand how factor is made, and why a blood transfusion wouldn’t cure hemophilia? Do you know why your son will still have hemophilia when he grows up? 

					It’s a great idea for a science project—explaining how gene therapy would work. Assisting with a project like this would give you some quality time with your adolescent, and help educate him and his classmates. Still, don’t be too surprised if he chooses instead to explain how lightning happens. Teens aren’t always eager to let 
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				everyone know they have hemophilia. Your teen may want to put things in perspective, and try to take hemophilia in stride, rather than focus on it as a project. Offer him something meaningful in exchange for explaining to you what hemophilia is, how factor works, how the blood clots, and what gene therapy means: offer him a week without chores!

			

		

		
			
				
					Think About It

					Adolescents tend to operate in denial. Hemophilia is “not that bad.” Or, “Nothing will happen! Quit worrying!” Some even announce that they “don’t need factor anymore.” Scary stuff, and a good reason to keep trying to get through to him. Even if your teen is capable of learning, he may not want to learn from you. Does he have an adult mentor or role model? A coach? A teacher? School or camp nurse? An uncle, perhaps with hemophilia? Enlist the help of these key adults. They don’t need to teach your son about hemophilia—they can just raise questions: “Hey, I know you have hemophilia, but I always wanted to ask you about it. Is that okay with you?” The rapport these adults have with your teen may create a dialog that can start the logical thinking process moving.
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				Chapter 6

				Master of the Universe: Your Adolescent

				Things to Remember

				Characteristics of Adolescent Thinking 

					• Defines hemophilia as a “blood-clotting disorder.” Should know how the circulatory system (heart, veins, blood) functions in relation to his other body systems.

					• Capable of understanding all the basic blood components (plasma, red cells, white cells) and their functions. 

					• Can learn to explain bleeding step-by-step, from external cuts to internal blood components working together. Encourage him to use correct terms (platelets, his factor, the fibrin netting) and analogies.

					• Needs to understand deficiency type and severity level— especially his own.

					• Ready to learn about the genetic transmission of hemophilia, including the roles of the X and Y chromosomes. Use a textbook and diagrams to help illustrate. Have him discuss different genetic transmission possibilities, including how hemophilia will affect his children.

					• Should read current literature and news about a cure. Help him collect articles, attend workshops, or do a science project or report on hemophilia.
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				Chapter 7

				How Children Understand Hemophilia When They Don’t Bleed

				Too often we give children answers to remember rather than problems to solve. — Roger Lewin 

				I was adamant that our children brush their teeth regularly. My son always seemed to slip by our checkpoint inspections, and I often couldn’t get him to comply. His response? “Why do I need to brush them every day? I’ve never even had a cavity.”

					He was right. He was the only cavity-free member of the family. How could I help him understand, and reinforce the idea that an ounce of prophylaxis (prevention) is better than a pound of cure? And better than the dentist’s drill?

					So far, we’ve looked at how children learn to understand hemophilia as they pass through developmental stages and gain some hands-on experience. The situation changes when a child is on prophylaxis—and so 
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				will the information you offer. How do you explain to your child that he needs an infusion when he never bleeds?

					This chapter represents the first look at how children understand hemophilia when they’re on prophylaxis.1 If you have an infant or young child, the information here will be of special interest to you, because the majority of children with hemophilia are now on prophylaxis.

				How Prophylaxis Changes Children’s Experiences and Affects Thinking

				Prophylaxis is the opposite of on-demand therapy. It means routinely infusing clotting factor—regardless of whether the patient needs it—to keep factor levels high enough to prevent most, if not all, bleeds. The goal is to keep factor levels consistently above 1% to prevent joint bleed-ing and long-term joint damage. Because factor begins to decrease in the bloodstream and become less effective after eight to twelve hours, or longer if your child uses extended half-life products, prophylaxis means regular infusions, up to three times per week.

					A child on prophylaxis, or “prophy,” experiences few bleeds; some children have none at all. So it can be challenging to teach your child about why he needs treatment. This is especially true for preschoolers, since it’s hard to explain a concept without real-life experience or examples.

					Still, much of what children think about their bodies, blood, and hemophilia remains the same, regardless of whether they’re on prophy. As they mature, children’s thinking tools at each stage develop in the same way—that doesn’t change. What changes is the amount of experience each child has. Children with different experiences explain how things work (causality) in different ways. Remember the example of children who grew up on a farm versus children who grew up in a city? Their concepts of birth differed. A child who experiences a bleed, then gets a shot, and then gets better, can begin to learn logical causality: an injury . . . leads to an infusion . . . which leads to getting better. A child who lacks the direct experience of getting injured or having a bleed is missing a piece of the puzzle. So how do these children on prophylaxis understand why they must get shots?
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					Remember that direct experience is only one piece of the thinking puzzle. What a child is capable of learning doesn’t change, regardless of his experience. But we can better educate any child, on prophy or not, when we understand how direct experience interacts with the set of thinking tools he has at any age. 

				What Is Prophylaxis?

				There are different forms of prophylaxis:

					• Primary prophylaxis means that infusions are given routinely before any bleeding has occurred. Some children with hemophilia start on primary prophylaxis even before they have a first bleed.

					• Secondary prophylaxis is started after a child has had a few joint bleeds, but before a problem with a target joint develops. A target joint is an area of repeated and regular bleeds, generally with more than four bleeds in the same joint within six months, or more than twenty within a lifetime.

					• Tertiary prophylaxis may be started after a child bleeds repeatedly in the same spot and has established a target joint.

					• Event-related prophylaxis is recommended before specific or challenging events: snowboarding, basketball games, daylong and faraway field trips, cross-country airplane travel. 

				Prophylaxis, especially primary prophylaxis, means scheduled infusions, and that can mean a lot of wear and tear on the veins. So your child’s doctor may suggest implanting a port. A port is a central venous access device (CVAD) that is surgically implanted under the skin. It looks like a little drum with a line (catheter) that is connected directly to a vein in the body. Ports are commonly used for children with hemophilia under age 12 who are on prophy. The port allows direct access to the veins, making the infusion of clotting factor easier.
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				How Preschoolers on Prophylaxis Understand Hemophilia

				Recall that a preschooler’s thinking is characterized by five thinking tools: magical, perceptual, egocentric, immediate, and absolute. This won’t change, even if your preschooler is on prophylaxis. So his answers about blood, for example, will be consistent with those of a child not on prophylaxis. Blood is perceptual. “It comes from the nose,” as in nosebleeds. It’s red, “like ketchup.” Most preschoolers will probably tell you that blood’s function is to “keep you alive.”

					Hemophilia is similarly defined. To a preschooler on prophy, hemophilia is perceptual. It’s not a “blood disorder,” it’s a medical identification bracelet, needles, and “lots of bruises.” The preschooler is still egocentric. Who gets hemophilia? “Me,” or “It’s when I get hurt.” The moon still follows him around! To any preschooler, hemophilia is external, perceptual, and personal.

					So how does lack of experience with bleeds make a difference in the way a child views his disorder? Most preschoolers on prophylaxis begin routine infusions before they have their first bleed, so they may be slow to make a causal connection, such as “I get factor when I bleed.” But remember, preschoolers usually don’t make causal connections. Recall that even preschoolers who get factor on demand normally don’t associate getting an infusion with stopping the bleeding. Hemophilia bleeding is mostly internal, and preschoolers are externally oriented. They focus on the situation surrounding a bleeding event—what they can see, hear, and feel. To most preschoolers, hemophilia is just “needles, doctors, factor.”

					Yet you may notice one key difference. Preschoolers on prophylaxis often define hemophilia as external, perceptual, and personal, but also as an experience in the negative. Hemophilia is not being or feeling some-
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				thing. It’s when “you don’t get hurt when you fall.” This is quite different from what a preschooler not on prophy might say: “It’s when I fall and get hurt.” The child on prophy might say, “I have a port and I don’t need to get shots.” By contrast, the child not on prophy would say, “It’s when I get shots.” You can see that each child is still thinking like a preschooler, but incorporating his direct experience.

				
					Think About It

					Preschoolers love to see TV superheroes take amazing risks. Does your child identify with a particular cartoon, comic book, movie, or real-life hero? If your child thinks that factor keeps him from getting “hurt,” what might he conclude? Help your child realize that factor won’t turn him into Spider-Man or Superman. Don’t tell him that factor “protects you from getting hurt.” Tell him, “Factor keeps you healthy.”

				

				How Preschoolers on Prophylaxis Understand Bleeds

				It’s no surprise that children with hemophilia, on prophylaxis or not, define bleeding as something outside the body. It’s something they can see or touch. “You get a scratch and it might bleed.” They also see it from their viewpoint only. They may say, “You get a hug from your mommy,” even when asked about internal bleeds. Most children explain getting a cut or banging your knee in the same way. “You get a bandage” is always one of the most common responses to “What happens when you bleed?”

					Here’s where responses differ, depending on whether a child is on prophylaxis. When asked about bleeds, many children not on prophy will mention getting a shot, based on their direct experience: “I get a shot when I get hurt.” But children on prophy will probably not mention getting factor or a shot: “You go to the emergency room and put a bandage on it.” 

					The lack of concrete, personal bleeding experience makes it hard for preschoolers to make the logical connection that they need factor to stop a bleed, or just to get better. Even children who have breakthrough bleeds 
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				while on prophy may seem unsure about why they need additional doses of factor. Said one mother, “Matt really didn’t know what a bleed was until he experienced a hip bleed this year in school. He didn’t realize why he was hurting. He didn’t realize that when it hurts, the hurt will get worse if it’s not taken care of.” Children on prophylaxis simply have fewer bleeding experiences—and preschoolers need those experiences to make logical sense of it all.

					Don’t be lulled into thinking that just because your child is on prophy, you don’t need to explain anything more to him! Matt’s mother noted, “One evening Matt said to me, ‘My heel hurts and I can’t walk on it.’ I asked him if he thought it could be a bleed. He responded, ‘I don’t know.’ He had never had a bleed. I asked, ‘When did it begin to hurt?’ I tried to help him explain to me what he felt inside his heel. He told me that it had begun hurting six hours earlier. Why didn’t he tell his teacher or the school nurse? Why didn’t he tell me when he got home? He simply forgot. At that moment, I realized that my son did not understand the implication of not treating a bleed right away. Nor could he accurately identify an internal bleed.” 

					You can help your preschooler by speaking his language. Tell him that he gets factor every other day to stay healthy and not get bruises. And check in with your child about other hemophilia-related issues. One mother was shocked to discover that her 4-year-old didn’t know what a vein was. There’s even a chance that your preschooler may not know whether he has a port!

				How Preschoolers on Prophylaxis Explain Factor

				Most preschoolers, on prophy or not, seem to focus on the same things when trying to explain what factor is and how factor works. It’s a white powder, bottle or medicine. It’s put into the body, and it makes you “better.” How? Many preschoolers resort to the familiar “Because I have hemophilia.” Children on prophylaxis are less likely to say, “I get factor when I get hurt,” and more apt to say, “I get factor because I have hemophilia.” Can you see how each child still focuses on circumstantial events, not on causal, step-by-step understanding? As one parent put it, 
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					Try This

					Hold up a leaf and show your preschooler the veins. Ask him what they do. Explain that the veins bring food and water to the leaf to keep it healthy and green. If you use an oak leaf, it will look like a hand. Have your child hold up his hand and compare it to the leaf. Show him his veins. Ask what’s in them. Ask what they’re used for. Draw comparisons between his hand and the leaf. Help him understand that factor goes through his veins to keep him healthy, too.

				

			

		

		
			
				“He knows he gets factor, but he doesn’t know why. It’s just part of his routine.” Missing are the in-between steps that relate factor to blood clotting. Those are too internal and abstract for a preschooler.

					One area where preschoolers on prophylaxis surpass children not on prophy is the infusion process itself. Preschoolers on prophy are scheduled to receive factor two to three times a week. By contrast, children using on-demand treatment may get factor three times during one week, then skip a week, get one infusion the next week, and then get no factor for three weeks. 

					Consistency in infusion schedule makes preschoolers on prophy-laxis very comfortable explaining the visible infusion process, even in the step-by-step way you’d expect from school age children. A preschooler on prophy may surprise you with his advanced vocabulary: saline, heparin, flushing, factor, port, gripper. Even 4-year-olds can talk about “deaccess-ing” themselves!

					Although preschoolers may be comfortable explaining the infusion process, recall that they don’t have a solid concept of time. Most may not know their infusion schedule.

					As we’ve seen, children on prophylaxis begin to understand what factor does in the negative—what it prevents. They get factor “to not get 
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				a bleed,” or “to not get bruises.” One child said, “It protects you.” Most preschoolers on prophy can describe the step-by-step external process, but not the internal step-by-step blood-clotting process. As one preschooler put it, “When Mom gives me my factor, she puts it through my veins. She pushes it in with a syringe. It goes into my legs, into my bones, all over the place. It protects you. I get it in my hands and in my elbow. It goes in my veins.”

				
					Try This

					Preschoolers on prophylaxis seem to be more comfortable explaining the infusion process—with which they have direct experience—than explaining how factor works internally to stop bleeding. Involve your child in his infusion process. Allow him to help you put away medical supplies. Identify and name objects together.

				

				How Preschoolers on Prophylaxis Understand Type and Severity

				For preschoolers on prophylaxis, just like those not on prophy, concepts of type and severity are too abstract to understand. This is especially true when a child lacks direct experience with bleeds. As an absolute thinker, 

			

		

		
			
				
					Try This

					A preschooler on prophylaxis takes factor on a set schedule, without a visible bleed. He may make no connection between getting cut (external bleed) or banging his head (internal bleed) and consequently getting an additional dose of factor. Find opportunities to make the connection between bleeding and receiving factor. When your child gets a cut, explain to him that the infusion he had this morning or the other day helps his cut stop bleeding. Ask him, “What would happen if you didn’t get an infusion?” 
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				your preschooler believes that either he has hemophilia or he doesn’t—there’s no in-between. When interviewed, some preschoolers attempted to answer the question “What type of hemophilia do you have?” They responded like typical preschoolers. Notice the perceptual characteristics of the following statements: “I have red hemophilia. Every time you get an infusion, you see red.” Or, “I have factor five, because I am five.” One child peeked at his medical ID bracelet and said, “B.” Most children simply didn’t know their hemophilia type.

					One of the most wonderful surprises when interviewing preschoolers on prophy was the lack of limitation on their activities. Baseball, basket-ball, swimming, biking, soccer, skateboarding—these children participated in a wide range of sports and activities. One child, describing his limitations, said charmingly that he shouldn’t “jump off a house or the Empire State Building.”

					“Being on prophylaxis allows us to feel like he doesn’t live with hemophilia,” said one mother. True. Yet as we’ve seen, the price to pay, however small, is that these children know less about their disorder than their peers not on prophy. Happily, that can be fixed over time.

				How School Age Children on Prophylaxis Understand Hemophilia

				School age kids have developed more skills to process their world. They can now internalize and manipulate the concrete world of their perceptual experience. They are less egocentric at this stage. They can categorize and generalize, and can understand the whole and its parts. At last, they’re able to supply the missing steps to complete a logical sequence of events that explains how something happens. But they are still children! They’re more comfortable with concrete things, with which they have direct experience, than with abstract ideas.

					All school age children, on prophylaxis or not, process information about their bodies in much the same way. They all explain blood perceptually. They know that it keeps you alive, and that it has a definite function—transporting oxygen or food.
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					But when it comes to defining hemophilia, school age children on prophy may lag behind their peers not on prophy. The majority of boys on prophy interviewed had great difficulty explaining what hemophilia is, or they failed to indicate that “something’s missing” from their blood. When asked to define hemophilia in interviews, not one school age child on prophylaxis spontaneously mentioned bleeds, joints, or other hemophilia-related symptoms.

					So what is hemophilia to these children? Hemophilia is infusions. It’s a routine schedule of infusions, not a blood disorder. Though several children did mention that “something’s missing,” some still didn’t know for sure, defining hemophilia as a personal experience, the way a preschooler might: “It’s taking medicine if you have a port.” “Hemophilia means you bruise easier.”2 “Something you get factor with.” Despite considerable probing and questioning during the interviews, understand-ing hemophilia seemed delayed for many boys on prophylaxis. 

				How School Age Children on Prophylaxis Understand Bleeds

				Children on prophylaxis do bleed. Regular infusions don’t prevent all bleeds. And bleeds give a child the concrete experience from which to learn more about his disorder. One-half of the boys on prophylaxis who were interviewed had experienced several bleeds. Their ability to describe a bleed was impressive, as was their ability to identify bleeds or provide descriptive words for what happens inside a bleeding joint. What a difference a little experience makes! Their responses were consistent with children not on prophylaxis in the school age thinking stage. Their logical explanations of bleeding included descriptions like “Blood leaks into the joint, making it swell,” and “The blood gets bigger and it hurts and keeps filling up until you get factor.”

					The other half of the boys interviewed had limited experience with bleeds, or no bleeds at all. One boy recounted his worst bleed, a recent bleed in his thigh. When asked why it was his worst, he replied, “Because it was my only bleed.”
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					With this second group of boys, understanding of bleeds was limited. They understood that if you bang your knee, you might get a bleed. “It would bleed inside. You might not be able to walk.” But they were unable to explain what a bleed is, or what’s happening inside a bleeding joint. Why? They have little or no direct experience. Only a fraction of this group even knew that they would need an infusion. Many of their responses were perceptual, with no internal explanations; their under-standing was delayed because they lacked experience. Again, while school age children are capable of focusing on internal events, they remain most comfortable thinking about things they’ve experienced directly. 

					No direct experience with bleeds may leave children a bit delayed in their understanding of hemophilia, but ironically, it’s great for their self-esteem! The school age children on prophylaxis interviewed perceived themselves as not so different from their friends without hemophilia. Casually, they explained, “My friend has to go to the nurse, to get a bandage. Me? It’s no different. It stops bleeding.” Or, “If my friend gets cut, he goes to the nurse, gets a bandage, and then it stops. For me, I go to the nurse and get a bandage. I bleed the same as my friend who doesn’t have hemophilia, but I call Mom in case I need factor VIII.”

					Understanding and identifying bleeds requires information backed by direct experience. If the experience comes later, when children are off prophylaxis, understanding will be delayed. This may be a surprise to an adolescent who thinks he has total awareness of his own body!

			

		

		
			
				
					Try This

					School age children on prophylaxis usually have limited experience with bleeds, and limited understanding of bleeds. Their explanations will sound like those of preschoolers. When you ask them, “What happens inside when you bang your knee?” it may be hard for them to answer. Use analogies and diagrams to explain bleeding. Ask your child to explain to you why he must brush his teeth every day. Ask, “What would happen if you didn’t?” Now ask, “What would happen if you didn’t take factor three times a week?”
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					Try This

					School age children on prophylaxis understand that factor helps you to not hurt, and helps protect you. But they’re still unclear about how this happens. After an infusion, ask your child, “Do you know where your factor goes? What does your factor do once it’s in your body?” Spend time discussing how factor travels through the body. Explain that factor breaks down in the body every eight to twelve hours (or twenty-four hours, for factor IX). You might compare this to the fact that we eat three times a day to keep us healthy, and our food breaks down and is used up. This will help your child understand that prophy is a way of maintaining factor levels in his blood.

				

				How School Age Children on Prophylaxis Understand Factor

				Children not on prophylaxis see factor as something that “makes you get better,” or heals you. Children on prophylaxis see factor as something that protects you rather than heals you. Factor “prevents you from getting a bleed” or “protects you when you play soccer.”

					One child used an analogy, as school age children often do. “Factor protects me from bleeding. It’s like taking my inhaler to keep from getting asthma attacks.”

					How does factor work? School age children are ready to learn about internal processes. They can provide descriptive internal explanations: “Factor goes into your blood and keeps you from not getting hurt as much. It protects you.” And they can understand a step-by-step process: “Factor is something you need when you get cut or even when you don’t get cut. It goes into your port and then to your heart and then to the bumps and bruises.” But some school age boys are still unsure: “I get factor just because . . . I have hemophilia.”
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				How School Age Children on Prophylaxis Understand Type and Severity

				All school age children should know their factor type and severity. All twelve school age children on prophy interviewed for this book knew their type and, with prompting, eleven knew what that meant—it was the “something missing” from their bodies. Almost none knew that there were thirteen clotting factors. Definitions of hemophilia varied, although in general, these children did not define hemophilia as “something missing.” But they did refer to their factor deficiency type as “something missing.”

					Discussing severity always leads to discussing physical activity. Again, the great news about hemophilia, prophylaxis, and development is that the children on prophy who were interviewed were physically active, with few limitations. When asked what was hardest about having hemophilia, almost everyone agreed: “It’s not hard. I’m like a normal person.”

				
					Think About It

					“If it ain’t broke, don’t fix it.” It’s easy to talk about bleeds when they happen. But when things go well and our children don’t bleed, especially when on prophylaxis, do we pretend that hemophilia doesn’t really exist? The results of our interviews for this book seem to suggest that if they can, parents will avoid talking with their children about bleeding and hemophilia. That’s why the children on prophylaxis are at a lower level of understanding than those not on prophylaxis. Do you speak to your child about hemophilia and bleeds? 

				

				How Adolescents on Prophylaxis Understand Hemophilia

				Prophylaxis doesn’t prevent all bleeds forever. By the time a child with hemophilia reaches adolescence, chances are good that he will have had a bleed. Experience is a great teacher. Combine that with the ability 
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				to think logically like an adult, and your teen is ready for all sorts of information.

					He’s now able to learn, and then explain what hemophilia is, how it’s inherited, the bleeding process, and signs and symptoms of bleeds. His understanding may not be complete; but as he tries to fit all the puzzle pieces together, the past education he has received through books, educational programs, and other resources can help him understand. Experience with bleeds has probably enabled him to internalize this information on a personal level. Even so, most adolescents can be taught without direct experience, since their tools include abstract and hypothetical thinking. This is what sets them apart from younger children.

					Many of the adolescents interviewed for this book were on secondary or tertiary prophylaxis because in the 1990s, prophylaxis wasn’t common, as it is today. These adolescents began learning about hemophilia through direct experience with bleeds, and through education. As we’ve seen, definitions of hemophilia and the way it’s inherited are more accurate when the child has both information and direct experience. How do the following statements differ? 

					Teen 1: “Hemophilia is a severe bleeding disorder, which hampers my body from clotting when I receive an injury both internally and externally. I happen to be missing factor VIII. It is a genetic disorder.” 

					Teen 2: “Hemophilia is a blood defect. Something is wrong with your blood. Anyone can get hemophilia.” 

				What’s the difference? The second would be a typical response from a school age child—but from a teen who has never had a bleed, it indicates delayed understanding. Lack of experience with bleeds affects not only how a teen understands bleeds, but how he understands his entire disorder. 
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					Try This

					Adolescents on prophylaxis may know little about bleeds if they haven’t had direct experience. Yet they’re fully capable of understanding how bleeds happen and how factor works. The more experience a teen has with bleeding, the more he understands what’s happening to his body. If your teen has minimal experience with bleeds, ask him, “What is a bleed? What happens inside a bleeding joint?” Probe his understanding. If he’s reluctant to speak with you, enlist the help of a teacher, coach, or trusted uncle. You may be surprised at what your teenager understands—or misunderstands!

				

				How Adolescents on Prophylaxis Understand Bleeds

				All of the adolescents interviewed understood that hemophilia is a problem with their bleeding process or clotting ability. Yet not all were able to explain, step-by-step, how a cut heals or how a clot is formed.

					One teenager, who had been on prophy for most of his life, attempt-ed an explanation. His comments demonstrate the skill that teens have developed in logical thinking: “Platelets form, and white blood cells form the clot. With hemophilia, there is no difference between me and other people with external bleeding. The problem is with internal bleeds like joints.” Although there are some mistakes in his explanation, he tried to use internal and abstract terms.

					A teen’s understanding of bleeds is comparable to his understanding of prophylaxis. Three distinct thinking patterns could be observed from the interview responses: 

					• Invincible thinking 

					• Complete thinking 

					• Limited thinking

			

		

	
		
			
				106 | Teach Your Child About Hemophilia

			

		

		
			
					Invincible thinking develops in adolescents who rarely experience bleeds, but who may have had several in the past. These teens believe that being on prophy will prevent all bleeds. “I haven’t had a problem with my knee, so I wouldn’t expect a bleed to develop in the joint, but if I banged it especially hard, it would probably bruise.”

					A teen like this may know what a bleed is, because he has had a few experiences, but when he gets one, he won’t have expected it. He believes that factor will completely protect him from bleeds, and he won’t expect a bleed to happen even after an injury. “Prophylaxis helps me not to bleed and not to worry about getting hurt or injured. Before prophylaxis, I was always conscious about it. If something hurt at the end of the day, I was always nervous that it might be a bleed. When you are not on prophylaxis, you think everything is a bleed. Being on prophylaxis, if something hurts, I think it is regular soreness from an activity, not a bleed.”

					Is invincible thinking a good thing? It may create high levels of confidence and positive attitude, but parents should make sure that these teens understand that prophylaxis doesn’t prevent all bleeds. We must teach our teens to be aware of their bodies, and to not ignore signs and symptoms of a bleed.

					Complete thinking develops in an adolescent who has had more than just a few bleeding experiences. He can identify a bleed and explain what happens inside a bleeding joint. He understands that prophylaxis keeps factor levels high enough to prevent a bleed from getting worse, or even from starting, but it doesn’t protect him from all bleeds. He knows that prophy is a preventative measure. “If I get a major bleed, I have factor stored in my body from using prophylaxis, which will help to treat the injury faster by having it in my body than the time it takes to mix and then infuse.” 

					Limited thinking is apparent in an adolescent who has had no bleeds. His understanding of hemophilia comes from educational resources alone, and not from direct experience. Prophylaxis was simply done “because I have hemophilia.” This is a preschool answer! Routine infusions are simply accepted as a way of life, with limited thinking about their purpose. “When you bang your knee, it hurts. 
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				You jam some bones.” Or, when asked if they bleed, and why not, these teens simply replied, “No.”

					What’s the danger of limited thinking? One mother spelled it out: “He doesn’t know much about hemophilia because he doesn’t live with the effects of it. Prophylaxis has been successful—it has allowed him to live without hemophilia. Why does he need to know about it?” When all goes well, that’s true, he doesn’t have to think about it. But consider breakthrough bleeds, and the fact that our young men will someday be completely responsible for a disorder that, in some cases, is a mystery to them. This is enough to sound a warning to parents of teenagers on prophy: Interview your adolescent, or ask your HTC staff to interview him. Find out what he knows and what he doesn’t know. Encourage him to learn—that’s your job as a parent. Learning about his disorder is a necessity. He must one day take good care of himself as an independent adult.

				
					Think About It

					By the time they’re age 13, most adolescents with hemophilia should be self-infusing, preparing for the infusion, cleaning up, and logging in the infusion. If your teen isn’t doing these tasks, ask yourself why. Examine other areas of your life. Do you “overfunc-tion” for your teen? Do you still do his laundry? His infusions? Do you clean up after infusions, or does he? Who records his infusions in the logbook? At what age do you think he should be capable of taking care of his own disorder? At what age do you want him to be independent of your care for infusions? What are the advantages of having him care for himself? What are the risks? How can you reduce these risks? 

				

				Stick to What They Know: The Infusion Process

				Although children on prophylaxis are at an educational disadvantage because they lack experience with bleeds, they are cognitively on par 
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				with other children. So it’s most helpful to link their experience to their cognitive abilities. And the hemophilia experience they know best is the infusion process. Children on prophy can identify many of their medical supplies. In fact, some even place their own orders with their specialty pharmacy. Young children with ports can tell you about disinfectant and alcohol, and how to clean the port site. Some can even guide an adult on “getting the vein.” They may get that vein three or four times a week, so they’re confident. 

					It’s amazing to watch the transformation of body language once the topic of conversation changes from hemophilia and bleeds to the infusion process. An uneasy, squirmy, soft-spoken child becomes an enthusiastic and eager chatterbox. When discussing their direct experience—the infusion process—children on prophylaxis sit up straight and speak clearly and confidently. They maintain eye contact. When interviewed, one 4-year-old on prophy, who couldn’t tell me much about hemophilia, was thrilled to explain how “saline opens the door to my port,” how “factor goes through the door slowly,” and how “heparin closes the door to my port.” School age children were also skilled in discussing their infusion schedule and the process. Adolescents discussed schedules, but were also informed about dosage. Many were capable of doing their own infusions.

				
					Try This

					To help build children’s confidence, let them speak up and share their direct experience—the infusion process. 

				

					So rather then expect our children to “define” hemophilia to their peers, perhaps we should let them talk about what hemophilia is to them—a process. The information communicated by young children is not what’s most important. The ability to communicate is what matters most. Communication builds relationships, and builds confidence. One mother shared, “I’ve always prompted my young son to explain to his peers that ‘hemophilia means that I’m missing a protein in my blood’ or, 
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				‘my blood doesn’t work the same as it does for others.’ Instead, our focus has changed. Hemophilia now means ‘I need factor every other day to help my blood,’ and ‘I get factor by infusion through my port.’”

					The ability to define hemophilia as a blood disorder is one key to self-confidence. But children on prophylaxis require a different key. For them, defining hemophilia must include the infusion process.

				When the Moment Is Right

				There is always a moment in childhood when the door opens and lets the future in. — Graham Green

				If your child has hemophilia, when do you teach him about what happens inside a bleeding joint? At bedtime? At the dinner table? While you’re driving in the car? Given the busy schedules of most families, discussing bleeds doesn’t happen often. Teaching about a bleed usually happens after a child has experienced one. If a child on prophylaxis hasn’t had a bleed, does this teaching take place? Many parents admit that they don’t talk much to their children about bleeds or hemophilia because “they haven’t had any.” One parent of a child being interviewed commented, “He doesn’t completely understand what hemophilia is all about. He really doesn’t experience problems or bleeds.” This parent hadn’t found the right moment to sit down and discuss bleeds or hemophilia. Prophy-laxis prevented the right moments from happening naturally. 

					As parents of children with hemophilia, we are continually challenged with educating our children. If your child is on prophylaxis, that challenge may be greater. A child on prophy will learn about his hemophilia. A delay in understanding, because of minimal bleed experience, is a small price to pay for our child’s improved quality of life. With this new information on how children on prophy understand hemophilia, we can move forward to create new resources and develop new educational approaches. And we need to make time to teach.
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				Chapter 7

				How Children Understand Hemophilia When They Don’t Bleed

				Things to Remember

				• Because they lack direct experience, children on prophylaxis are likely to explain hemophilia at a lower stage of understanding than their peers not on prophy. 

				• Preschoolers on prophylaxis may define hemophilia as not being something: “It’s when I don’t get hurt.” 

				• Children on prophylaxis seem most confident and communicative when they speak about what they know best: the infusion process.

				• Some adolescents on prophylaxis think that prophy means they'll never get bleeds—and that they are invincible. 

				• Because children on prophylaxis have “normal” lives, their parents may mistakenly believe that there’s no reason to teach about hemophilia, bleeds, and factor.

				• Prophylaxis may not be forever. Be prepared by teaching your child on prophy about hemophilia, factor, bleeds, and severity level even at a young age, using a variety of teaching methods appropriate to his stage of learning.

				• Ask questions with each infusion: “Why do we use this?” “What do we call this?” “Where does factor go after we put it in you?” “What would happen if you didn’t get factor?” Get his mind going!

				 

				
					[image: ]
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				Chapter 8

				What’s Your Communication Style?

				Parents can plant magic in a child’s mind through certain words spoken with some thrilling quality of voice, some uplift of the heart and spirit. — Robert MacNeil 

				My daughters and I used to watch lots of children’s movies together. One day, we realized that so many of the villains we saw in Disney movies had British accents. Villains like Shere Khan, Scar, Jafar, Frollo, Ursala. Why was that? Does a British accent make them sound smarter? More evil? Naw. It just makes them more interesting to American audiences. How they speak may be much more interesting than what they say.

					As a parent, what we say is just as important as how we say it. How do you communicate with your child? When he asks you a question, do you brush it off? “Oh, you don’t need to worry about that.” Do you ridicule him? “Come on, you should already know that!” Do you roll your eyes? “Why do you keep asking me these questions?” Or do you scold him? “I don’t have time for all this right now!”

				
					[image: ]
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					Or instead, do you turn to him, look him in the eye with sincerity, and say in a hopeful voice, “Tell me what you think,” or “You sound upset. Can you tell me what’s going on? I really want to listen to what you have to say.”

					The first communication style puts the parent’s needs first. The second puts the child’s needs first. What’s your communication style? Do you routinely lecture? Interrupt? Are you defensive? Do you rush to explain? Do you think children should be “seen and not heard”? Do you spend time with your child on his turf—the playroom floor, the sand-box, the swing set? Do you help him feel comfortable and receptive, so he’ll open up to you? Or do you “interrogate” him in your room, your car—on your turf? Do you believe in “Love them and leave them alone”? Is providing only emotional support good enough to help your child understand his world? 

					You’ll probably realize by now that teaching and helping a child to mature toward more developed stages of thinking is best done when these things happen:

					• The cognition (thinking) is addressed with the affect (emotional).

					• The child is first assessed, to see what he knows and how he thinks.

					• You discover the motive behind the question.

					• There is a trusting relationship between parent and child.

					• The child feels that you are listening to him.

					• Information is presented in an age-appropriate way.

				“What Do We Tell Him?” 

				How do you know if you’re providing the right level of support? When one child asked his mother why he had hemophilia, she answered, “With all your brothers, God made you different so you wouldn’t get lost in the shuffle of life.” Was this a good answer? Effective? Appropriate? How else might this mother have responded? How would you have handled it? 

				Less helpful explanations fall into two categories:
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					1. Concepts that are too complex for younger children.

					2. Concepts that are too simple for older children.

				Although it’s good to challenge your child’s thinking by presenting new ideas and information, there are limits to what he can learn. And although it’s good to simplify things for your adolescent to help him understand, a day comes when you’ll need to feed his growing intellect with more sophisticated information.

					Let’s examine some real-life examples of the ways that parents have answered their children’s questions. All responses can be seen as addressing two needs. First, is the parental response age-appropriate? In other words, does it match the child’s needs according to his stage of development? Second, does the response address cognitive issues or emotional issues? As you read the parents’ responses in the following sections, ask yourself these questions: 

					• How might my child react to the response? 

					• Does it facilitate a better relationship between parent and child?

					• Does it increase trust? 

					• Would it weaken our relationship, or shut down communication?

					• Does the child have the thinking tools to handle this information? 

					• Why is the child asking this question? Does he really want information—or comfort?

					• What happened recently that might have caused him to ask that?

				Less Helpful Explanations for Preschoolers

				We’ve told our son that he was born without something that helps stop bleeding. He knows exactly what hemophilia is all about. — Father of a 6-year-old with hemophilia

					For preschoolers, less helpful explanations about hemophilia involve these topics:

					• Internal bodily processes

					• Multiple internal organs
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					• Abstract microscopic proteins

					• Dimensions and length of time

					• Sequential cause and effect

					• Long explanations with too much information

				Simply realize that you might be trying to explain hereditary transmission to a preschooler who is still struggling to count to twenty with Elmo!

				Consider the following examples:

				Preschooler’s question: “What is hemophilia?” 

					Parent’s actual response: “There are genes inside us. Sometimes the bleeding doesn’t stop, and it starts to hurt. Your blood doesn’t have enough of what it needs to stop the bleeding, so we put what your blood needs back inside you to stop the bleeding. But factor lasts only half a day or maybe a whole day. If you aren’t better the next day, we may have to treat you again.”

					What’s not helpful? References to abstract genes, something’s missing, time duration.

				Preschooler’s question: “Where did my hemophilia come from?” 

					Parent’s actual response: “DNA is what the chromosomes contain, and it gives messages to the cells of your body about how to reproduce and grow. You’re missing a piece of the cell ladder, the one responsible for the production of the eighth protein, needed to stop bleeding.”

					What’s not helpful? References to abstract concepts like DNA, chromosomes, cells, reproduction, proteins. 

				Helpful Explanations for Preschoolers

				Now let’s look at some helpful responses that use the preschooler’s thinking tools.

				Preschooler’s question: “What is hemophilia?” 
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					Suggested response: “Hmmm. That’s a good question. What do you think?” Parent lets the child think out loud. Later, after listening to what the child says: “So it means you get shots [or infusions, needles]. And it means you have bruises. Your blood needs factor. That’s right! Yes, it also means you have to wear your bracelet.” Then, after confirming everything to be sure the child understands, the parent opens a dialog to advance the discussion: “Where does factor go after it goes into your port?” 

					What’s helpful? Asking the child what he thinks first, and focusing on concrete objects like shots, needles, bruises. Open-ended questions.

				Preschooler’s question: “Where did my hemophilia come from?” 

					Suggested response: “That’s an interesting question. I’m glad you asked! Can you first tell me what you think?” Child says he’s not sure; he was just born with it. “That’s true [affirmation], you were born with it.” Parent waits to see how the child accepts this. “Have you ever wondered, though, why you were born with it and your best friend wasn’t? What do you think?” This prompts the child to think, without overwhelming him. If he changes the subject, or shows anxiety or anger, the parent drops the discussion.

					What’s helpful? Checking to see why the child asked this question (sorting the “heart” from the “head”). Focusing on the here and now, but also introducing more advanced concepts—and waiting to see if the child shows interest.

				Remember to keep your explanations concrete: “It’s bruises.” Keep them perceptual: “When your knee hurts.” Relate your explanations to what happens to him personally: “When you get a hurt.” Stay in the here and now: “You’re just born with it.” Keep it short and simple: “Factor makes you better.” Avoid discussing abstract, scientific concepts, any-thing internal, and the idea that “something’s missing.”

					Once you’ve established what your preschooler understands at the appropriate level for his age, you can introduce new ideas. The key, as always, is to first find out what he knows. Next, assess his comfort level. 
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				Does he show discomfort by changing the subject? Does he constantly look down while you ask questions? If so, don’t press further. Does he look right at you, waiting? Does he ask more questions? If so, begin presenting new ideas and terms.

				Less Helpful Explanations for School Age Children 

				Less helpful explanations for school age children include simplistic answers that do not involve concepts of time, permanence, “something’s missing,” the relationship of a part to its whole, parents as a potential source for the hemophilia gene, and the various systems of the body, including the blood and circulatory system. Less helpful answers for 7- to 11-year-olds might include abstract terms like genes and cells.

					At the school age stage, your answers can be creative, expansive, and not completely accurate. Because your child is trying to “represent” the outside world inside his head, he might need a little help. Analogies and illustrations work well in this age group. 

				School age child’s question: “Where did my hemophilia come from?” 

					Parent’s actual response: “You got hemophilia from me. I am a carrier and I passed it on to you, just like the color of your eyes and hair. Dad doesn’t have the directions for hemophilia inside him. I have two tiny parts in my body. One part gives the directions to have hemophilia. The other gives the directions not to have hemophilia. My body is pretty smart. It knows that hemophilia can be hard to have, so my body automatically decides to use the part that says I won’t have hemophilia. You got this tiny part from me that says you have to have hemophilia.”

					What’s not helpful? Too many steps. Too vague. When I later questioned the same child, he answered, “I don’t know where it came from. I was born with it.” 

				School age child’s question: “How does factor work?” 

					Parent’s actual response: “Factor goes into your veins. When it gets there, your blood then has enough of the missing factor VIII to stop 
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				the bleed. This factor lasts twelve hours. After that, we might have to give you more factor if it’s a big bleed.”

					What’s not helpful? Does the child even know that something’s missing? Check first to see what the child knows. The response doesn’t refer to any steps in blood clotting, and doesn’t mention factor acting like a plug to stop the bleeding. 

				Helpful Explanations for School Age Children

				Helpful explanations should include concrete examples and some abstract terms. For example, parents can mention that something is missing from the blood. They can refer to the “something missing”—factor deficiency and severity level—and also to transmission of hemophilia from mother to child. Now is the time to introduce a step-by-step description of how factor makes blood clot; and the time time involved in bleeding, and healing. 

				School age child’s question: “What is hemophilia?” 

					Parent’s actual response: “It’s a clotting disorder. Clots are plugs that stop bleeding either inside or outside.” 

					What’s helpful? Classifying hemophilia; mentioning internal things like clots. The response should mention that something’s missing from the blood.

				School age child’s question: “Where did my hemophilia come from?” 

					Parent’s actual response: “You were born with hemophilia. When you were forming inside Mommy, this already happened. It’s caused by genes.”

					What’s helpful? Mentioning “born with it,” mother as a carrier, and genes (this is fine at age 10). 

				One mother deftly handled questions from her 4-year-old with hemophilia and his 7-year-old sister:

					“I told Alison that she has brown eyes like her daddy, and that Jeffrey has blue eyes like his mommy. Mommy has something in her called a hemophilia gene, and Jeffrey got it. When Jeffrey asks why 

			

		

	
		
			
				118 | Teach Your Child About Hemophilia

			

		

		
			
				he has hemophilia and his sister doesn’t, I tell him that he has hemophilia and not everyone else does. Jeffrey has often said, ‘When I’m five or six I won’t need needles anymore.’ I tell him that he will still need them because his hemophilia will not go away, but his hurts will go away when he gets his shots.”

					In our interview, Jeffrey’s sister explained that hemophilia came from her mother. She said that the medicine stops the hurting by going into Jeffrey’s foot and his blood, although she wasn’t sure whether Jeffrey would still have hemophilia when he grows up. She wisely reasoned, “My mom gave it to my brother. So I might give it to my kids.” Age-appropriate explanations were having a positive effect on her thinking.

				School age child’s question: “How does factor work?” 

					Parent’s actual response: “Factor VIII causes the part of your blood that doesn’t work to work, so you can get better. Hemophilia is when someone’s blood isn’t working right.”

					What’s helpful? Focusing on how factor makes your blood work, so you can get better. This parent could then have tried to explain blood clotting as a step-by-step process: a tear in the vein causes blood to leak out, and factor plugs up the hole. Simple—and it makes sense to a school age child. 

					Child’s actual explanation: “You’re missing something in your blood. Little plates float up to close the cut, and then skin starts growing on it. Factor blocks it so the blood can’t come out. Our blood has factor VIII and factor IX in it. It clots it up. It goes in and fights it. It clears out the blood. It clots the blood first, and then puts a little, like, door over the blood so the blood can’t get out, and then it clears it out.”

					What’s helpful? This child’s explanation is appropriate for his age, and shows a more thorough understanding than that of some adolescents!

				Remember to include some simple step-by-step explanations. As we’ve seen, blood clotting can actually be explained in three steps: vasocon-striction, platelet plug, and fibrin net. To help with your explanations, introduce the concept of time: “Healing takes time. Factor does get used 
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				up over time.” Mention the concept of permanence: “Yes, you’ll have this forever.” And discuss genetic transmission, in a simple way: Hemophilia is inherited from the mother, if she’s a carrier. Using analogies often helps, too. Keep your explanations as concrete as possible until your child reaches age 10 or 11. Talk about bleeding and functions inside the body as well as outside.

				Less Helpful Explanations for Adolescents

				Less helpful answers for adolescents are too concrete and external, have too few logical steps, or include incorrect information—especially if the parents’ knowledge of hemophilia is shaky! For example, the domino analogy is used here to explain blood clotting. Is this appropriate for a teen? 

				Adolescent’s question: “How does my blood stop bleeding?”

					Parent’s actual response: “We set up dominoes and told our son that they were ‘fillable’ dominoes; each held blood. We set up about ten, but left a space between the seventh and ninth domino. When he is given factor, the factor would run smoothly over the first seven dominos because it would see that these parts were full, and it didn’t need to stop there. But when factor gets to the eighth spot, it sees how low that is, so it fills up the spot quickly, so he can feel better soon.”

					What’s not helpful? Incorrect information. This isn’t even a good explanation for an adult! Factor doesn’t “fill up” anything. Factor creates a fibrin netting to secure the platelet plug over the tear in a vein. Why not tell a teen that? Well, parents may not be able to explain when they aren’t sure themselves how blood clots.1 We need to be sure that we understand genetic transmission and blood clotting before we attempt to explain these concepts to our children. 

					Parent’s actual response: “Factor is a protein that helps your blood clot. There are ten factors and they all work together with the other factors. It’s like the story of the Dutch boy.2 He’s trying to stop the leak, and it’s as if he can’t do it alone. So he has ten friends come along to help stop the leak. They all work together.”
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					What’s not helpful? This isn’t bad, but it’s more appropriate for a school age child. Adolescents are ready for even more technical information. Your teen should be able to handle words like factor VIII, fibrin netting, platelet plug, and blood vessel. 

				
					Think About It

					The falling domino analogy doesn’t really represent the process of blood clotting. Instead, it shows only the clotting cascade—that many proteins are needed in sequence. Although it explains the “something’s missing” idea, this analogy doesn’t explain how blood clots, or how factor works to stop a bleed. The analogy doesn’t include platelets, fibrin net, or even blood. It’s a decent analogy for school age children, to demonstrate that something’s missing, but it should not be used for teens. It’s too simplistic, and has “holes” in its theory! (See Chapter 7.) 

				

					Now analyze this next explanation offered by a parent to an adolescent to explain how factor works. 

				Adolescent’s question: “How does factor work?”

					Parent’s actual response: “You are missing factor VIII, the blood protein that causes your blood to clot. A shot or infusion of factor will correct this condition by giving you the part that’s missing from your blood. When factor gets into your bloodstream, it goes to work helping your blood to stop bleeding.” 

					What’s not helpful? Too few steps. Factor simply enters your bloodstream and stops the bleeding? It’s as if this parent is giving instructions to bake a cake, and simply says, “You mix the eggs in with the other ingredients, and then you bake it.” Where are the ingredients? In what sequence do you mix them? The parent’s explanation doesn’t explain how factor replaces that missing part to stop the bleeding. The parent never mentions components like 
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				cells, platelets, fibrin, blood vessels, or cell repair—all terms an adolescent should know.

				Helpful Explanations for Adolescents

				Adolescents learn about anatomy and physiology in school. So this is the perfect time to introduce more complicated information about hemophilia. Your teen should begin learning about genetics, chromo-somes, the circulatory system, and blood components, and about how they interact with other body systems. Yet few adolescents are thoroughly knowledgeable about their disorder, especially about genetics and the blood-clotting sequence. These topics should be presented with accompanying scenarios: “What if you were a father and had a baby girl? Would she have hemophilia?” Discuss the possible outcomes with your teen. 

				Adolescent’s question: “How does blood clot?”

					Parent’s actual response: “An injury is like a dam that burst. The rocks used to plug the hole are the platelets, and the cement around the rocks represents the factor missing from your blood.”

					What’s helpful? This illustration is imaginative and clever, using appropriate terms like platelets and factor. An analogy like this works well for teens because it relates the components of the analogy to real medical or scientific terms. The next step should be to apply the analogy to a blood vessel, using a color diagram showing the clotting process. The important point is that parents should attempt to challenge the logical capabilities of their teens by helping them think in terms of step-by-step, internal processes involving blood components, cells, and proteins.

				“What Do We Tell Him When He’s Upset?”

				When you speak to your child, your body language and tone of voice matter more than what you say. Communication experts reveal that 55% of what we pay attention to is visual, 38% is auditory, and only 
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				7% involves the actual words being spoken. It’s been documented—how you say something is more important than what you say. 

					When we want to explain something to our children, our explanation may be technically correct. Yet we can muddy our explanation of hemophilia with guilt or sadness. Appropriate communication happens when we focus our explanation using facts. There’s a difference between saying, “Hemophilia is when you get those horrible-looking bruises,” and “Hemophilia means you get bruises.” When you say, “Your mother gave you a bad gene,” you send a slightly different message than when you say, “You were just born with it.”

					Ask yourself, “What are my feelings about hemophilia?” To you, is hemophilia simply a part of your son’s biological makeup, like his eye color? Or is it a shameful thing, perhaps something your family “deserved”? Are you easily stressed and tearful when bleeds happen? Do you get angry when people make comments about hemophilia that you don’t like? Do you feel out of control because of hospital trips, bleeds, inhibitors, prophylaxis shots, or surgery? Or do you feel empowered when you read about hemophilia and its treatment? Have you grown stronger in your faith? Has hemophilia brought your family closer together?

					I was at a hemophilia meeting where one mother stormed out of a presentation. She was furious at the speaker’s comment that children with ports are apt to get infections in their lines because the lines aren’t kept clean. She fumed, “Are they implying that I’m not a good mother?” Her child had experienced infections. The speaker was simply stating facts, but this mother took the comments personally. Hemophilia can leave us emotionally on edge or feeling “burned.” Eventually, your child will be the observer—or even recipient—of all that anger, frustration, and despair. Look inside and examine your reactions to hemophilia issues, because your emotions may get in the way of your child’s learning.
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				How Guilt and Blame Color Our Explanations 

				When her son was diagnosed, Connie’s doctor told her this: “Remember, Chris is growing up with hemophilia. For him, it will be normal. It will be abnormal only for you, the parents. Be careful not to pass on that sense of abnormality to him.”

					Good advice. As parents, we may see hemophilia as something gone wrong, something intrusive or disruptive, or even a punishment. We may feel guilty and responsible because we “gave” this disorder to our child. We may feel sad, and may grieve for our child because of the pain he occasionally must endure. This sense of guilt can affect the way we think and behave, and eventually may influence the way we teach our child about hemophilia. 

				Guilt

				Without meaning to, we may inflict guilt on our children. As Connie’s doctor noted, the guilt or grief we feel is our problem. Our role is to show our children how to cope. Of course, this can be difficult. One mother shared, “While trying to explain to my son how I gave him hemophilia, my feelings of guilt and regret came to the surface, and I began to cry and apologize for what had happened. I assured him he was loved and wanted just the way he is. I told him I regretted the suffering he goes through, but that God made it this way. At this point he started to cry, and he climbed onto my lap and I rocked him and kissed him. When the tears stopped and we both had hugged and told each other, ‘I love you,’ we both felt better.” This mother realizes that we humans cope better with life when we share our feelings. But is it appropriate to share such deep negative feelings with a preschooler with hemophilia? Think about sharing emotional trauma with other adults—spouses, relatives, social workers, members of a religious community—or with another parent of a child with hemophilia. When these adults support your needs, you will be strengthened to appropriately address your child’s needs.
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					When a mother tells her young son that “everyone has something wrong with them” as a way to explain why he has hemophilia, she doesn’t intend to promote guilt. Her good intention is to help him feel less singled out. Yet this comment is loaded with guilt and negativism—everyone has something wrong. Hearing those words, her child may conclude, “We all deserve to be sick or disabled. I deserved this.” As we’ve seen, a preschooler is egocentric and absolute. He thinks that he is responsible for his disorder, and he thinks in terms of good and bad. If everyone has some-thing wrong, then he has something wrong. Maybe he did wrong, or is wrong. To avoid encouraging such beliefs, parents must first consider the developmental stage of their child, and then evaluate what they’re about to say and how he might interpret it.

				Blame

				Some parents blame grandparents or spouses for hemophilia in the family; some even blame God. Blaming is always unhelpful, even if we think that blaming others will comfort our child or make him feel less responsible. Preschoolers and some school age children tend to think of the world in terms of their own actions (egocentrism), and often feel that they are responsible for life’s circumstances. If a child hears that his mother gave him hemophilia, without being able to understand the biology behind it, what will he conclude?

					Remember that when we share our ongoing personal struggles and past regrets while teaching about hemophilia, our instruction will be less helpful. Always ask yourself, “What stage is he in? How might he interpret what I am about to say? Will it help or hurt? How can I say this positively?”

				Linking the Heart and the Head

				Our natural tendency is to express how we feel and to express our own reactions to what the other is doing. Active listening requires us to suspend our own thoughts and feelings.— Catherine Stavrou

				How, then, can we keep emotions tied appropriately to our child’s cognitive development?
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					First, focus on facts, and keep negative emotions out of the discussion. One father offered, “We try to keep our explanations straightforward and scientific. We try to keep our guilt and negative emotions out of it. I think this makes the father feel better and the mother feel less guilty. I discussed the passing from generation to generation later [at age 14], when our son had more grasp on the emotional side of hemophilia.”

					Second, offer information and explanations only after you allow your child time to explore his thoughts and feelings. Children often need time to sort out their feelings, and they may delay responding to an emotion-ally charged situation or even a question. As parents, we often rush to fill this emotional and conversational “vacuum.” Why? Partly, it’s our fast-paced culture. We’ve got deadlines and schedules pressing on us, and cell phones distracting us. Perhaps we’re uncomfortable hearing our children’s feelings, which may spill into the vacuum, raw and uninhib-ited. When there’s a pause in the conversation, we’re often ready with answers—right or wrong—to fill the vacuum and avoid silence. Instead of rushing to provide a quick answer, try asking, “Why do you think you have hemophilia?” or “How do you feel about it?”

					Third, don’t deny your child’s feelings. We do this when we tell our children, “Don’t feel that way!” or “Don’t say that!” in response to an exclamation like “I hate hemophilia!” Children’s feelings can seem raw, frightening, and socially unacceptable to adults. We also deny our chil-dren’s feelings by “preempting” them. For example, when a 7-year-old asked why he has hemophilia, his mother quickly told him that he could have been born with something much worse—so he should actually be grateful. She wanted to put hemophilia in perspective. But she didn’t take the time to first find out what her child felt. 

					When you learned that your child had hemophilia, did you feel angry? You probably appreciated the people who said, “This is so unfair. I’m sorry.” You probably didn’t appreciate those who said, “Oh come on, it’s not so bad. It could be worse.” We all want someone to acknowledge our feelings. Similarly, we need to sympathize with our children first, and acknowledge their feelings.
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					Cognitive development and emotional development go hand-in-hand. Keep the communication channels open. When your child asks angrily, “Why do I have hemophilia?” answer his question compassionately: “Well, no one really knows. What do you think?” Or, “What happened today to make you wonder?” If your child leads you into a philosophical or religious discussion, then address his questions according to your beliefs, and include biological information as well. But remember, the question “Why do I have hemophilia?” may have been asked simply out of anger at missing gym class. Your child may need only reassurance this time, not a somber, complex discussion—and certainly not one loaded with guilt.

					What about the mother, mentioned earlier in this chapter, who told her son with hemophilia that “God made him different” so he wouldn’t get “lost in the shuffle” with all those brothers and sisters? How does a young child interpret this comment? Emotionally, he might conclude that if he didn’t have hemophilia, he wouldn’t be important and would “get lost.” It may be better to say, “We don’t know why you got it. You were just born with it.” From there, say something positive, not negative, to reassure him. For example, “We don’t know why, but God loves you very much and we do, too.” Or, “There are good doctors, good med-icines, and you have good parents who will always make sure you are fine.” And that’s an answer parents and children can accept!
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				Chapter 8

				What’s Your Communication Style?

				Things to Remember

				• Monitor and analyze your own communication style. 

				• Avoid giving less helpful answers to your child’s questions about hemophilia.

				• Know that 55% of our communication is through body language, 38% is through how we sound, and only 7% is through the actual words being spoken. How you say something is more important than what you say. 

				• Examine your feelings and attitudes about hemophilia, especially if you know you’re a carrier.

				• Seek emotional support and coping suggestions from other adults, not from your children.

				• Don’t burden your child with your feelings of guilt, sadness, and despair. 
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				Chapter 9

				Teaching Hemophilia at Home

				If a child is to keep his inborn sense of wonder, he needs thecompanionship of at least one adult who can share it, rediscovering with him the joy, excitement and mystery of the world we live in. — Rachel Carson

				Education about hemophilia begins at home. As parents, you are your child’s first teachers. That’s great news, because you can prepare him to live with his disorder better than anyone else can. And nothing is more important to teaching than learning active listening skills. When you learn to really listen, you can help your child develop strong self-esteem, self-respect, respect for others, knowledge about his disorder, and the ability to educate others.

					But as we’ve seen, before you can effectively teach your child about hemophilia, you must learn how he understands his disorder. In other words, first identify his developmental stage. Then, to teach hemophilia, use educational materials that complement his thinking tools for that stage. Present information and words that match his level of understand-ing as defined in this book. Focus on your child’s needs: his need to be heard, his need to be curious, and his need to have hemophilia (and the 
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				world) explained in a way that he can understand. Before you know it, listening actively and tracking his cognitive development will become a way of life. 

				Identify Your Child’s Cognitive Stage

				To start teaching your child about hemophilia, first identify his cognitive stage of development. You’ll discover his misconceptions, and you’ll see which concepts he already grasps. This can be fun and rewarding!

					You may want to use the questionnaire in Appendix A, following the instructions in “How to Interview Your Child.”

					• Read and reread the questionnaire to become familiar with it. 

					• Find a quiet time and place to interview your child. 

					• Record your session. Most of us are unaware of our communication style with our children until we see or hear a recording. You may be surprised!

					• Ask the questions in sequence.

					• Interview preschoolers using a favorite puppet or stuffed animal.

					• Interview siblings separately. 

					• Use drawing or sculpting materials, or pretending, to encourage children to reveal their thoughts.

					• Listen actively, using direct eye contact, probing, open-ended questions, nodding, and paraphrasing. 

				The questionnaire uses a structured method to help you uncover what your child thinks, so you can educate him age-appropriately. This strategy will reveal your child’s thinking patterns by introducing concepts carefully and building them in sequence.

					To determine whether your teaching session was successful, check in a few months to see what information your child retained. If he uses words that you taught him, make sure he knows their meanings! The concepts you teach may not be remembered, processed, or filed in the same way you taught them. 
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					Use the handy chart in Appendix D, which summarizes children’s responses at different stages to the various concepts we asked them about in their interviews. This may help you see what stage your child is in, for each concept.

				A Parent Who Listens, A Child Who Learns

				Nothing so cheapens the truth or so effectively closes the child’s mind as preaching. — Polly Berried Berends

				When you become a better listener, you’ll see dramatic results. When someone spends time listening to you—really listening, not rushing you, not offering advice or information, but allowing you to explore your thoughts and emotions—doesn’t that make you feel valued? You can make your child feel like the most important person in the world, too. Listening offers a greater chance to learn, because you’ll uncover misconceptions and gaps in his information, which you can fill in. You’ll also learn how he thinks—magically or step-by-step? concretely or abstractly?—and tailor your answers to meet his needs.

					I find that children of parents who actively listen often have a better understanding of hemophilia. Parents who actively listen to their children have four main traits in common:

					1. They ask their child open and probing questions: “Why? How? Can you tell me more?”

					2. They don’t interrupt or complete their child’s responses.

					3. They give their child ample space and time to consider and express a response.

					4. They give frequent verbal praise.

				Younger children need time to think and speak. I’ve noticed that when children of active listeners speak, their parents don’t make a sound. After a child responds, his parent will ask him to expand: “So you mean the blood does this, and then this? Right?” After receiving clarification, the parent delves a little deeper: “Why? What do you mean by that? Can you 
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				draw me a picture? Let me see if I understand you . . .” When the child finishes a response, his parent praises him: “Good answer!” or “You really know a lot, don’t you?” even when the answer is wrong. 

					These parents know something very important: It matters little whether the answer is correct at first. It’s more important to hear a child’s explanation and to praise him. Active-listening parents seek to build their children’s self-esteem through trust. Their children realize that a cherished adult will listen to them seriously. It’s delightful to hear these conversations, because children open up and freely speak their minds. The channels of communication are strong and clear.

					There’s another style of interview, one that sounds sadly like an inter-rogation. Some parents ask questions to learn what their child knows, but without interest or praise. They fail to explore the meaning behind their child’s words. These parents interrupt or even intimidate. Learning won’t happen in these circumstances. Here’s a real example of one parent’s style of questioning:

					What is factor? “It’s a medicine, it’s a drug, well, not a drug . . .” 

					[Parent interrupts] What does it look like? “It looks like a liquid. One bottle has powder.”

					How does it work? “It helps to clear up a hemorrhage.” [no probing]

					Why do you get it? “It’s for a hemorrhage.”
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				Calvin and Hobbes copyright 1993 Watterson. Reprinted with permission of Universal Press Syndicate. All rights reserved.
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					[Parent probes] What’s a hemorrhage? “It’s when, in a joint usually, like when a bunch of blood gets congested . . .” 

					[Parent interrupts] And that’s a hemorrhage? “Yeah.” [parent stops probing]

				This parent interrupts her child as he tries to explain himself. Eventually, a child like this will expect interruptions. He may stop explaining anything. If he gives up, his parent won’t know how he understands his world, and won’t know how to educate him effectively. When a child is consistently interrupted and not heard, he feels that what he has to say is unimportant—so he is unimportant. He may feel increasingly powerless over his disorder.

					It can be hard to use active listening techniques with very young children. You may need to be creative when getting information from children ages 3 through 7, especially those learning to master their language. Young children may be easily intimidated and self-conscious when asked direct personal questions, especially about emotions. This is why play therapy—the use of art, pretending, and puppets—is so valuable. Once, after my 2-year-old son’s injury and subsequent morning at the hospital, I tried to coax him to tell me how he felt. Was he upset? Did he understand what had happened that day? He simply tuned me out. I could have assumed that it didn’t matter very much to him. Perhaps he was too young to understand. But later that night, his stuffed toy “Chicky” asked him, in a small voice, what had happened that day. He petted Chicky, looked at him seriously, and confided, “Mommy dropped me on the ground. I hurt my head and I had to go to the hospital. I had to get a shot.” What my son couldn’t tell me, he eagerly told his stuffed animal.

				Good teaching is one-fourth preparation and three-fourths theatre. — Gail Goodwin 

					Confiding in someone smaller and more vulnerable, like a stuffed toy 

				or puppet, gives children a sense of mastery over a world that’s largely out of their control. It doesn’t matter that you’re present, or that your hand controls the puppet. The toy appeals to your child’s sense of 
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				fantasy, shutting out the “real” world of the adult. Get a puppet or stuffed animal, and encourage your child to trust it as a friend. Using it will improve your communication. For older children, ages 7 through 11, art or storytelling may be the channel through which your most revealing communication flows.

				Educational Material: Look a Gift Horse in the Mouth!

				As parents, you are the gatekeepers of the educational material brought into your home for your child. Does new educational material you’ve received about hemophilia use appropriate words and concepts for your child’s developmental stage? I’ve seen books and booklets written by doctors, nurses, social workers, and parents of children with hemophilia. Some are great. Some are not so great. There are also DVDs, websites, and interactive games. But just because these exist—and are usually free—they’re not necessarily the most effective educational tools for your child.

					Before you give any new material to your child, ask some critical questions first, using the knowledge you’ve gained from this book: 
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					1. Who is the target audience? If it’s a story, you can usually tell this by the age of the main character. Is the main character a preschooler? A school age child? A teenager? Does the material consistently target the age group of the main character? 

					2. Are the concepts appropriate for my child’s thinking stage? Note the concepts mentioned in the material. Topics may include factor, blood clotting, genetics, infusions, or getting hurt. Compare these concepts with related chapters in this book. If the story is about a preschooler but mentions the internal blood system, then the concepts taught are not appropriate to the child’s age.

					3. Is the vocabulary appropriate for my child? In our efforts to be precise and medically accurate, we sometimes use words that 

			

		

		
			
				
					Bleed Identification Journal

					There are resources that “describe” a bleed or explain how to identify it, but without hands-on experience, young children on prophylaxis need help. So I created a Bleed Identification Journal for my young son. Experience was the missing link in his understanding of hemophilia. It’s also the missing link for many children on prophylaxis. 

						In our journal, we are able to search for patterns. For example, did the hurt occur on an infusion day or an off-day? We record the words we use to describe what hurts. Our journal is detailed, with a specific format. Thanks to our journal, my son is becoming more in tune with his body. He’s learning how to look for signs and symptoms of a bleed. He’s also learning which “hurts” are not a bleed—this may help him recognize a bleed when he finally gets one again. The journal also encourages confidence. He is taking charge! Now the information he reads in books about hemophilia has new meaning. Experience, although limited, has been stimulated through a new style of teaching. 

					— Diane Horbacz
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				mean nothing to our children. “Immune system” has little meaning to a 7-year-old, but “germs” and “medicine” are terms he can understand. “Factor VIII” has little meaning to a 4-year-old, other than as the name of his medicine.

					4. What is the goal of the material? Is it too ambitious? Does it cover every possible topic, or does it focus on two or three key points? Unless it’s for teenagers, a book or video that covers too much will lose a younger child’s attention. Rule of thumb: The younger the child, the fewer the concepts covered.

					5. Are the illustrations and diagrams appropriate for the target audience? Preschoolers will not understand detailed diagrams of internal organs and microscopic organisms. School age children greatly benefit from step-by-step diagrams that show single organs and general internal activities. Illustrations and diagrams, as much as concepts and vocabulary, must be age-appropriate.

				The best educational material will break its target audience into the three main age groups: preschooler, school age, adolescent. The book or video will target one audience only, or will split itself into three sections, each addressing a separate age group. Good material will tailor concepts, tone, vocabulary, and illustrations to a specific audience.1 

					Beware of any book, booklet, or video that claims to be “for all ages.” You know by now that won’t work. Educational material won’t be helpful if it covers all ages and all topics, or stresses medical accuracy over more tailored, age-appropriate information. Such material will short-change each age group and waste precious educational dollars.

				It Starts at Home

				The home is not the one tame place in a world of adventure: it is the one wild place in a world of rules and set tasks. — G. K. Chesterton

				Children grow up fast. We chart their height and weight, keep dental records, and save school projects. So why not record their knowledge about hemophilia? 
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					While your child is young, begin developing a strategy to record his education in hemophilia. How can you assess your child’s learning every year? You can use the questionnaire in Appendix A and record your child’s yearly answers. Save the pictures he draws about hemophilia, and look at them together when he’s older. Invest in educational books that focus on the human body. Have him make his own book or drawings. Use every infusion time as a chance to discover what he’s thinking. Your child’s teacher may have many ideas that will help you.

					To help teach your child, use the books listed here in Bibliography and Educational Resources. Or create your own book! Necessity is the mother of invention. The children’s books I wrote, as well as those by other parents, were written to fill a need in our own children’s lives. You may uncover such a need one day, and may wish to create your own book.

					What does it all come down to? Knowing what your child thinks. Assessing his developmental stage. Helping him create good feelings about hemophilia. Encouraging him to express his emotions about his disorder. Listening actively. Correcting his misconceptions. But the key to everything lies in your own home, in the trust and comfort of your relationship with your child. How can you unlock the door to his mind? With healthy communication and dialog, not simple question-and-answer interrogation. With active listening that focuses on your child’s need to be heard and validated—and with no advice or judgment. Praise him. Show genuine interest. 

					Our children get just one childhood. The sooner we identify the way they think, the sooner we can fill information gaps, correct miscon-ceptions, and help them move to higher stages of thinking. And all the time, we’re building stronger, more trusting relationships. 

					It’s challenging to change the communication habits we’ve developed, whether we’re parents, practitioners, or health industry representatives. But it’s never too late to change the way we educate our children. It’s great to start early—listening, communicating, and applying new knowledge. But it’s ideal to start anytime.

				You are the bows from which your children as living arrows are sent forth. — Kahlil Gibran
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				Notes

				About This Book

				1. Bibace and Walsh, “Developmental Stages in Children’s Conceptions of Illness.”

				Chapter 1 The Curious Child

				1. Although more women are now being recognized as having mild hemophilia (formerly called “symptomatic carriers”), and some are diagnosed with moderate and severe hemophilia, we will refer to a child with hemophilia as “he” in this book, to simplify the writing style.

				2. See Chapter 4 for appropriate responses to a preschooler’s question, “Where does hemophilia come from?”

				Chapter 2 Life’s a Stage

				1. As of this writing, you can still see this episode on YouTube.

				2. Please consult your pediatric hematologist for a list of physical activities in which your child may participate.

				3. Jean Piaget (1896–1980), a Swiss psychologist, has been called the most influential theorist in the history of developmental psychology. He spent his life studying and interacting with children, to learn how they think and perceive their world. He identified six stages of cognitive development. These six stages can be combined into three main stages, which Piaget called Preoperational, Formal Operational, and Abstract.

				Chapter 4 The Magical Thinker

				1. See Appendix A to learn techniques for asking open-ended questions.

				2. When interviewed for this book, some children responded, “It’s a disease,” yet they couldn’t define “disease.” They knew the word itself, but not its meaning. When asked if hemophilia was inside him, one 4-year-old answered, “No, it’s just a word.”

				3. With preschoolers, avoid using words like “genes” or “chromosomes,” which are too abstract and involve too many step-by-step instructions.
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				4. Be careful not to ask “loaded” questions that imply an answer. Consider these two questions: “How long does your cut take to get better?” and “What happens after you put on a bandage?” The first question actively introduces the concept of time, and implies that time is involved in healing. The second question encourages the child to express his own thinking—to figure out the problem on his own.

				Chapter 5 What You See Is What You Get

				1. Although the coagulation cascade is more complex than this demon-stration, this simplified example provides a foundation for future, more accurate understanding.

				2. The domino analogy shows only “something’s missing” and does not adequately explain how blood clots. It’s better to use the Dutch boy story for that concept. See Chapter 8.

				3. A child is using analogies when he says, “It’s like . . .” You can help him understand and explain things for himself by encouraging him to use analogies. “Can you tell me what it’s like? Compare it to something so I can understand it.”

				Chapter 6 Master of the Universe

				1. See Kelley, Raising a Child with Hemophilia for an explanation and diagrams of blood clotting that you can use for yourself, your teen, your son’s teachers, or neighbors.

				2. Only five of the seventeen teens interviewed mentioned cells, or could describe DNA or genes.

				3. The clotting cascade diagram can be found in various pamphlets and books on hemophilia. Diagrammed like a waterfall, it shows how all the different factors work in sequence to create a clot.

				Chapter 7 How Children Understand Hemophilia When They Don’t Bleed

				1. Parts of this chapter were written by Diane Horbacz, founder and former director of Karing for Kids, an educational program for children. Diane conducted the research for this chapter. She is the mother of three children, including two sons with hemophilia.

				2. Children on prophylaxis can still get bruises.
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				Chapter 8 What’s Your Communication Style?

				1. See Kelley, Raising a Child with Hemophilia for an explanation and diagrams of blood clotting.

				2. The Dutch boy story is a famous children’s tale: a little Dutch boy spots a leak in the city dam, and plugs it up with his finger. Because of his action, he saves an entire town from flooding. In comparison, you can call the seawater “blood,” the wall or dam the “blood vessel,” and the Dutch boy “factor,” because he plugs up the leak. This analogy is used used in Kelley, They Will Probably Ask You “What is Hemophilia?” To order, see Educational Resources for Children at the end of this book.
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				 Educational Resources for Children 

				Published by LA Kelley Communications, Inc.

				All resources are in English, available to order at www.kelleycom.com. Most are free to families and patients.

				My First Factor (ten-book series)Shannon Brush

				Illustrations by Brooke Henson

				2008–2015

				The world’s first toddler books for children with hemophilia. Basic concepts are reviewed in kid-friendly graphic style: what is hemophilia, infusions, HTC visits, and more. Each book introduces basic words central to life with hemophilia. Colorful, chunky-sized books are just right for small hands. (ages 18 months–4 years)

				Sponsored by Bayer Healthcare: www.livingwithhemophilia.com

				My First Factor Coloring Book

				2012

				Illustrations from previous My First Factor books keep your toddler busy and happy.

				My First Factor Song

				Lyrics by Carri Nease

				Available in MP3 format 2008

				Bumps, bruises, falls, and “boo-boos” are all normal parts of growing up. But for children with hemophilia, they’re also opportunities to teach about infusions through a song to the tune of “Allouette.”
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				Just A Boy

				Ziva Mann

				Illustrations by Tatjana Mai-Wyss

				2016

				Whimsical storybook about an imaginative child with hemophilia who learns to control his pain as he transitions to needlesticks. Guided by loving suggestions from his mother, the boy tries different pain control techniques while imagining he is different things until he conquers his fears. (ages 3–6)

				Sponsored by Takeda: www.takeda.com

				What Is Hemophilia?

				Laureen A. Kelley

				1995

				Developmentally arranged series explains hemophilia to children using language and concepts appropriate for three age levels: preschool, school age, adolescent. Each book covers the same topics in educationally and cognitively different ways. Includes “Note to Parents” on how to use the books.

					Level 1: Joshua, Knight of the Red Snake

					Empowering story about a preschooler with hemophilia ends on a note of joy and confidence. Illustrated, large-text format. (ages 3–7)

					Level 2: They Will Probably Ask You . . . “What is Hemophilia?”

					Humorous story about Tony, who must explain hemophilia to his fourth-grade classmates. Includes glossary. (ages 7–11) 

					Level 3: Tell Them the Facts! 

					Q&A book on hemophilia for preadolescents and adolescents. Material on genetics divided into two sections: ages 11–14 and 14–16. Also for teachers and parents of newly diagnosed children. Includes glossary. (ages 11–16)
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				Must You Always Be a Boy?

				Laureen A. Kelley

				1991

				Four illustrated rhyming tales explore adult reactions to bleeds, overprotective parents, sibling rivalry, classroom bullies. (ages 3–8)

				Alexis: The Prince Who Had Hemophilia

				Laureen A. Kelley

				Illustrated by Paul Sebastian Chirvase

				2018

				The true story of Alexis, youngest child of Russian Tsar Nicholas II, shows how his hemophilia influenced events leading to the Russian revolution. (age 8 and older)
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				Appendix A

				Interview Materials

				How to Interview Your Child

				Before interviewing your child, read this entire appendix. Then review the questionnaire carefully to become familiar with the questions before conducting the interview. Practice the techniques described here with your child in different settings before the interview. For example, when your child is playing or telling you about something that happened, use the simple techniques provided here to encourage him to describe his thoughts. When you think you’ve got the hang of it, get ready to interview him!

				Introduction

				Most children don’t respond well to direct questions. They often feel self-conscious and embarrassed. The techniques outlined here may help your child feel more comfortable talking and explaining his thoughts in more detail. Generally, don’t be fooled by “yes” or “no” answers, or the “right” answer. Your child’s definition of a term may be drastically different from your definition. You need to uncover his definition. The goal is to find your child’s unique answer.

				Materials

					• A quiet room, where you and your child can be alone

					• Paper on which to write your child’s responses

					• Drawing paper for your child

					• Crayons and pens

					• Puppets or stuffed animals (if your child responds well to these)

					• The questionnaire

					• A way to record his answers: video or audio
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				How to Use the Questionnaire

				Ask your child the questions on the “How Your Child Understands Hemophilia Questionnaire.” Your interview may last up to forty-five minutes or longer, so your recording device should have enough power or memory for the entire session. The success of the interview will depend mainly on your child’s responses to the questions. You can help him respond more completely by doing three things:

					1. Ask the questions in order. Don’t jump from topic to topic.

					2. Don’t limit yourself to these questions. If your child mentions a specific term (for example, “inhibitor,” “clots,” “bruise”), stop for a moment and ask him what he means by that term. When you have recorded his answer and think you understand what he means, resume the interview questions in their correct order.

					3. Ask probing, open-ended questions. This is the key to a successful interview. Then pause and let him explain himself. Examples of open-ended, probing questions: “Why is that?” “Can you tell me more?” “What happens after that?” “And then what happens?” “You mean this is what happens . . . [then paraphrase what he told you]?” “How does that work?” Although your child may give a correct response (“There’s mild, moderate, and severe hemophil-ia”), he may not necessarily understand. For example, if you ask, “What happens when you get a knee bleed?” your child may say, “I don’t know. It swells and hurts.” You could accept this answer and go on to the next question, or you could probe: “Why does it hurt? Why does it swell? What happens inside when it swells?”

				How to Conduct the Interview

				Find a quiet place where you and your child won’t be disturbed. Reduce distractions: shut the door; turn off the phone and TV. Have all your materials ready. 

					You may tell your child why you’re going to ask him questions—to find out what he thinks, and to see if he has any questions about hemo-philia. Reassure him that this is not a test, and that you’re not looking 
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				for right or wrong answers. You simply want to know what he thinks.

				For children ages 5 and younger, you may want to begin by engaging in some play activities. Then gradually start asking questions. You can pretend that a puppet or stuffed animal is hurt, setting the stage for your questions. For older children, you might want to begin with tabletop activities like clay, puzzles, or coloring, and then start asking your questions.

					Ask only one question at a time. This is key to a good conversation with your child. If your child hesitates or stumbles, don’t fill the silence with more questions. Just wait him out—he will talk eventually. Asking several questions in quick succession may confuse children. Ask one question sincerely, with concern and interest in your voice. Use direct eye contact. Often, the more silent you remain after asking a question, the more your child will talk.

					It’s important not to pressure your child to respond. If he seems unhappy, uncomfortable, bored, or distracted, stop the interview cheer-fully. Your child needs to feel positive and willing to do the interview; otherwise, his answers may not reflect his best thoughts.

					Finally, don’t answer for your child! Beware of interrupting his responses and finishing his answers. This is hard for parents because we naturally want to give our children correct information. Remember: The purpose of this interview is to discover what your child thinks, not to correct him. You must learn what he thinks first, so you can teach him appropriately later. Avoid “baiting” his questions to make it easier for him to respond. For example, don’t change the questions by adding, “Don’t you think that . . .” or, “After the factor goes through the veins and reaches the injury, it . . .” and wait for his answer. You may paraphrase what he has already told you, but don’t begin questions by giving him new information or “getting him started” with a partly correct answer. Let him answer in his own way. Let him do the talking.

					As the interviewer, your tone of voice and body language will either encourage or discourage your child. Be curious, pleasant, and interested in his answers. Praise him! Tell him, “That’s a good answer!” or “You really know a lot.” If he asks you whether his answer is correct, tell him that you can discuss that later, but right now, you want to know what he thinks. When you’re through with the interview, thank your child and praise him for helping.
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				How Your Child Understands Hemophilia Questionnaire

				Ask only one question at a time, and wait for your child’s response. Remember to always wait for your child’s answer. This is noted in Question 1 only, but please use this technique for all the questions you ask your child.

				Definitions

					1.	a.	What is blood? [wait for answer]

					b.	Can you tell me what it looks like? [wait for answer]

					c.	What color is it? [wait for answer]

					2.	a.	What does blood do? 

					b.	Why do we have blood inside us?

					c.	What does the heart do?

					d.	Can you point to where your heart is?

					e.	What is this called? [point to a vein on your hand]

					f.	What does it do? What’s inside it?

					3.	a.	What is hemophilia? [probe]

					b.	Where does hemophilia come from? How did you get hemophilia? [probe]

					c.	Does everybody have hemophilia? 

					d.	Who do you know who has hemophilia?

					e.	Can girls get hemophilia? Why or why not? [probe]

					f.	Why do some kids get hemophilia and other kids don’t? [probe]

				Process—Bleeding

					4.	a.	What happens when your friend (without hemophilia) gets cut?

					b.	How does that cut get better? [probe]

					c.	What happens when you get cut?

					d.	[Ask only if your child mentions this first] Why does your friend stop bleeding and you don’t sometimes?
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					5.	a.	What happens if you bang your knee real hard? [probe]

					b.	What happens inside the knee? [probe]

					c.	Can you draw what happens inside the knee?

				Process—Treatment

					6.	a.	What is factor? 

					b.	What does it look like? 

					c.	What does it do? [probe]

					d.	How does factor work?

					e.	Where do you get a shot?

					f.	Where does the factor go after it goes in there? Then where? Then where?

					g.	What does the factor do when it gets there? [probe]

					7.	a.	What is a port? [probe]

					b.	Do you have a port? How does it work? [probe]

					c.	Where does factor go after it goes into your port?

					d.	How did the port get in there? [probe]

					e.	How long have you had it?

					8.	How else can factor get into your body?

				Prophylaxis

					9.	When do you get your factor? (or, How often do you get your factor?)

					10.	a.	Why do you get factor (x) days a week?

					b.	Do you need factor (x) days a week? Why?

					11.	What would happen if you didn’t take your factor (x) days a week?

				Hemophilia Characteristics

					12.	a.	What kind of hemophilia do you have? What does that mean? [probe]

					b.	What does “factor VIII” mean? “Factor IX”?

			

		

	
		
			
				154 | Teach Your Child About Hemophilia

			

		

		
			
					c.	[If child can proceed] Where does factor get made?

					13.	a.	What activities or sports do you like to do? (Examples: Can you swim? Ride a bike? Climb trees?)

					b.	Can all kids with hemophilia do the things you can do? Why or why not?

					c.	If two kids with hemophilia both banged their knees hard, the same way, would both bleed the same?

					d.	Do some kids get hemophilia worse than others? Do some kids bleed worse than others?

					14.	a.	What’s the hardest thing about having hemophilia?

					b.	What can be good about having hemophilia?

				Cure—Permanence—Genetics

					15.	If we put all new blood into you, from someone who did not have hemophilia, what would happen to your hemophilia? Why? [probe]

					16.	a.	Does hemophilia ever go away by itself? 

					b.	When you grow up, will you still have it? Why or why not? [probe]

					17.	a.	If you become a father one day, will any of your sons have hemophilia? 

					b.	Will any of your daughters have hemophilia? How will that happen? [probe]

					18.	Do you think that someday doctors will make hemophilia go away forever? How?
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				Appendix B

				How Children Understand Health and Illness

				Stages of Develpment

				From 1978 to 1980, I participated as a research assistant at Clark University in Worcester, Massachusetts, for an exciting project: exploring how children understand concepts of health and illness, using Swiss psychologist Jean Piaget’s theory of cognitive development. This was the first time Piaget's theory was systematically used to determine children's concepts of health and illness. The results were eventually published in “Developmental Stages in Children’s Conceptions of Illness.”1 

					I interviewed over 100 children using a questionnaire carefully devel-oped to uncover their ideas. The results from interviewing the children were revealing and informative, and formed the background material for this book. Below is a summary, derived from this research, of the stages of development in how children understand health and illness.2

				Magical Level (ages 4–7)

				Explanations Based on Association

					1. 	Phenomenism. The child describes the illness in terms of any phenomenon associated with the illness that he has experienced, without clear differentiation between cause and effect.

					“A cold is from . . . it’s when your nose runs.”

					2. Contagion. The child describes the illness in terms of body experiences or symptoms. He associates a specific external cause with the illness, but can’t explain how the cause leads to the effect.

					“A cold is a runny nose, and it’s from going outside in winter. [interviewer asks how] It’s from being out in the wintertime.”
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				Concrete Level (ages 7–11)

				Explanations Based on Sequence

					3. 	Contamination. The child describes the illness in terms of experienced symptoms, and explains its cause as originating in an external activity or situation. The child explains how a sequence of causal events leads to the illness by contacting or involving the body as a whole.

						“A cold is from when you’re swimming in cold water or out in the snow. It stays in your body . . . it goes up onto your chest.”

					4. Internalization. The child describes the illness in terms of internal symptoms or an organ malfunction, and explains that it is caused by an external agent or activity that acts internally on the body. He describes how a sequence of mechanical actions leads to changes in specific internal body parts.

					“A cold is when your nose gets stuffed up and you can’t breathe. It’s from the germs getting into your nose and lungs and clogging them up so you can’t breathe. You sneeze to get the germs out.”

				Abstract Level (age 11 and older)

				Explanations Based on Interaction

					5. Physiological. The child describes the illness as a malfunction in a body organ or as an underlying condition that results in symptoms. The illness is seen as an entire disease process involving the interaction of multiple causes and effects on multiple body parts.

					“A cold is a change within the body resulting in symptoms like coughing, sneezing, running nose, headaches and stuffed-up sinuses. You catch the germs that are all around us. Coughing and running nose are the side effects of the body’s fighting them off. It makes mucous to carry away the dead germs.”
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					6. Cellular. The child describes the illness as a malfunction in a body part or as an underlying condition that causes symptoms. He explains how multiple causes and effects interact by describing transformations at the cellular level.

					“A cold is the collection of symptoms that define the immune system’s response to an invading virus. And this can happen when the person is experiencing a lot of stress.”

				1. Bibace, Roger, and Mary E. Walsh. “Developmental Stages in Children’s Conceptions of Ill-ness.” In Health Psychology, edited by G. Stone, F. Cohen, and N. Adler, 285–301. San Francisco:

				Jossey-Bass, 1979.

				2. Walsh, Mary E., PhD, Cathleen Crider, and Roger Bibace, PhD, Department of Counseling, Developmental Psychology and Research Methods, Boston College, Chestnut Hill, Massachusetts. Reprinted with permission.
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				Appendix C

				Tips for Active Listening

					1.	Listen to what your child is saying. Respond to that, not to how he says it. Don’t comment on his speaking style—stuttering, rushing, “you know,” “like,” or volume.

					2. Give appropriate responses to what your child says, to show that you’re listening—head nods, smiles, and “uh-huh.”

					3.	Maintain natural eye contact when your child is talking.

					4.	Don’t rush your child by interrupting or finishing words for him.

					5.	Speak in a fairly slow, relaxed voice—but not so slowly that you sound unnatural.

					6.	When your child is trying to tell you something, reduce conflicting stimuli—TV, radio, CDs, cell phones, other people talking—and put down the newspaper.

					7. Give your child your undivided attention. What he has to say is important!

					8. Give your child praise whenever you can. Say, “That’s interesting” or “That’s great!” to let him know how you feel about what he’s saying.

					9. Withhold comments at first. Listen to everything your child says, without making comments about how you feel. When he’s finished, discuss with him how you feel about what he said.

					10. Ask open-ended, probing questions. “Why do you think that hap-pened?” “Can you tell me more?” “Then what happened?” “How does that work?” “How did that make you feel?” 

					11. Paraphrase (summarize) what your child says as a way to help him slow down, to show him that you are indeed listening, and to make sure you heard him correctly.

					12. Talk less, and you will probably listen more. 
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				Appendix D

				Summary Chart

				How Children Understand Hemophilia at Different Stages

				
					Preschool (ages 3–7)

				

				
					Hemophilia

				

				
					It’s when I get hurt. I get a shot. I go to the hospital.

				

				
					Heredity

				

				
					You’re just born with it. God gave it to me.

				

				
					Bleeding

				

				
					You bleed, and then it stops. Bandages make it better. My knee gets puffy, then it goes down.

				

				
					Factor

				

				
					It’s my medicine. It makes me better. It’s a bottle.

				

				
					Severity

				

				
					It’s when someone gets factor more than another because he got hurt more.

				

				
					Factor Deficiency

				

				
					May recite factor, or his deficiency, but no knowl-edge of meaning. I have factor VIII deficiency. I don’t know what that means. It’s what I have.

				

				
					Having Hemophilia When Grown

				

				
					I don’t know if I will have it. Hemophilia will go away if the doctor invents a cure.

				

				
					Cure

				

				
					Putting new blood in me makes hemophilia go away. Taking new medicine will cure it.
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					School Age (ages 7–11)

				

				
					Adolescent (age 11 and older)

				

				
					Something’s missing in my blood.

				

				
					It’s a blood disorder. I’m missing a clotting factor, which makes my blood not clot.

				

				
					It came from my family, my mother. It gets passed along to the baby. The baby catches the X thing.

				

				
					It comes from the X, Y chromosomes. The X carries hemophilia and when a boy is made, he gets the mother’s X.

				

				
					You bleed, then you get a scab and skin grows back. The knee fills up with blood, then it stops. It takes time to heal.

				

				
					You bleed, you clot, skin regenerates. Veins are repaired. Platelets make a wall to stop the blood.

				

				
					It’s what I’m missing in my blood. It pushes the blood away. It scares, fights, vacuums the blood. It blocks the vein.

				

				
					A blood protein that I’m missing. It makes cells stick together. It pushes blood away, eats bacteria, plugs leak.

				

				
					There’s severe, moderate, and mild. Severe means missing a lot of factor. Severe means bleeding more.

				

				
					Often confuses type with severity. Severe means you’re missing a lot of factor in your body. I only have 2% of mine. 

				

				
					It’s one of the factors I’m missing. I’m factor VIII deficient.

				

				
					It’s the factor type I’m missing. There’s several types of factor needed to stop bleeding.

				

				
					You’ll still have hemophilia when you’re old, unless there’s a cure. It’s in you.

				

				
					I’ll always have it. It’s made in the liver (or cells or genes).

				

				
					Hemophilia will go away if you get new blood. If you get someone else’s blood, you’ll still have hemophilia, be-cause you’ll still have your heart, liver.

				

				
					There’s gene replacement, implants, DNA research. I’d still have hemophilia even if I got new blood because I’d still have the same cell, genes, liver, heart.
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				Founded in 1990, LA Kelley Communications is dedicated to educating and empowering families with bleeding disorders worldwide. The company offers free, original educational materials, support services for patients, market research, presentations, and workshops. LA Kelley Communications also founded several programs to donate blood-clotting medicine and financial assistance to patients with bleeding disorders, and to help nonprofit hemophilia organizations in developing countries.

				For more information, visit www.kelleycom.com and www.saveonelife.net.
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				Do you ever wonder what your 3-year-old child with hemophilia thinks about during infusions? Has your child ever said anything creative or revealing about the disorder? Why might your child think that an infusion removes blood, and could be dangerous? Or that factor “boxes” with blood? And what if your teen thinks he’s invincible . . . and then stops his prophylaxis? How might some of your explanations about hemophilia be wrong?

					In Teach Your Child About Hemophilia, author and mother Laurie Kelley explains what your child with hemophilia may be thinking at different ages when experiencing a bleed, receiving an infusion, or visiting the hospital. Interviews with dozens of children and teens examine their understanding of cuts, healing, blood, factor, severity levels, blood clotting, infusions, genetic transmission, and a cure. Teach Your Child About Hemophilia will help prepare you to educate your child about this disorder in a positive, effective, age-appropriate way.
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