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			Praise for When Your Child Is Sick

			“Joanna Breyer’s compassionate, informative, and clear-eyed guide lights the way for parents of children with cancer. Drawing upon her twenty years as a pediatric psychologist at the Dana-Farber Cancer Institute, Ms. Breyer describes the many situations such a parent might face and considers the various ways a parent might respond to a child’s illness. In so doing, she provides comfort during a confusing, shocking, and despairing time. Joanna Breyer’s counsel for parents who have lost a child—that the death of a child is nearly unbearable, but that they will survive and emerge stronger—is exactly on point, as I know all too well. This is a handbook for life events we don’t ever want to consider. I am grateful that Joanna Breyer has considered them so thoughtfully.””

			—Nancy Goodman, founder and executive director, Kids v Cancer

			“Based on her extensive experience helping children with cancer and serious illnesses and their families, Dr. Breyer has written this comprehensive, innovative, and useful book. She describes, in detail, the trajectory of serious illness in children and the stressors that they and their families face. Using examples from her own practice as well as from others’ clinical and research work, Dr. Breyer provides a wealth of practical and effective strategies to help them cope during and after treatment and when treatment fails. Not a “one-size-fits-all” approach, she emphasizes the role of individual differences, experiences, styles, personalities, and preferences. In addition, there is a listing of various resources to help parents navigate treatment and living with childhood cancer. When a child is diagnosed with a serious medical condition, parents often tell us that there is no roadmap or guidebook to tell them what to expect and how best to help their child—this is that book.”

			— Mary Jo Kupst, Ph.D., emerita professor of pediatrics, Medical College of Wisconsin

			“Joanna Breyer balances profound compassion with pragmatism to provide an extraordinarily valuable guide to the management and care of sick children. By using real examples and clinical vignettes, Breyer pierces through some the most difficult barriers in medicine, and helps us navigate through complex and forbidding landscapes. Written in the spirit of Jimmie Holland, the pioneering psychiatrist who studied the minds of cancer patients, Breyer’s book focuses its attention on children with cancer and other illnesses. This book should be compulsory reading for anyone facing these terrifying conundrums and life-altering decisions.”

			— Siddhartha Mukherjee, author of The Emperor of All Maladies: A Biography of Cancer, winner of the 2011 Pulitzer Prize in general nonfiction, and The Laws of Medicine, assistant professor of medicine at Columbia University

			“When Your Child Is Sick is a wonder. Though I’ve known and admired Dr. Breyer throughout her tenure at Dana-Farber/Boston Children’s, I stand in awe at how comprehensive this book is in guiding parents through maintaining confidence and alleviating fear during what can be an extremely challenging experience. Breyer is a former senior member of a team of experts that has vast experience with helping families trapped in the crisis of profound childhood illness. A great clinician, she is above all an inspired teacher who provides a treasure trove of advice for those facing the greatest fear parents have—that of losing a child.”

			— David G. Nathan, president emeritus, Dana-Farber Cancer Institute, physician-in-chief emeritus, Boston Children’s Hospital, Robert A. Stranahan Distinguished Professor of Pediatrics, Harvard Medical School

			“This is definitely the book to read if you have a sick child. The author helps families navigate the complex course of pediatric illness by describing evidence-based psychological interventions that alleviate suffering in the patient and his family. This book is also an excellent guide for pediatric medical staff, who will learn working tools that improve the quality of their work and the quality of their patients’ lives. I recommend it without hesitation and wish I’d had it earlier in my professional career.”

			— Maria Die Trill, Ph.D., president, International Psycho-Oncology Society
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			This book is dedicated to the many extraordinary children and families I have worked with over the years who taught me more than I can say about love, death, healing, and resilience.
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			Introduction

			This book is for parents of children who have medical conditions requiring hospitalization and lengthy treatments. You are facing an unexpected, enormously upsetting, and unwelcome challenge. Having a child in the hospital repeatedly or over time is emotionally draining and disruptive to family life, not to mention hard in many practical ways. How your children, ill and healthy, react to the hospitalization may also cause you stress and worry. My hope is that this book will offer advice to help you and your children through this difficult experience.

			I had the privilege of working as a psychologist for twenty-five years at Children’s Hospital Boston and in several outpatient clinics at the Dana-Farber Cancer Institute. I counseled children and adolescents who had cancer, as well as their families. Over the years, I got to know many children and families in the most trying circumstances. I often marveled at the parents’ strength as their child’s treatments progressed and at the children’s resilience as they flourished, despite their illness. I learned how different children are and that what helps one child might not help another. I appreciated the younger children who sometimes protested loudest at what they were expected to endure, and I worked with their parents to discover which simple tools and interventions could transform their understandable outrage and opposition into cooperation, mastery, and pride. I came to admire the adolescents whose lives were so dramatically upset by their illness and treatments and wondered at the range of their responses. I also came to respect the strength and courage of parents. Although my experience was primarily in working with children with cancer and their families, I hope that much of what follows will be relevant to parents of children hospitalized for a variety of reasons, such as a sudden severe injury or chronic conditions like cystic fibrosis, sickle cell anemia, diabetes, or chronic cardiac conditions.

			In the coming chapters, I will describe a range of reactions that children may have to their hospitalization and treatment and possible interventions that may be useful in your family depending on the age, character, and temperament of your child and your parental style. You, as the parent, are the expert on your child; you are with them, know them, and are best suited to communicate their emotional needs to the medical team working to help them. However, the hospital is a new world, and in this foreign context, particularly at first, you may not always feel you know what is best for your child or what he or she needs. You will likely feel tired, sad, and scared much of the time, and taking care of yourself may require a considerable effort. It may be hard to believe how such a place can quickly become familiar.

			This book has three sections:

			
				Part I makes the hospital world a little more familiar to you by describing the people you are likely to meet and what their roles are. I will outline some of the challenges you may encounter and offer some ideas that other parents have come up with for how to deal with them. I suggest ways to talk directly with your child about his condition. I describe children’s and adolescents’ varied reactions to the stress of hospitalization and invasive treatments and give examples of ways to help them cope with the new demands they are facing. I talk about responses your other children may have and about interventions to help them. I detail some of the challenges you, your child, and your child’s siblings face if your child needs a stem cell transplant. Finally, I discuss some of the issues you and your family may face when your child returns home after a long hospitalization.

				In Part II, I address issues of “survivorship” that you and your child may face after your child’s treatment is completed. Because I worked for many years in a childhood cancer survivorship clinic, my emphasis in this section is on childhood cancer survivors, although much of what I discuss will be relevant to children who have lived with or are living with other serious medical conditions.

				Part III is for parents whose children are not healed by their treatments whatever their initial condition—who despite everybody’s best efforts, over time, quickly or slowly get worse and cannot be cured. This section acknowledges the many different styles and approaches of parents and children in this situation. I discuss ways to make direct conversations a little more bearable and ways that you can acknowledge the situation indirectly. This section encourages you to trust your instincts and find comfort in this heartbreaking situation in whatever ways you can. The final chapter describes different ways in which people grieve and ways parents have honored and remembered their child as time passes.

			

			Other families’ stories are interspersed in boxes throughout the book. Many families generously gave me permission to quote part of their stories, and some children and parents have written directly about their experiences and how they would advise other parents. In instances when I could not reach a family I have changed their stories in ways to preserve their privacy. Although your story will be different, my hope is that it will be some comfort to know ways in which others have navigated this path before you.

			My expectation is that different parts of the book will be relevant at different times, and my hope is that you will use the index and detailed chapter headings to find the topic of immediate interest to you.

		

	
		
			
				PART I

			

			On Treatment

		

	
		
			
				CHAPTER 1

			

			Entering the Medical World

			If your child has to go into the hospital for a serious illness or accident, do not be surprised if you feel overwhelmed. Even if you are an experienced and terrific parent and your child has entered an excellent facility, the world of the hospital is very different from your world at home, where you are in charge. The experience can take over your life. You are dealing with practical challenges and many intense emotions—not only your own but also those of your sick or injured child, your partner, other family members, and your other children. It is hardly a wonder if you feel scared and worried.

			If you have other children at home, you have to figure out how they will be cared for while your time and attention is devoted to your child in the hospital. If you are working, you may need to make arrangements so you can be absent when your child needs you in the hospital or when your other children need you at home. Financial concerns may add to your worries. You will likely feel pulled in a hundred different directions. Add to that the challenge of learning about the new world you have unexpectedly entered, and it can feel absolutely crushing. Becoming familiar with this world is key.

			In this chapter I will describe the roles of the different staff you will meet in the hospital and ways to communicate effectively with them. I suggest ways you can help your child and yourself get accustomed to the facility. I’ll also discuss some of the practical challenges that most parents face and suggest first steps to take to handle them.

			GETTING TO KNOW THE HOSPITAL STAFF

			One of the first and best things you can do to understand your child’s situation is to get to know the medical staff and make them your partners in helping your child.

			You will be confronted by a daunting cast of characters. Following is a general description of the people you are likely to meet and their role in caring for your child:

			
					
					The doctors are in charge of your child’s overall medical care. You likely encountered several doctors during your child’s hospital admission and diagnosis, particularly if the admission was through the emergency room. After you are admitted, each new doctor may continue to ask you very similar questions about your child’s symptoms and his prior medical history. The doctors have the best intentions about clearly communicating with you, but they may be covering many patients or use medical language that can be difficult to understand. Most doctors will be happy to repeat what they said in a nonmedical way because they want you to know what is going on. Ask each doctor what his or her role is so you can understand his or her place in your child’s care. In a teaching hospital, especially, the number of doctors and nurses who visit can be confusing and irritating. A teaching hospital has a hierarchy of doctors at different levels of training:

					
							
							Medical students in their early medical training

						

							
							Residents in their fourth or fifth year of training

						

							
							Fellows beginning their specialized medical training, having completed their residencies

						

							
							The attending doctor who is in charge

						

							
							Specialists who will be consulted briefly only about a particular problem

						

					


			

			The doctors are usually on rotating schedules. Find out which doctor is your child’s primary doctor, and what the possibilities of continuity of care are both during your child’s hospitalization and after discharge. Tips on how to get the information you need from the doctors and nurses follow in the section “Communicating with Your Medical Team” on page 8.

			
					
					In some hospitals a nurse practitioner (a nurse with several years of extra clinical training) may be the primary medical provider who oversees your child’s treatment. If so, he or she will be supervised by a senior doctor.

				

					
					Nurses are responsible for the ongoing care of your child. You will see much more of them than you will of the doctors. Your child’s nurse will give your child his medications and do some of the more complicated regular medical care required like dressing changes or postsurgery care. Nurses can work eight-, ten-, or twelve-hour shifts depending on the hospital. Over several weeks you will meet many nurses.

					Some hospitals assign primary and secondary nurses to a child’s team, but many hospitals do not. Often your child (and maybe you) will have favorite nurses, and you might wish that a particular nurse could be assigned to your family each time she comes in. But that may be difficult to arrange because of conflicting considerations in assigning nurses, such as the need to balance clinical care requirements.

					There may be one or two nurses you feel do not work well with your child. If your child regularly appears unhappy when that nurse comes in or if you have repeatedly found this nurse not responding to requests you have made about his or her treatment of your child, then bring up your concerns with the nursing supervisor or the charge nurse, who is the head nurse in each shift. They will try to help, probably first speaking to the nurse concerned and, if that makes no difference, seeing what flexibility in scheduling they have to ensure that nurse is not assigned to your child.

					

					
					Nursing assistants may help nurses by taking temperatures and blood pressure and helping with other routine tasks like bathing.

				

					
					Psychosocial clinicians, including a social worker, resource specialist, psychologist, and/or psychiatrist may be on your child’s medical team or available for special consultation about the emotional aspects of your child’s care. The role of each will vary somewhat from hospital to hospital, as will the extent of psychosocial support available. Services can include providing ongoing emotional support, giving valuable information on available resources, being a liaison with or member of the medical team, providing child therapy, developing a behavioral plan to gain your child’s cooperation with treatment, and other specialized consultations on pressing emotional issues. In most hospitals, a psychosocial clinician, usually a social worker, sometimes a psychologist, will meet with you soon after you come to the hospital and will ask you about your family and who is available to help through this crisis. This clinician will likely ask about your and your child’s most pressing needs and can give you useful information about the hospital and available resources. He or she is there to offer practical help and emotional support. You may find some of the questions repetitive, even intrusive, but the information you give him or her will allow the medical team to be more respectful and understanding of your wishes and concerns. You are likely to be asked about your religious affiliations, family values, and financial circumstances. If you let the clinician know anything in your child’s history (or your own) that could make it particularly difficult for your child or you to be in the hospital, you may avoid considerable discomfort and misunderstandings with the medical team. See the box below.

				

			

			
				IMPORTANT FAMILY HISTORIES TO SHARE WITH YOUR MEDICAL TEAM

				Following are examples of information to share with your medical team so that they will have a more complete understanding of how to interact with your family:

				
						
						A parent or another close family member who has just gone through a medical trauma, so the medical team will understand your intense reaction.

					

						
						A hard family event that involved considerable conflict, such as a divorce, which could affect how family members deal with one another, so the medical team can arrange to give separate updates to different family members.

					

						
						A family member who has a particular medical or psychological problem that might affect his or her behavior in the hospital, such as depression, alcoholism, or drug use, so inpatient staff can develop a preventative plan that could save you and your child unnecessary stress. For example, security staff can be forewarned that they may be called to escort an inebriated family member off the floor.

					

						
						Siblings who have special needs of their own that may frequently require your presence, so the medical team will understand why you are not at the hospital at particular times.

					

				

			

			The psychosocial clinician will let you know which emotional support services are available directly in the hospital and will help you find appropriate referrals for services outside of the hospital. The clinician may also have useful suggestions about how to help your other children, who are likely to have their own strong reactions to what is happening. Remember that strong reactions are normal and that consulting a psychosocial clinician does not mean you or your child have mental health problems. Chapter 6 outlines circumstances when meeting a psychosocial clinician makes sense.

			If psychosocial staff are not part of the routine care offered at your hospital, you may need to request a consultation with a psychiatrist, a psychologist, or a social worker.

			
					
					A psychiatrist is the consultant of choice when your child could be helped by antianxiety, antidepressant, or other special medications if, for example, your child is showing extreme mood swings while taking prednisone or has become completely withdrawn.

					Some hospitals or outpatient clinics also have psychiatrists available to meet with parents. If you have become depressed, are acutely anxious, are having a very hard time sleeping, or are having other disturbing symptoms and might benefit from medications, ask if a psychiatrist is available. Many hospitals can provide you with an outside referral if they do not have a psychiatrist on staff.

					

					
					A chaplain is available in many hospitals to visit you and your child. If the chaplain is not of your faith, often he or she will have lists of people of other religious traditions who could visit you in the hospital. Some parents appreciate a visit from the chaplain even if he is of a different faith. Many hospital chaplains are knowledgeable about different ecumenical traditions and also understand the stress that hospitalization can cause a family.

				

					
					A child life specialist works in the playroom, planning and organizing age-appropriate activities for children and adolescents. He or she will often bring activities to patients in their rooms if they cannot go to the playroom. Some child life specialists will help prepare a child for a particular medical procedure or go with a child into the treatment room. Sometimes the child life specialist will also be in charge of a resource room where you can find helpful information.

				

					
					Cleaning staff will clean your child’s room each day, usually in the morning. They will be aware of the strict rules about hygiene that the hospital has to follow. They have been trained to be meticulous and careful. Members of a hospital’s cleaning staff often work for many years in the same hospital, and many are interested in the progress of the patients whose rooms they cover.

				

			

			COMMUNICATING WITH YOUR MEDICAL TEAM

			Working out who to talk to about what is likely to be key to your peace of mind in the hospital. Since a doctor is in charge of your child’s treatment plan, major treatment decisions will be discussed with him or her. Sometimes the initial plan will be described by the doctor with the whole medical team present. (In our hospital, this was called the “Day One Talk,” with the doctor, the primary nurse, and the psychosocial clinician present.) Get a binder to organize written information you are given and to include your own notes. You may add a separate section later for home care. Don’t expect to remember even half of what is discussed initially. If you write notes or record the meeting, you can go back over it later and ask your nurse or the doctor to explain something further if there are parts you do not understand.

			You can include in this binder a section on key test results, including lab results. Some parents like to track the results each day, others do not—this choice will depend on your style.

			In a teaching hospital, the doctors do medical rounds each day, often in the morning. The team will likely include a medical student, the resident, the fellow, the attending doctor, and either your child’s current nurse or the charge nurse. The team might gather in the hallway or in your child’s room but they will always wish to examine your child briefly. They will probably have questions for you about your child’s condition. Make a list of questions ahead of time, because their visit may be a short one.

			In a regular hospital, find out if your child’s primary doctor has a particular schedule for visits and keep a record so you know when you can next expect to see him or her to ask any questions you might have.

			If you find you are getting confusing or even contradictory messages about treatment plans or anything else, you have several options. You can ask for clarification at the daily rounds, you can ask your child’s primary nurse, or you can ask for a team meeting to which all relevant caregivers can be invited. If your child’s hospitalization is likely to last several months, requesting a weekly or bimonthly team meeting may help ensure you and all caregivers remain on the same page.

			Your primary nurse and the other nurses are good sources of information—particularly about the ongoing daily medical care your child will need. Some questions you have for your nurse may be medical questions about the details of your child’s treatment that the doctors went over too quickly to be grasped. Some may be more practical: What do you do when you have been ringing the call button for ten minutes and no one has arrived? What do you do when your child’s infusion machine is beeping? What care can you give your child and what would the nurses like you to leave to them?

			It pays to consider the timing of your questions. A nurse will have more or less time to talk with you depending on the number of patients he or she is covering, what is going on with the other patients, and where she is in her shift. The change of shift is generally not a good time to get answers to questions because the nurses are sharing information with one another to be sure there is a smooth transition of care. You can ask the nurse for a specific time to go over general questions about your child’s care; evenings might well be when he or she has the most time. A nurse may also be able to communicate any concerns you have with your doctor, because she may see the doctors more frequently than you do. The nurse will also likely be the person who goes over the details you need to know about your child’s care at home as your child approaches discharge.

			Communication also benefits from being a two-way street. You may have a lot of questions for your doctors and nurses, but you will also have important information to give them. You, as the expert on your child, can tell them, for example, how much warning your child needs before an intrusive medical procedure or what works best to help your child calm down when upset.

			
				IF ENGLISH IS NOT YOUR FIRST LANGUAGE

				If English is not your first language, most hospitals provide access to interpreters. Depending on the language, interpreters may work for the hospital or for an outside agency. Some interpreters who deal with your family face-to-face over time can become quite involved with your family. Most hospitals will have some interpreters who belong to a separate agency and may be available on a conference call or Skype for a particular medical conference or medical update. These interpreters are less likely to get to know your family. Sometimes the interpreter will have a dialect that you find hard to understand, particularly given the complicated medical subject matter. You may then want to ask if there is another translator available whose dialect is more familiar to you. It is sometimes tempting to have a family member with some knowledge of English to act as the interpreter, but, particularly if the medical situation is complicated or uncertain, it may be preferable to have an outside professional do the translating both because you want to be sure you are clear about the medical situation and because it may be hard for the family member to deliver bad news directly.

				If you have come from abroad, ask a psychosocial clinician to contact your consulate or embassy and see if there are local organizations with connections to your country that have people or resources to help you.

			

			GETTING ACCUSTOMED TO THE HOSPITAL

			A new environment is stressful in any circumstances, and far more so if you have or are a sick child. The more your child becomes familiar with different places in the hospital, the less afraid he or she will be. If your child feels too sick to walk around, you can often take her out of her room in a wheelchair or cart and show her the playroom, where she can meet other children or talk with staff. You can use the wheelchair to help her get to know the layout of the floor and to show her other places in the hospital. You can help even a very young child understand that some places in the hospital are fun, like the playroom, resource room, gift shop, or entertainment area; many places are safe, like the kitchen or cafeteria; and only a few places are scary, like the treatment room. Most children are anxious if they have to go to the treatment room. Slow breathing and other strategies discussed in chapter 8 can help your child stay calm going in to the treatment room.

			A few hospitals might have single rooms for all patients, but many hospitals do not. In this case, you and your child may need to get used to one or more roommates. This can be a chance to share information and experiences with another family. It can also be challenging for everyone, depending on what is happening with the roommate or his family. A baby may cry a lot, a family may keep late hours or watch TV when you would like you and your child to be able to sleep. The other child may be seriously ill, causing you to worry about what your child is overhearing. There may be many visitors when you feel your child needs peace. Bring these concerns up with psychosocial or nursing staff and they will find a way to discuss the situation with the other family and see what compromises can be worked out. If you feel your child’s health is being adversely affected and if attempts at compromise have failed, you can reasonably ask to transfer rooms. But understand that single rooms may be in short supply because they are usually assigned based on medical priorities such as infection control, immune system disorders, severity of illness, or new diagnosis.

			PRACTICAL CHALLENGES

			Practical challenges include organizing your family’s lives at home and in the hospital, mobilizing helpful support, and navigating financial stressors. Your particular situation could make any one of these challenges harder.

			At the Hospital

			Mobilizing support

			Your family, friends, and neighbors might really want to help, but do not always know how. You may have to guide them. One of the first things you can do is to create an immediate plan to cover your child in the hospital and your children at home. You likely know who in the family could come right away to offer you or your other children needed support. If grandparents live nearby, perhaps they can either stay at home with your other children or be with your sick child at the hospital so you can go home for a break. Assign someone the task of organizing and coordinating friends and neighbors to collect your other children from school or take them to after-school activities. Later, you can revise your original plan when you know better what your child will need after some days in the hospital. Neighbors and friends may offer to bring cooked meals to your home. You can also ask one or two people to organize deliveries and space them evenly; several websites have been specially designed to make this easy to do. (See the box that follows.)

			If your hospital is far from your home, those still at home may need more practical help and you may need some local help at the hospital. Perhaps family or friends can look up and distribute information about useful services nearby. Your psychosocial clinician can tell you about resources available through the hospital.

			How to let others know what is happening

			Your family and friends are probably very concerned and want to know what is happening. Responding to many people’s requests for updates creates additional stress, so outsource the job to a helpful friend or family member who can send out group emails or open a Facebook page on which regular updates are posted about your child’s progress—though you may want to be careful about the privacy levels you allow. You can always review it before it is posted if you wish, but delegating these updates to a family member can take the burden off you.

			
				WEBSITES TO ORGANIZE HELP AND TO KEEP FAMILY AND FRIENDS UPDATED

				www.caringbridge.org

				To start your own free, ad-free, and protected website

				
						
						To share updates on health and to keep friends and family informed

					

						
						To receive good wishes and encouragement

					

						
						To coordinate everyday help through a planner (meals, rides, etc.)

					

				

				lotsahelpinghands.com

				This site can be used to organize help from friends and family and for communication

				
						
						To set up a care calendar (to organize meal deliveries, rides, etc.)

					

						
						To receive good wishes

					

						
						To set up a message board on which people can communicate helpful ideas

					

						
						To post photos

					

				

				Mealtrain.com

				This is a free website that helps coordinate getting meals to a family

				
						
						Creates free meal sign-ups

					

						
						Offers sample meal plans

					

						
						Sends reminders to participants before their scheduled day

					

				

				Takethemameal.com

				Facilitates coordinating meals for a family

				
						
						Creates individual sign-up sheets

					

						
						Allows friends to find your schedule

					

						
						Provides suggestions on good meals to transport, and recipes

					

						
						Offers the option of buying meals to send (frozen) in almost half of the states in the United States

					

				

			

			Managing visitors

			Once friends and relatives know your child is in the hospital, you may need some help in managing how many visitors come and when. Assign someone to be the gatekeeper, who can limit the number of visitors at any one time and can tactfully keep away those whom you and your child would rather not see in this situation. That your child needs to rest, that doctors come in at unexpected times, and that the hospital room is small are among the reasons parents sometimes give for why it might not be the best time to visit. If you are far away from home, this will be less of a problem.

			At Home

			Your children at home

			Having a brother or sister rushed to the hospital and what follows can be extremely upsetting to children of any age, but particularly to younger siblings. Initially, siblings experience major disruptions in the routine of family life. They pick up on your emotions and are probably unhappy that they are seeing less of you as you are spending time with your child at the hospital. They may worry. Try to maintain the siblings’ regular routine as much as you can (e.g., keeping your children at their regular school or seeing if someone else can take them to extracurricular activities). Try to arrange for them to stay at home with your partner, a grandparent, or a close friend. If your children are young and the plan is for them to stay with a grandparent, relatives, or friends, be sure to speak regularly with them on the phone and reassure them that you will all be coming home as soon as possible. Your psychosocial clinician will tell you about resources like SuperSibs that are available for brothers and sisters. For a description of typical sibling reactions and suggestions on how to help siblings, see chapter 5.

			
				PROGRAMS OFFERED THROUGH ALEX’S LEMONADE STAND FOUNDATION

				www.alexslemonade.org/campaign/supersibs

				SuperSibs Comfort and Care Program

				
						
						Free

					

						
						Provides six mailings per year of age-appropriate support materials for brothers and sisters of children who have cancer in the US, ages 4–18

					

						
						Provides tool kits and periodic mailings with parents’ tips for siblings

					

				

				Offers emotional support and fun activities for siblings to reassure them of their special role in what is happening in the family and gives practical advice to parents

				Sib Spot

				
						
						Offers resources and activities for siblings of different ages

					

						
						Parental supervision suggested

					

				

				Sibling Ambassador Program

				
						
						Offers opportunities to siblings to share their experiences and stories with others

					

						
						Can include visiting schools, speaking at events, or meeting families

					

				

				
Eligibility: A sibling diagnosed with cancer, being treated, or out of treatment.

				Website: www.alexslemonade.org/campaign/supersibs to start a new referral

				Telephone: (610) 649 3034

				Fax: (610) 649 3038

				Address: 111 Presidential Blvd., Suite 203, Bala Cynwyd, PA, 19004 USA

			

			Your Children’s Schools

			It is important for your children’s school to know what is happening right away. You can make the first call to the school principal or your hospitalized child’s teacher to tell them about your child’s diagnosis and initial treatment plan, but consider asking someone else to handle giving the follow-up information. While your child is in the hospital, if he feels up to it, many hospitals have a tutor available at no cost, for an hour a day three or four times a week. Sometimes your child’s teachers can send materials that the hospital tutor can use. There are also many ways in which a teacher and classmates can stay in touch with your child, including sending emails or texts. Utilizing Skype can allow a child to follow what is going on in his classroom from the hospital.

			Your other children’s teachers also need to know what is happening. Ask your children if they want to be asked how their brother or sister is doing, then share their preferences with their teacher. Many brothers and sisters told us they felt uncomfortable and irritated at being repeatedly asked such questions, but some liked being asked. Ask teachers to contact you immediately, perhaps by email, if they have any concerns about how your other children are doing in school. Seeing changes in your other children’s behavior or school performance is not unusual, but benefits from being attended to immediately if possible. Teachers’ reactions can run the gamut from lowering expectations excessively to being rigid and unsympathetic. Ideally, teachers continue to have reasonable expectations with occasional modifications depending on the home situation. Designate a friend or family member to keep your other children’s teachers updated.

			Financial Hardship

			Unfortunately, in addition to the enormous stress you are already under, having a sick child can be very expensive. Even if you have health insurance, your expenses are likely to rise and your income to fall—in many cases dramatically. There are many out-of-pocket expenses related to your child’s care that are not covered by health insurance, including meals for caregivers during long hospital stays and frequent clinic visits, co-payments, and deductibles, as well as travel and child care expenses. At the same time, many families experience a loss of income when parents must reduce their work schedule, take an unpaid leave, or even give up their job due to their child’s illness and the care required. A social worker or a resource specialist is a good person with whom to raise any initial financial concerns that you may have.

			
				IF YOU DO NOT HAVE INSURANCE

				Few hospitals provide free care for families with no insurance, although immediate emergency care will be given. St. Jude Children’s Research Hospital in Memphis, Tennessee, is an exception. No child will be denied treatment there because of a family’s inability to pay. Generally, hospitals throughout the country are tightening their rules and are reluctant to start an experimental course of treatment like some stem cell transplants until they know the family has or will be getting insurance to cover most of the expense. If your child does not have health insurance, work with the financial staff at your hospital to apply for insurance coverage as quickly as possible.

			

			
				IF YOU DO HAVE INSURANCE

				If you do have insurance, you should call your insurance company as soon as possible and let them know that your child is ill. When you call, ask to speak with member services and be sure to ask the following questions:

				
						
						Is [name of hospital where you are seeking treatment for your child] in my plan’s network?

					

						
						Am I eligible to have a case manager?

					

						
						What is my coverage for inpatient care?

					

						
						Are referrals or authorizations required for outpatient services?

					

						
						What is my coverage for prescription medications?

					

						
						How much are my co-payments and deductibles?

					

						
						Am I eligible for home care benefits?

					

				

				Many pediatric patients who are covered by a parent’s private health insurance plan are eligible for supplementary coverage through Medicaid. The benefits of obtaining supplemental insurance through Medicaid can be significant. The supplemental coverage often covers co-payments and deductibles required by the patient’s primary insurance. And in many states, through a program called Premium Assistance, the parent who carries the private health insurance is eligible to receive reimbursement for the private health insurance premiums he or she pays. Unfortunately, many eligible patient families fail to access support from these two important programs because they never find out about them. (Note: While eligibility for Medicaid and Premium Assistance varies by state, the majority of states do offer these programs; families should be sure to ask the social worker or resource specialist about them and explore their eligibility.)

			

			What You Can Do

			Over the years I spent working with families, many shared the financial strains and hardships caused directly or indirectly by having a sick child. But it is only recently that investigators have focused on the many ways in which this can occur. Now many studies have documented substantial work disruptions, income loss, and material hardships (food, energy, or housing challenges), and some associated negative psychological impacts in families with a child with cancer.1 Other recent studies have found an association between poverty and some health outcomes in children with leukemia.2 Although not everyone is affected to the same degree, significant and unanticipated material financial hardship can occur in families at all income levels.

			As these results have been coming in, medical caregivers have become increasingly concerned about the related adverse effects and have begun to try to assess whether financial or material hardships exist in the family of a patient and to ameliorate them where possible. The growing evidence has led some caregivers to propose that psychosocial standards of care in pediatric oncology should include a routine assessment of risk for financial hardship at your child’s diagnosis and at various times during treatment. Risk factors for financial hardship include current low income or financial hardship, being a single parent, living a long way from your child’s treatment center, anticipating a long or difficult course of treatment, or having a job that is insecure or inflexible. So if you are in or find yourself moving into any one of these categories or even if there is a remote likelihood that you could down the road, what can you do?

			1. Ask to meet with a resource specialist or social worker at your child’s hospital immediately. He or she should be able to help you access concrete resource support such as assistance with parking fees, utility bill payments, or grocery cards. Many families are eligible for assistance from federal or state programs and/or philanthropic foundations or societies. Some funds are available based on the child’s particular conditions—for example, from the Pediatric Brain Tumor Foundation, the Jeffrey Modell Foundation (for immune deficiency disorders), or the Wiskott-Aldrich Foundation (for Wiskott-Aldrich syndrome). Others have somewhat broader eligibility criteria such as the National Children’s Cancer Society, the Bone Marrow Foundation, or the Family Reach Foundation. Others are more need-based than condition-related, such as the Patient Advocate Foundation, the National Patient Travel Center, or Next Step, or government-funded programs such as Medicaid, Supplemental Security Income (SSI), and the Women, Infants, and Children program (WIC). Please note that the availability of funds at philanthropic foundations as well as their eligibility guidelines varies widely, so the guidance of a knowledgeable resource specialist or social worker can be a tremendous help. (See Appendices A and B.)

			2. If you are a single parent, ask the hospital staff if they have funds available specifically for those without partners.

			3. Your resource specialist/social worker may also have access to hospital donor funds that are specifically earmarked for resource assistance. Hospitals that do provide this assistance are not allowed to advertise it, because it could be seen as a way to attract patients, but you should not be afraid to ask. For example, each year the resource specialists in the Pediatric Resource Program at Dana-Farber are able to help on-treatment families access $850,000 in support; this includes $400,000 from a variety of philanthropic foundations along with $450,000 from hospital donor funds earmarked for resource support. In addition, the program helps families access significant amounts of additional resources from several external sources that are difficult to track. This includes SSI payments, Premium Assistance payments, and savings through supplementary Medicaid coverage.

			4. Seek out other parents or join a parent group in the hospital. Other parents are happy to share information on accessing extra financial resources and how to cope with income loss.

			5. You can search the Web to see if resources from local, state, federal, or private sources could be available to compensate for a serious income loss or to address a particular financial stressor like an overdue rent payment. Try not to wait too long, because some of the organizations or agencies that do have funds available may take some time to process your request.

			6. Consider whether you can temporarily adjust your budget in ways that would economize but not cause your family significant hardships, such as postponing planned expenses or buying generic brands. If you are already struggling financially, any further economy may be a significant hardship.

			7. Although it may be difficult to accept the generosity, try to be grateful, not reluctant, should family, friends, or neighbors want to organize a fund-raising event for your child, be it an auction, a raffle, a sports event, or a yard or bake sale. It will help you and they will be glad to have something useful to do

			8. Similarly, try to be grateful, not reluctant, should colleagues offer you some of their vacation time to be sure you can have your time out of the office paid.

			9. Advocate for some flexibility in your work schedule and be sure to explore your eligibility for time off via the Family Medical Leave Act. How your employer reacts to the situation has a big impact. Employers vary greatly in their responses, and some jobs allow more flexibility than others. We found some employers were enormously sympathetic and translated their concern into allowing modified work schedules, time off as needed, and a guaranteed return to the same job when circumstances allowed it. Others were more rigid and had strict rules about family and sick leave. In a two-parent family, parents sometimes decided who would work and who would not, based on the relative flexibility of each job and employer and who carried the family health insurance. Single parents faced a particularly hard challenge when faced with an inflexible employer. Whatever your employment situation, the medical and psychosocial staff will help in whatever way they can. You may ask them to write a letter to your employer to describe your child’s diagnosis and the treatment and extent of hospitalizations your child may need. They can also describe additional expenses you are likely to incur. If useful, a psychosocial clinician would likely be happy to add a supporting letter that describes in more detail the emotional burden of the treatment on your child and the importance of your presence at certain, often unpredictable, moments.

			10. Advocate for and participate in periodic assessment by your psychosocial clinician or a researcher of your current financial situation during your child’s treatment. The more financial hardships are documented (either already existing or precipitated by your child’s treatment) and the greater providers’ understanding of how they correlate with health outcomes for the children, the more caregivers will advocate for additional resources to be made available to compensate for those losses. Some researchers are already advocating that financial hardship be considered as a risk factor along with certain biological markers in designing an appropriate treatment plan for a particular child.

			Summary

			Given all you are contending with as your sick child enters the medical world, you may find it hard to focus on what you have already accomplished, on the fact that each day you and your child probably know the hospital and the people in it a little better, and the medical language that seemed incomprehensible at first is becoming more familiar. You may have already handled some of the problems at home that initially seemed insurmountable. You may have begun to assess your financial situation and reached out for support. Still, the situation remains extremely challenging and will require you to continue to mobilize your strengths and to take care of yourself, the subjects of the next chapter.

		

	
		
			
				CHAPTER 2

			

			How You Cope in the Hospital

			It’s hard to anticipate how you will respond when your child becomes seriously ill. After all, few parents imagine that their healthy child may one day end up requiring such care. And yet this is what you are now facing. Your family situation, your values, your family’s medical history, and your coping style will all influence how you respond when your child gets sick. Cultural differences and parenting styles contrasting with those that predominate in the hospital can lead to additional stressors. This chapter suggests how you can take the best care of yourself in the hospital and still be an effective advocate for your child’s care.

			YOUR FAMILY SITUATION

			If You Have a Partner or Spouse

			If you have a partner, you are already familiar with dividing tasks to accommodate new responsibilities involved in having a child. You’ve already taken on particular tasks in your roles as parents. Maybe one of you is in charge of packing school lunches, while the other takes care of the carpool. Now you will be sharing even more new responsibilities in looking after your sick child and your other children. It can be difficult to rethink and reassign new and different roles in the current crisis. For instance, one parent may be more assertive and comfortable in dealing with professionals but the other parent may be the one who is actually staying in the hospital, so that parent has to become his or her child’s spokesperson in relation to the medical staff. Some parents move quickly into these new roles, while others find the transition quite hard. Ideally, you and your partner can talk with your other children about the needed changes in your family’s routine.

			If you find yourself reacting differently from your partner, don’t worry. In fact, differences in style and approach can have benefits. For example, one of you may be more comfortable being with your child during medical procedures, while the other prefers to speak to the medical team about your child’s progress. Other differences may need some negotiation. Some people like to have a lot of medical information to feel reassured, while for others, the more information they have the more confused and anxious they feel, so they ask for only the essentials and want the doctors to do what they think best.

			If you and your spouse have different styles, you might benefit from talking to a psychosocial clinician and figuring out ways in which the partner who wants more detailed information can meet separately with the medical staff. Some people are helped by talking about what is bothering them; others prefer to distract themselves. Some people prefer to act rather than talk—perhaps to become more involved in outside projects to avoid the emotional stress or to do things with their child. If talking about feelings is stressful for one partner, ask your medical team if there is someone available with whom the more verbal partner can talk.

			You may need to share tasks with your partner—for instance, some of the household jobs you usually do. Try to be patient when the task may not be done the exact way you like or the way you would do it.

			You and your partner may have hardly any time together for yourselves. Try to make time to be alone together outside of the hospital, even doing something as simple as taking a brief walk outside the facility. Perhaps later you can take advantage of the opportunities sometimes provided by the hospital or outpatient program that allow couples to get away for an evening—maybe a friend or family member could stay at home while you go out.

			You need to make sure you are both getting the updated medical information you want and need. One parent may be working and unable to go to your child’s regular medical appointments. It is easy for that parent to feel out of the loop. Perhaps you can plan some meetings with the medical team outside the usual medical rounds time that the second parent could either attend in person or be included by telephone. The important thing is that you are both getting the information you need and are cooperating as best you can based on your particular styles and strengths.

			If You Are a Single Parent

			As a single parent you are handling a great deal. Between making major health decisions, dealing with practical issues, raising your other children, and shouldering the financial burden, it can feel overwhelming.

			You may need to use friends, relatives, colleagues, or community members you respect as sounding boards for particular questions if you do not have a close friend or relative nearby. Other parents or the psychosocial staff in the hospital can be good resources for useful information and emotional support. There will probably be a parent group that you can join in the hospital. This is a time to ask for help, even if it conflicts with the independence for which you may have worked hard. Your employer may need to make adjustments to your work schedule. Colleagues may suggest they share your workload. Try not to be shy about accepting their offer so you can have more time with your child. You can assign tasks—for example, someone else to organize people to come to the hospital when you need to be at work. You may need to remind yourself that you would want to help someone who was in your shoes and that the help that is offered is intended to aid your child as much as or more than to aid you.

			It is no easy thing dealing with this situation as a single parent. Remember that the medical and psychosocial staff may have information about resources and supports that could be useful, some of it specifically targeted to what you need. And if there is no one available from outside to be with your child when you need to leave, work with the staff to figure out ways to have volunteers and activities available for your child in your absence.

			If You Are Divorced

			If you are a divorced parent, you will likely face additional negotiations with your ex-partner and other family members. Depending on your relationship with your ex-partner, you may be able to predict how easy or difficult it will be to make the medical decisions required in joint custody situations. If you have a contentious relationship, you may need to meet separately with the doctors. In case of serious disagreements, you may need to both agree to abide by the doctor’s recommendations. If your ex-partner cannot come in for your child’s regular visits, the doctor can brief him or her on what has happened. In extreme situations, it may be helpful to bring in a copy of the legal documents regarding custody and decision making so there will be no confusion about the legal situation. Make sure you know where to find these documents should the need arise. Always plan carefully to avoid conflict that might disturb your child later.

			If the two of you have worked flexibly and easily before in adjusting schedules to fit each other’s needs, so much the better; you may save time and improve communication by meeting with the doctors together.

			Try to avoid situations that will confuse or overwhelm your child. If you are unsure how your child will react if you and your divorced spouse visit him together, you can ask your child or have a staff member ask him.

			Children often hope their divorced parents will get back together again, so be careful not to set your child up for disappointment if this is not going to happen. If you are worried about this, you can always say something like, “You know Mommy and Daddy both love you even though we do not live together anymore. We are here together now to talk with the doctors and see you are doing okay.”

			If you are very likely to get into arguments with your ex-spouse, it may be better for your child that you do come in separately. It would likely cause your child additional and unnecessary stress to witness you fighting with each other.

			The same is true for other family members. If you know some ex-in-laws fight, take steps to ensure their visits do not coincide. One option is for each family group to come to the hospital on alternate days. If there are hostile exchanges either within your child’s hospital room or on the floor, you will quickly find a psychosocial clinician or a member of the medical team asking you to make a schedule for visiting where warring factions will not overlap. The team’s priority is to see that your child faces no additional stress.

			HOW TO MAINTAIN YOUR VALUES IN THE HOSPITAL

			Your Spiritual and Cultural Values

			Your spiritual and cultural values will influence how you respond to your child’s condition, to the recommendations of the medical team, and to being in the hospital. Often a deep religious faith and membership in a religious community provide support and comfort to parents. However, sometimes the diagnosis can trigger a spiritual crisis and doubts about your faith. Hospital chaplains are wonderful people with whom to share such questions and the anger and fear that may accompany such doubts.

			Sometimes spiritual or cultural beliefs and practices clash with the recommendations or practices of the hospital or your medical team. Here are a few issues you may be dealing with:

			
					
					Lack of privacy in the hospital, making it difficult to practice a religious ritual, such as prayers or meditation.

				

					
					Gender roles in your community being different from those in the hospital.

				

					
					Difficulty complying with a normal dietary rule in the hospital.

				

					
					Your religious beliefs conflicting with a medical recommendation.

				

			

			If you bring up your particular dilemma with the psychosocial staff or the medical team, accommodations can almost always be made. For example:

			
					
					Space may be offered to provide religious privacy (hospitals sometimes have nondenominational chapels).

				

					
					Family meetings can always be scheduled to include both partners.

				

					
					Dietary constraints can be addressed by nursing staff and a special place made available for you to keep your food.

				

					
					If the medical team’s recommendations clash with your views or values, unless the team or clinician think it is vital to your child’s best interests, they would likely defer to your wishes. They will try to offer compromise solutions and may suggest you speak to religious leaders in your community to try to gain their support for the recommended treatment plan. Only as an absolute last resort should you worry that they will pursue the extreme option of going to court to ask the court to appoint a temporary guardian for your child specifically to get permission to give what they regard as lifesaving treatment. They would warn you well in advance if they were considering such a course—and would continue to work to find opportunities for a compromise and any accommodations they can make.

				

			

			Your Parenting Style and Discipline

			Parenting in the hospital is parenting with an ever-present audience (as one father said, “It is like parenting in a fishbowl”). It is extremely challenging to keep regular parenting practices amidst so many medical procedures, doctors and nurses popping in, and outside visitors dropping by. Usually you will find that the staff is accepting of a range of parenting styles, but if you discipline (or do not discipline) your child in ways that differ greatly from the expectations of hospital staff about appropriate child-rearing practices, you may feel that you are being criticized or judged. It may also feel confusing if individual nurses have somewhat different expectations about what they want you to do. However, at minimum, a nurse will likely expect that you will prevent your child from hurting her in any way or being verbally abusive. She will hope you would cooperate with her in encouraging your child to take scheduled medications or to have necessary procedures like dressing changes or blood draws. She may have certain expectations about how much you should be in the hospital, which for various reasons you may not be able to meet, and your relationship with her may be eased if you explain those reasons. A nurse will probably understand if you find it difficult to physically restrain your child and, if staff are available, will likely ask them to help her instead of you. It is possible your child will protest more if you are in the room, sensing how hard it is for you to see him in such distress. So if the nurse asks you to leave the room, consider doing it or, if you prefer, tell your child you will have to leave the room if she has not cooperated by the time you count to five. And if she has not complied by the time you get to five, you should make good on your word and leave.

			Nurses will be uncomfortable if you slap your child if he disobeys or does not do what you or his nurse asks. The nurse would probably ask you to manage your child’s behavior in some other way. A nurse is mandated to report any physical abuse or neglect of a child that he or she observes to the local department of family services. Parents may have different views about what constitutes physical abuse or neglect than nurses. A parent might maintain that, in his or her view, a quick slap does not constitute physical abuse or that back home her child is used to roaming freely around the neighborhood, so why should he not do the same in the hospital. Hospital staff may have a different perspective. Many hospitals have a child protection team that would be consulted before the nurse would take any action. The team would likely have staff members who would also want to discuss alternatives to slapping as a method of discipline.

			It is difficult to say no to a child who is sick, particularly your own child, so do not be surprised if you find yourself relaxing some previously firmly held rules! A few parents do keep to much the same expectations of behavior they had before their child got sick. I asked one mother how she managed to maintain firm but fair limits through hospitalizations and in the face of her child’s sickness. She replied, “I don’t want him to have turned into a little monster by the time he gets better.” At the other extreme, some parents dramatically change expectations during the hospitalization. Funnily enough, this can be alarming for a child. If you notice you are one of those parents, consider that a child who is suddenly allowed to demand, whine, or hit other people when this behavior was not permitted before can feel something must be seriously wrong—not at all the message you intended. Many parents take a middle ground and relax some rules and expectations but not others. There is a difference between hitting and biting a nurse and playing more video games than is permitted at home. Some medications, like the steroid prednisone, may affect your child’s behavior. Ask your doctor if you are concerned that a change in your child’s behavior might be linked to a medication.

			If you keep roughly the same expectations and rules for your child about his behavior that you had previously, your child gets a consistent and positive message. If you relax some of your other past rules, for example, regularity of nap times, amount of TV watched, or video games played and so forth, you are giving your child some control back when he has lost so much control in other major ways. As one wise parent reflected, “It helped to learn to let the little things go and not fight every battle, since the biggest battle gave us all plenty to deal with. And it was important to let him win a few battles here and there, since he had so little control over things.” Allowing your child to control the areas he can is giving your child a valuable gift.

			Your Family’s Prior Medical History

			Your family’s medical history will influence your reactions to a medical crisis. This history may be recent or it may go back several generations. Perhaps your grandfather spent a month in the hospital as a child alone with polio and repeatedly told you what a terrible experience that was for him. Or your aunt had a serious illness and had a doctor who tried out a new treatment that was successful, or a cousin recently had a routine surgery that produced horrible and unexpected complications. Or perhaps you yourself had a bad time as a child having an emergency appendectomy. That medical family history may trigger in you unexpected and strong reactions when your child’s doctors tell you something that reminds you, consciously or unconsciously, of that past history.

			Notice if you are having a strong negative emotional reaction to something the doctor has said that seems out of proportion to the content. Ask yourself whether there is an obvious explanation from your family’s medical history. If you immediately see the connection, discuss it with the doctor, who will hopefully help you recognize the difference between the past and the present situation. If you are having a hard time remembering any distinct past event, check out your reaction with other family members, friends, or your psychosocial clinician to see if they can shed any light on your response and help you sort out the best way to deal with it.

			Similarly, other family members who have their own unique medical family histories may have emotional reactions to what is happening. Sometimes relatives or friends will have very strong opinions about the right way to do things and which treatments your child should get that are based more on their past experiences than on the current medical realities. Although you may want to be sympathetic, you do not want your limited energy to be used reassuring, say, one of your parents, whose fears are based on past, not present, realities. It may be a good idea to ask the doctor or your psychosocial clinician to meet with that parent to understand and to address her concerns—which will, hopefully, get you out of the loop. You may need to tell your parent directly that it is not helpful to you to hear these worries and get another family member, or perhaps a therapist, to be available to talk with her.

			Your Attitude

			Whether you are an optimist or a pessimist or somewhere in between, and what you are saying to yourself about the situation is likely to affect your reactions. I discuss this further in chapter 6.

			
					
					Are you imagining the situation to be worse than it is? Make a list of the assumptions you are making and check them out with the doctor. You could be making yourself feel worse than you need to. If, on the other hand, your assumptions are correct, you will know you understood correctly and you will know what you may be facing and can plan for different contingencies.

				

					
					Are there accurate but more positive statements you could make to yourself that might help you feel better? Imagine you have just been told by your doctor on your child’s day of discharge that your child has developed an infection and will need to stay in the hospital to be treated with a course of strong antibiotics. You notice you are saying to yourself, “We are never going to
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