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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, PhD, 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 non-fiction, 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, PhD, president, International Psycho-Oncology Society




When Your Child Is Sick

Joanna Breyer was educated at Oxford and Harvard where she got her psychology doctoral degree in 1983. As a psychologist she worked with children with cancer and their families for over 25 years at Dana Farber Cancer Institute (DFCI) and Children’s Hospital Boston. She worked in the David B. Perini Quality of Life Clinic for Survivors of Childhood Cancer for over 10 years. She is married to Supreme Court Associate Justice Stephen Breyer. To get in touch or learn more about her work, visit: www.whenyourchildissick.com
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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 for a long 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 27 years at Children’s Hospital Boston and in several outpatient clinics at the Dana-Farber Cancer Institute. I counselled 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 marvelled 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 face adversity 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 anaemia, 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 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. In this edition I will describe the services offered by the NHS, their obligations to you, and the choices that you may or may not have within the NHS network. 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 or her 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 and what the NHS offers in this regard. Finally, I discuss some of the issues you and your family may face when your child returns home after a long hospitalization and the efforts that the NHS is obliged to make to see that shared services are available to you and your family that will ensure that the specialized experts will continue to oversee your child’s specialized care even locally.

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. I will describe the policies that the NHS has to maintain appropriate medical care for long term survivors, and to support an appropriate transition of care from paediatric to adult medical care for survivors of chronic childhood 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. It describes the commitment that the NHS has to deliver the best possible palliative care. 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 honoured and remembered their child as time passes. It includes information about the many bereavement services available locally and online through NHS links or from the websites of non-profit organizations which offer bereavement services.

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




1

Entering the hospital 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 work out how they will be cared for while your time and attention are 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 describe the roles of the different staff you 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 meet a daunting cast of characters. What follows 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 probably encountered several doctors during your child’s hospital admission and diagnosis, particularly if the admission was through Accident and Emergency. After you are admitted, each new doctor may continue to ask you very similar questions about your child’s symptoms and his or her 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 non-medical 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. UK government efforts to modernize medical careers have been controversial and are ongoing, so job descriptions could change in the next few years. Currently, a teaching hospital has a hierarchy of doctors at different stages in their training:

	medical students in their early medical training

	junior doctors (completing rotations and licensed as registered doctors)

	doctors who are specialist registrars doing their specialized training

	consultants who have completed the requirements for their particular specialty (a consultant is in charge of your child’s hospital ward and heads the medical team in charge of your child’s treatment).






Other specialist registrars and/or consultants may be consulted briefly about a particular problem.

Find out the name and contact number of the best person to contact regarding the progress and care of your child while he or she is in hospital. Will that person be available to you both during your child’s hospitalization and after discharge? Tips on how to get the information you need from the doctors and nurses can be found in the section ‘Communicating with your medical team’ below.


	Most hospitals have nurse specialists (a nurse with several years of extra clinical training who could be a nurse practitioner, a nurse consultant or, most often, a clinical nurse specialist). A clinical nurse specialist is part of your child’s medical team and is likely to be the key worker assigned to your family. This nurse may oversee your child’s treatment and be your primary contact with other caregivers including social workers and psychologists. If your child has cancer, your specialist nurse could be a Paediatric Oncology Outreach Nurse Specialist (POONS).

	Ward staff include sisters or charge nurses in charge of the ward and staff nurses at different levels of experience who are responsible for the ongoing care of your child. They may be helped by some training nurses on short rotations. 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 post-surgery care. Nurses can work eight-, ten- or twelve-hour shifts depending on the hospital. Over several weeks you will meet many nurses.



Often your child (and maybe you) will have favourite nurses, and you might wish that a particular nurse could be assigned to your family each time he or she comes in. However, this 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 a senior staff nurse or the sister or charge nurse who manages each shift. (Uniforms in England can help you identify the nurse’s position.1) They will try to help, probably first by speaking to the nurse concerned and, if that makes no difference, seeing what flexibility in scheduling they have to ensure that the nurse is not assigned to your child.


	Nursing associates who have special certification but no nursing degree may be available in some hospitals to help nurses with delineated tasks.

	Health care assistants help nurses by taking temperatures and blood pressure and helping with other routine tasks such as bathing.

	Multidisciplinary staff whose primary role is to provide relevant emotional and practical support to your child and family may be available, sometimes routinely, but more often through referrals for consultation. They can become members of your child’s multidisciplinary team. Such disciplines include:

	Social workers are likely to meet with you if your family has challenging issues with which they could help such as a history of drug or alcohol abuse in the family or a previous connection with Child and Family Services. They might help with financial problems and accessing resources. Their availability will vary from hospital to hospital. Every hospital is likely to have a hospital social worker. If your child has cancer and is in a hospital with a CLIC Sargent programme, your family may have a social worker assigned to your family immediately to help in various ways relating to inpatient and outpatient care plans. If your child has cancer but is in a hospital that does not have access to CLIC Sargent programmes, you can apply on the CLIC Sargent website and should be eligible for support (see Appendix 1).

	Benefit specialists may be available in larger hospitals to provide particular help on available resources.

	Psychologists are usually available in larger hospitals to provide evidence-based psychological treatments and interventions to support you or your child with emotional challenges related to demanding physical health conditions or treatments. They may be consulted routinely or through the hospital’s Paediatrics Department or its Child and Adolescent Mental Health Services. They may consult with medical team members to improve communication with you or other families. They may prepare materials that could be useful for you and your child, such as the Hospital Coping Passport Kit developed in and used across Scotland by families and staff.2

	A psychiatrist is the consultant of choice when your child could be helped by anti-anxiety, 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 may 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. Staff may provide you with an outside referral if a psychiatrist is not on staff.

	A play specialist will be available in many hospitals to work with hospitalized children in various important ways. They can prepare a child for a particular medical procedure or be with a child during a procedure. They can use play therapy to reduce anxiety and teach behavioural skills to help a child cope. They can plan and organize age-appropriate group or individual activities for children and adolescents in the hospital playroom and encourage children to participate. They can bring activities to patients in their rooms if necessary.




	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 or she 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 housekeeper 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.





Family history

In most hospitals the clinical nurse specialist or another team member 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 is likely to 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

Here are some examples of the kind of information to share with your medical team so that they will have a more complete understanding of how to interact with your family. You may like to tell them about:


	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 behaviour in the hospital, such as depression, alcoholism or drug use, so inpatient staff can develop a preventive 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 out of the hospital;

	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 clinician can let you know which emotional support services are available directly in the hospital and can 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 talking with a consultant does not mean you or your child have mental health problems. Chapter 6 outlines circumstances when a referral for practical and emotional support makes sense. If these staff are not part of the routine care offered at your hospital, you may need to request a consultation with a psychiatrist, a psychologist, a social worker or a play therapist. Any of them could become a member of your child’s multidisciplinary team (MDT).



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 and perhaps your nurse. There may be a multidisciplinary team meeting to review your child’s treatment plan. Get a binder to organize written information you are given as well as your own notes. You might want to 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 any 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 house officers, the specialist registrars and the consultant, and either your child’s current nurse or the charge nurse. The team might gather in the corridor or in your child’s room but they will likely wish to examine your child briefly. They will probably have questions for you about your child’s condition. Make a list of your 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, or from your child’s clinical nurse specialist. You can even ask for a multidisciplinary team meeting to which all relevant caregivers can be invited, either virtually or in person. If your child’s hospitalization is likely to last several months, requesting a team meeting may help ensure that you and all caregivers remain on the same page.

Your clinical nurse specialist 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 the nurse is in his or 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 he or she may see the doctors more frequently than you do. A 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, all hospitals in the four UK regions offer some translation and interpreting services, although there are likely differences in the extent, form and availability of these services. Depending on the language, interpreters may work directly for the hospital or be contracted through an outside agency. Some interpreters who deal with your family face-to-face over time can become quite involved with your family. Some interpreters belong to a separate agency and are 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. Some informational materials are already available in different languages; some will need translating by an outside agency.

Regional and local information about interpreting and translation services

NHS England released Guidance for Commissioners: Interpreting and Translation Services in Primary Care in September 2018 (available on the NHS website). The publication emphasizes that language barriers should not prevent patients from receiving the same quality of primary health care as others. It explains your choices, including what to do if you have concerns about the interpreting or translation services. A bilingual family or medical staff member can be a useful advocate in choosing the best interpreting options for your situation. Sometimes, for example, an 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 for an outside professional to do the interpreting, 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 nurse or social worker 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.

General guidance can be found in NHS Scotland’s Now We’re Talking: Interpreting Guidelines for Staff of NHS Scotland. While this resource, published by Public Health Scotland, is geared towards medical professionals, it is available online and contains a wealth of information that can give you an inside perspective on the process. The Northern Ireland Health and Social Care Interpreting Service (NIHSCIS) released guidance for Health and Social Care (HSC) Staff and Practitioners in December 2019. The pdf is available through HSC Business Service Organizations. While also written for medical professionals, the publication provides valuable information and insight for you as parents and family members. Interpreters affiliated with this service are free of charge for patients.

Local health authorities as well as hospitals throughout the UK are likely to include information on available interpreting services and/or standards on their websites.3 Different hospitals and health boards provide different amounts of information. Some health boards provide phone numbers, email addresses or downloadable pdfs to describe their translations services. Other hospitals like Great Ormond Street describe their translation and interpreting services more extensively on their website.

To find local interpreting and translation services, type the name of your local health authority or hospital plus ‘translation services’ into a search bar, and you may be able to directly access the website’s translation page. If no free services are available to you, some paying options may exist. For example, in Wales, the Wales Interpretation and Translation Service (WITS) may be able to work with you directly. If you are struggling financially, a clinician or family member may be able to negotiate a reduced fee or no fee. You could point out that, if the NHS is committed to providing an equal quality of health care for all, surely that service includes paying for those whose English is limited, so that they can understand what the treatment involves and have some choice about what they decide to do?





Getting accustomed to the hospital

A new environment is stressful in any circumstances, and far more so if you have or are a child who is ill. 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 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 ward kitchen or the 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 into the treatment room.

A few hospitals might have single rooms for all patients, but most 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 roommates and their families. A baby may cry a lot, or 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 nursing staff and they will likely 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 to another room. 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 a 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 neighbours 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 are likely to know who in the family is able to come right away to offer you or your other children 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 neighbours 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. Neighbours 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 below).

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 social worker or nurse 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. You may want to be careful, however, about the privacy levels you allow. You can always review updates before they are posted if you wish, but delegating these updates to a family member can take the burden off you.


Websites to help you organize help and keep family and friends updated

www.caringbridge.org

This site enables you to set up your own free, ad-free and protected website. It will help you:


	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. There are currently only a few groups already established in the UK, but the website can be used worldwide:


	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 photographs.







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. The COVID-19 pandemic has opened up new long-distance communication options like Zoom which could be invaluable when you and your child are separated from your other children. There are resources available to support brothers and sisters. For a description of typical sibling reactions and suggestions on how to help siblings, see Chapter 5.


Programmes for siblings

Sibs

www.sibs.org.uk

This website is primarily intended for the siblings of patients with disabilities, but a lot of the information and resources available are valuable for the siblings of children who are ill with other serious conditions. This site:


	provides support and resources for both young and adult siblings

	provides specific resources and information for parents of young siblings.



Sibling Support Project

www.siblingsupport.org

This site:


	offers online communities for siblings around the world

	offers ‘sibshops’ – in-person workshops for siblings. Workshops currently advertised in several countries

	provides written resources including books, papers, slideshows and more.








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’s head teacher 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. If your child is away from school for more than 15 days, the local school has several obligations: staff must inform the local council; describe your child’s educational programme and his or her needs; keep your child up to date with school activities; encourage him to keep in touch with classmates (social media, and platforms like Zoom and Skype can help this happen), and help him reintegrate back into school when he returns. The local authority is obliged to make sure your child gets as full time an education as is suitable for his medical condition. In the hospital that may involve arranging an educational programme via the hospital school or a teaching service and, when he returns home, arranging for home teaching. A senior officer will be in charge, and there should be a written policy that explains how the local authority will meet its responsibilities for your child’s ongoing education. Sometimes your child’s teachers can send materials that the hospital school or tutor can use. Many of the methods used during the school closures during the COVID-19 outbreak could be used for hospitalized children. Using WhatsApp, Skype, Facebook messenger, Zoom or other secure video platforms could allow a child to follow what is going on in his classroom from the hospital. There are also many ways in which a teacher, and even classmates, can stay in touch with your child, including sending emails or texts. To augment the curriculum provided by your child’s school, some large hospitals offer their own schooling options. The Great Ormond Street Hospital, for example, has a Children’s Hospital School, and South London and Maudsley offer school-based programmes detailed on its site.

Individual hospitals will offer different programmes, and a clinician or family member could help you discover and navigate options. Numerous learning portals are available online. Some learning portals and lessons are free while some of the resources require paid membership. The hospital or your child’s school may already have access to some of these resources and be able to provide you with log-in information. Consider involving other family members or older siblings in exploring these possibilities.

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 behaviour 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.




NHS overview

The hospital where you are will be part of the National Health Service (NHS). As you know, the NHS is responsible for providing the best-available quality, cost-effective medical care to which you are entitled, wherever in the UK you live. Your child’s current NHS hospital will perhaps be one of the hospitals responsible for providing specialized care for rare or complex conditions. How you got there may have involved a slightly different route depending on where you live and for what condition your child requires treatment. Probably your child was assessed by a doctor in your General Practice (GP) Group or in your local Accident and Emergency (A&E) Department, then referred to a specialist and, from there, to an appropriate hospital for treatment. Some conditions are complicated to diagnose so your journey may have involved brief stays in several hospitals. Doctors will have described care choices and options for second opinions and you will have had to agree to each new step. It would not be surprising if you are feeling overwhelmed, confused and uncertain about your choices even if they were strongly recommended by your child’s medical team.

You and your child have been swept up into the NHS system, a juggernaut which is immensely complicated, highly regulated and publicly accountable. The NHS juggles competing demands and priorities within a limited budget but does pay for some cutting-edge research and state-of-the-art medical treatments. By understanding the NHS system and its commitment to excellent equal-opportunity health care, you can help your child receive the best care the NHS has to offer.

The good news is that the NHS is committed to ongoing improvement of its services, to public transparency and accountability, to improving its communication with the public, to engaging its consumers – patients and their families – in becoming more active partners in planning their own care,4 and in participating in the planning, assessment and delivery of local, regional and national health care. In short, the NHS wants and welcomes your input and feedback, be it positive or negative.

There may be several times on your child’s health journey when you have questions, concerns and frustrations, and you may wonder where to turn to beyond asking your child’s health care team. There is further good news. The UK-wide NHS website (NHS.uk) is a treasure trove of valuable information and provides links to regional and local organizations which you might want to consult – to get information, to find out about waiting times, to make medical appointments or to deal with concerns in your particular area. You can find out some of your choices by going to the NHS Choice Framework at gov.uk.: www.gov.uk/government/publications/the-nhs-choice-framework/the-nhs-choice-framework-what-choices-are-available-to-me-in-the-nhs. As noted above, the NHS is committed to providing health care where patients and families increasingly share in the planning and execution of their family’s health care. Your GP, with your assent, makes any specialist appointment, but if the waiting time exceeds the local NICE or NHS standards, you can ask for a different, earlier referral. Independent groups in different regions such as the National Institute for Health and Care Excellence (NICE) and the Care Quality Commission in England,5 assess the quality of health care services including waiting times.6 Local patient advisory groups may help you compare performances between different health and social care organizations. NHS.uk has information about paediatric specialized services, and your GP will know or can find out where such services are offered.

The NHS Choice Framework website guides you through how and to whom to address questions and complaints. The following boxes describe ways to raise questions or to lodge a complaint.


Ways to voice concerns and/or lodge complaints

1    Talk with the clinician involved or a supervisor.

2    Consult with your local Patient Advice Service – available to help you with ongoing issues as well as complaints. For example, a Patient Advice and Liaison Service (PALS) available in England in most hospitals can often help address an immediate problem.7

3    Consult with the independent Complaints Advocacy Service – an advocate may go to meetings with you and review relevant information. (Your local council can direct you to the local advocacy provider.)

4    Take your complaint to your Regional Ombudsman who is the final arbiter of a particular medical complaint.8

5    Contact your local MP. Many MPs hold sessions (surgeries) for constituents and are likely to respond to constituents’ concerns. (This isn’t a suggestion on the website but an option if the matter is urgent and you are not getting a response.)

Having a letter with you documenting your precise concerns would probably be useful in communicating an immediate problem with any of the individuals or groups listed above.




Whom to complain to

General information


	Every NHS provider must have a complaints procedure. Information about this procedure is often available in waiting areas, or on the service providers’ website.

	You may complain to the NHS Service clinician directly (GPs, hospitals, dentists) or to the body that pays for the NHS Service (commissioners or health boards), but not to both at the same time.

	You need to contact your region’s health care group for primary care issues (i.e. regarding GPs, dentists, pharmacies, etc.)

	NHS England is the recommended site to contact about many specialized services including for the military. You need to contact your local Clinical Commissioning Group (CCG) for secondary care complaints such as hospital care, out-of-hours services, the NHS 111 information line and community services like district nursing. Each CCG or health board will have its complaints procedure posted on its website. The NHS Choice Framework website tells you how to contact your CCG or health board.

	Contact local authorities for complaints about public health organizations. If your concerns are about social care, you need to contact the clinician directly (if you are paying for the care) or your local authority (if they are paying for the care).



You need to make the complaint within 12 months of the incident.




Questions a parent may have

Q. What can I do if I am worried my child has to wait too long for his or her specialist appointment?

A. Several things you can do:


	You can always bring your child into your local A&E Department for assessment if he or she is showing concerning symptoms.

	You can call your regional NHS health line.

	You can request an earlier referral if the waiting time for your child’s appointment exceeds the local NICE or NHS standards or guidelines.

	You can email questions and comments to relevant sections of the NHS website that solicit them. Be sure that you send your questions to a site that requests emails and will send a response. (A few sites note that, where the matter is urgent, you should ask someone else and not email them.)



Consider contacting your Patient Advice Service or your local MP. These people may have other ideas.

Q. Is there anything I can do if the expected time in my region is longer than in other regions so, though I would get an earlier referral in other regions, I am not formally entitled to it in my own region?

A. This is a tough question. It may be a question about how you can be a squeaky enough wheel to get notice paid to your child’s particular case. But be careful – you may seem to be trying to jump the queue for your child so as to get an earlier appointment, something that is antithetical to the overall ethical priorities of the NHS. However, you could reasonably point out that it is your region that is not meeting average NHS.uk guidelines. Your best approach may be for you to name particular medical features about your child’s medical condition (but not her social circumstances) that make it different from most children with her condition, and that therefore she needs an earlier appointment. Here you should probably be guided by local advice you get from your independent Patient Advice Service about how other parents have dealt with a similar challenge.

Q. Is my child in a hospital that will provide the best care for him? Why not Great Ormond Street?

A. Of course you want your child to be in the hospital that offers the best care for his condition. In the UK, certain hospitals have specialized units, employing treatment specialists, approved to provide certain care for rare conditions. These units share national and sometimes international protocols and guidelines to keep treatment current and uniform.

England alone commissions over 150 specialized services or procedures. Hopefully you will have been sent to the approved specialized unit closest to your home, but sometimes that will not have been possible given space or other constraints which your specialist doctor should have explained to you.

Some specialist hospitals are approved for certain elements of your child’s care but not others – and your child would need to go to a second hospital if he needed the other treatment. For example, there are twenty approved regional paediatric oncology centres within the UK and Ireland but only eleven units are approved to do allogeneic stem cell transplants (SCTs).9 If your child required an allogeneic SCT, he would need to go to one of those ten units and perhaps then return to his regular paediatric oncology centre for shared follow-up care. (See Chapter 14 for further details.)

In short, your child will be in a hospital that has the staff and the knowledge necessary to treat his or her condition. Sometimes but only rarely will a child need to go to Great Ormond Street Hospital (GOSH). Those instances will be when a child has a condition which GOSH is one of several hospitals that are uniquely qualified to treat.



Glitches

The NHS truly is a national treasure, but of course in such a vast and complex organization glitches sometimes occur and you want to be sure you and your child are not adversely affected. Understanding the NHS system, its rules, standards, ethical underpinnings and who to go to in what circumstance may be your most useful sword and shield as you proceed along your child’s medical journey with your partner, the NHS. Remember, the NHS wants your input. It requests and posts your ongoing assessments about your family’s medical care and hopes that, at some point, you will volunteer for Patient Advisory Panels or independent boards at the local, regional or national levels. That may seem an inconceivable proposition to you right now, but down the road you could feel differently about it.



Financial hardship

Unfortunately, in addition to the enormous stress you are already under, having a sick child can be very expensive. It has even been suggested that financial hardship may adversely affect treatment outcome. Even with the bulk of health care provided free by the NHS, 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 the NHS or even by additional private health insurance, including some incidental medical expenses, meals for caregivers during long hospital stays and frequent clinic visits, as well as some travel and childcare expenses. Some expenses may be paid if you are eligible for a grant from a foundation trust like CLIC Sargent. If you are a single parent, you may be eligible for extra support (See Appendix A, www.gingerbread.org.uk). At the same time, many families experience a loss of income when parents must reduce their work schedule, take unpaid leave, or even give up their job due to their child’s illness and the care required. A social worker or a benefit specialist is a good person with whom to raise any initial financial concerns that you may have. A useful foundation for you to know about is Turn2Us Charity which advises what grants you are eligible to apply for (see Appendix A, Turn2us.org.uk). You can submit a needs assessment to your local council to see if you qualify for various resources like a carer or special equipment at home. An advocate may be available, for free, to help you with the application. If you qualify, you will be expected to pay towards the cost unless you pass a means test and then the local council will pay the cost. You can appeal an adverse decision to the local council and then to the Local and Social Care Ombudsman.


If you have private insurance

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


	What are the expenses involved in my child’s treatment that the NHS will not cover but my private insurance might, such as experimental treatments or treatments only available abroad?10

	Are there any benefits that my child could receive from my private insurance not available through the NHS, such as a private room?

	Are there any services or treatments that my child will receive from the NHS that could occur more quickly if paid for by my private insurance?

	Are referrals or authorizations required for inpatient and outpatient services?

	Would my coverage include paying for my child to be in a private hospital close to home for part of his or her treatment – if approved by his or her medical team?

	Am I eligible for any home care benefits for my child?



Answers will likely vary according to the details of your policy and the NHS region in which you live.





What you can do

Over the years I spent working with families, many
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