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Foreword



There are many parenting manuals on the self-help shelves but none of them are aimed at parents who have a child with a physical health condition. As psychologists at Great Ormond Street Hospital with combined experience of over forty years, we are aware that when parents receive a medical diagnosis for their child this can have an impact on themselves as parents and on the whole family. Many of the parents we see are confident and experienced, but nonetheless find they have difficulties from time to time when dealing with their sick child.


For a range of reasons – feeling their child needs more understanding, is more fragile, is unable to cope as well physically or intellectually, or feeling that they ‘suffer enough already’ – parents sometimes experience concerns about how to handle their children with a diagnosis of a physical health condition. Sometimes parents feel isolated because they have no friends going through the same thing and the self-help books and parenting magazines aren’t written with them in mind. The idea of this book is to give parents of children with physical health conditions specific advice and tips on parenting, focusing on those areas that many parents in our experience find particularly challenging.
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How to Use This Book


Throughout this book, we have focused on the sorts of issues that might arise when caring for a child with a long-term medical condition across all ages and stages of their development, from birth to about the age of eighteen. In the early stages, you as parents carry all the responsibility for understanding the medical condition, developing relationships with health professionals, obtaining treatments and administering them. As your child gets older, on the plus side they begin to be able to understand and co-operate more with their medical treatment; but conversely, that increased ability to understand means parents must face other potential difficulties.


We know that children and families can thrive despite coping with a physical illness and do learn to manage complex treatment regimes successfully, so we have included ideas for developing resilience in both your child and your family throughout the book. The goal is that you and your family don’t merely cope, but actively thrive despite some of the events that come your way, because of the shared experience the illness can bring. Each chapter in this book covers a separate topic, although some of them do have overlapping themes. Therefore, it is possible to read the chapters independently, to refer to sections that are currently relevant to you as a parent.


We are often asked by parents, ‘How will I explain this to my child?’ or ‘What does my child understand about this?’ Parents are usually the ones who first receive the diagnosis of their child’s health condition and often have to explain the diagnosis or the treatment requirements to their child and answer any questions they raise. Chapter 3 describes the ways in which children understand bodies, illnesses and treatments at different ages and gives some examples to help guide you as to how to explain things to your own child.


One of the most heart-breaking aspects of being a parent with a child who needs medical or surgical treatment is watching them in pain and discomfort, because of the illness or because of the treatments and procedures they have to receive. It is not surprising that children who receive regular and ongoing medical appointments and procedures can develop anxieties and phobias about their treatment or attending hospital. Chapter 4 includes plans and strategies to help you as parents support your children though these difficulties. We are aware that parents, too, sometimes have phobias and hospital-related fears themselves, so we also take a look at ways to help overcome these, so that you can then support your child.


We have included a chapter on managing behaviour, because all children sometimes behave in ways that cause their parents to feel exasperated. Children with long-term physical illnesses are not necessarily more challenging or better behaved than other children; in many ways they are the same, so their behaviour will challenge you as parents at times. Whatever your own style and beliefs about parenting – from the ‘laissez-faire’ approach that children should be free to express themselves, to the ‘hands-on’ approach that they should be guided to behave within clear boundaries – when parents are faced with a very clear treatment regime that they need to impose, and a two-year-old just says ‘no’, their patience will be stretched. So, depending on your child’s temperament, at some stage you will find that your child will challenge your parenting routine, authority and confidence, whether this is during the ‘terrible twos’, or as a seven-year-old who has decided to try to push back, or as a teenager who ‘can’t be bothered’.


Almost all children with a long-term medical condition will have nutritional requirements that are different from those of well children. This might be directly connected with the medical condition – for example, due to a stomach or digestion problem – or this might be a concern indirectly – for example, when children need to eat a higher-than-average level of calories or have feeding restrictions. Whatever the reason for nutritional guidance, parents often feel anxiety around eating and their child’s growth, and hospitals weigh and measure children at almost every visit. Many children who have grown up having their height and weight scrutinised become overly concerned with their diet and body shape. For this reason, feeding and eating difficulties are given particular attention in this book in Chapter 6. There is an identified risk that, as these children reach adolescence, they could develop disturbed eating behaviours and attitudes as well as body-image concerns, so this chapter includes how to monitor and manage this.


We want children with medical conditions to grow up with a high level of self-esteem and feel resilient despite their medical condition. However, their condition or treatment regime may mean they look different or have to do some things that are different from their siblings and friends. Sometimes the difference is visible, such as a physical trait or a scar, and sometimes it is less immediately obvious, but the child will become aware that the treatments they have to receive, or their diagnosis, reinforces a difference. It is important that children are supported to feel that this does not make them any less valuable than other children and it should not be a subject of fear, shame or discrimination. You as parents are very well placed to help them because your child will see the way you manage difference and learn from this.


Chapter 8 covers the common issues children and parents face at school, and strategies to help with these. All children deserve to receive an education that will help them achieve their potential. In our experience of working with parents who have a child diagnosed with a medical condition in their early life, entering nursery and then primary school can cause great anxiety. There is no doubt that parents worry that teachers will not be adequately supported to look after their child’s health needs, and handing over responsibility in that way can be very difficult. There are a number of issues that can arise because of illness in childhood that can have an impact on a child’s education: receiving treatment, catching up on missed lessons and informing friends of treatment needs and diagnosis. As some children will need additional learning support in school as a consequence of their medical condition, we also provide information and resources about the statutory support strategies for children with special educational needs.


For many of you, your child with a medical condition will not be your only child, so we have included a chapter about siblings. This covers issues for well siblings and also when you have more than one child with health needs. Well siblings can often feel left out or have to try even harder to get parental attention, but there are also some ways in which they benefit, too. Many well siblings develop great emotional awareness, demonstrate understanding and empathy, and also provide a source of normality that medicines and hospitals sometimes remove from the family. However, parents often struggle with how to do the right thing for all their children, appropriately sharing attention between their well children and the child or children with medical needs.


Adolescence is often described as the most challenging time for parents; it is often joked about and the subject of much comedy. Entering adolescence can be much more challenging for children with an illness, and for their parents and the healthcare team. Sometimes the condition itself poses new challenges in terms of medical management due to the onset of hormonal and physical changes. It is important that parents have an understanding of the physical and psychological changes that occur as part of adolescence in order to understand the impact of these on their own adolescent. This is usually a stage when there is an increased desire for independence, and parents have to support their child to take more responsibility for their treatments and managing their health. Some children may not welcome this increased responsibility and you may fear that they will start to miss important treatments and their health will deteriorate.


Adolescence is also a time of many transitions, and one that will have a significant impact for a child with a physical illness is the transition from paediatric to adult healthcare centres. If a particular team has cared for your child over many years, it is a big adjustment to hand over care to a different service at the same time as allowing your son or daughter to take on responsibility for their own care.


Over the time we have worked with children and their families with long-term health conditions, very sadly we have also known and cared for children who have died as a consequence of their condition. Although outcomes for many conditions have improved significantly over the years, there are still some conditions that cannot be treated or cured. Children’s palliative and end-of-life care services have improved, and this has become a medical specialty in its own right. Children, parents and other family members in this situation need and deserve specialist help, support and guidance, and the National Institute of Clinical Excellence (NICE) has recently published guidance on end-of-life care for infants, children and young people with recommendations for good practice in this area. We have included some advice related to managing a life-limiting condition – for example, talking to your child about death and dying in the chapter about their understanding of illness (Chapter 3) – and some further sources of information and support are listed in the Resources section at the end of this book.


Finally, we recognise that parents of children and teenagers with a long-term health condition give a tremendous amount of themselves, selflessly. Parenting is demanding and time-consuming and many parents of well children would be flabbergasted to know how much more you have to fit into your day while managing treatments and planning. So we end by thinking of you and your wellbeing, caring for yourself and your relationships. There are suggestions for practical support but, hopefully, we will also convince you as parents that it is important to ensure you keep your own needs on the agenda and that sometimes asking for help for yourself is the right thing to do.


We are aware that families come in all shapes and sizes and we know that there is no ‘perfect’ family structure that is necessary for children to develop to their full potential and be happy. We use case examples throughout this book to illustrate issues and recommended strategies that other parents have found helpful. These cases are based on real issues from children and families that we have seen over the years. We don’t make assumptions about what a family should look like; we are aware that a family is still a family no matter how large or small or how it is arranged and, from our experience, the issues facing parents often seem to be very similar.


Further Help


We hope this book will help support you as parents with the challenging but very important task of caring for your child who has a medical condition or illness. There is also a Resources section at the end of the book with a list of some of the main websites that provide additional support and information so that you can look for more help online. If you do feel you need more support, it is usually best to talk about this with a member of the team which provides healthcare for your child, or with your child’s GP. There are local services in all areas that provide psychological care for children and, in addition, there are often psychologists or other mental health professionals attached to medical teams or hospitals who work specifically with children with physical health conditions. There are also community services, often known as CAMHS (child and adolescent mental health services), which offer assessment and treatment for children and young people with mental health difficulties, and these teams are able to provide more intensive and specialist support when needed.
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The Challenge of Parenting a Child with a Physical Health Condition


Diagnosis at Birth or in the First Few Months


Some health conditions are diagnosed pre-birth or are apparent at birth or soon after. In these situations, parents are alerted to the medical or physical issues with their baby very early on, often before they have had any chance to settle into normal family routines. If your child was diagnosed at or around the time of their birth, you may even have little physical contact with your baby if medical intervention or surgery is required.


Parents in this situation sometimes report a whole range of feelings:


•    Uncertainty


•    Pressure to explain complex information to family and friends


•    Lack of control over their child


•    Loss and grief at not being able to take their baby home


•    Incompetence and lack of confidence


•    Loneliness and isolation


•    Fear and anxiety


•    Sadness and depression


•    Shock and disbelief


•    Blame and guilt (especially with genetic conditions)


•    Is my sick child healthy or is my healthy child sick?


•    Anger


Parents sometimes also fear that they won’t ‘bond’ with their child due to being physically separated from them. Depending on the severity of the condition, you may be in a constant state of fear that you may lose your baby or the diagnosis will mean you don’t have the skills to manage the condition on discharge from hospital. Some parents spend a number of days, weeks or months in hospital. During this time, you will have had to learn how to be a parent within a hospital ward and this has been described as feeling like being in a ‘goldfish bowl’. This is an unnatural environment and parents often behave in a very different way during this phase from how they would in their own home. For example, you might feel you cannot relax because expert professionals are watching and judging your abilities with your child. You might not feel able to play with your baby or sing songs or make silly noises as you naturally would in your own home.


While the baby is in hospital where he/she needs to be to get the right help, parents can feel peripheral to the medical team. However, this is not the case – parents will always be hugely significant in the care of their child as they can see the needs of their baby as a whole. Therefore, parents make a crucial contribution to the team in ensuring that all the needs of the child and family are considered, throughout any inpatient admission and in planning for discharge. Parents help to keep normality on the agenda because they have to think about what life will be like at home as well as thinking about all the usual things that have to happen in daily life for themselves, their new baby and any other children or family members.


Some medical conditions are diagnosed via the national newborn screening programme when blood is taken from the baby via a heel-prick test at six weeks of age. These conditions are screened for because they can cause a lot of harm if not picked up early, and there is a clear medical treatment plan available. In some cases, early medical intervention is lifesaving; in others, the treatment is essential to prevent serious problems occurring – for example, phenylketonuria (PKU) and cystic fibrosis (CF). This method of diagnosis is essential for the baby to begin treatment but is often devastating for parents as they will have had no clue that the child might have any medical needs at all, and their baby may have been thriving. It appears to be all the more distressing to be given a diagnosis in the absence of any symptoms. Parents can be enjoying their new baby when strangers contact them and effectively remove the rug from under their feet by delivering life-changing information.


In this early stage, parents often feel that the diagnosis has been like an assault and may then respond to the medical team as their ‘attackers’. This can be problematic long term unless this is acknowledged as an acceptable part of the diagnostic process. Parents feel an overwhelming need to protect their child. When told their baby has a long-term, potentially life-threatening condition, it is quite natural for parents to feel angry with the professionals delivering the diagnosis and have doubts or disbelief that their baby has the condition or about the severity of the diagnosis. Over time this shifts, so the condition itself becomes the focus of their attention. This can be a productive goal, as parents are then performing an essential parental role by monitoring their child’s health, providing medications and treatments, protecting them from any potential risks to their health and ensuring that they attend hospital appointments or admissions.


The timing and nature of diagnosis varies according to the condition. In some cases, the way in which the diagnosis is made has a particular impact on the family. Most health-care professionals have specific training and give special attention to the development of skills in communicating a diagnosis; it is traumatic to receive and traumatic to give. It isn’t possible to make bad news good, but the way in which it is communicated makes a big difference. Most of these long-term conditions are managed in hospitals with a team of experts who are very aware of the impact of the diagnosis. These teams often include specialist nurses, clinical psychologists and social workers whose job it is to support the parents and not just treat the child.


Later Diagnosis as a Result of Deteriorating Health


The majority of long-term health conditions are apparent in the early years due to the recurrence of symptoms impacting on the child’s health. Other conditions (e.g., cancer or diabetes) may develop later and can be of sudden onset. In both these conditions, the child has been well for a period of time and developing normally. You will have had time to adjust to parenthood, get to know your child and develop normal family routines. Parents sometimes report that although a diagnosis is devastating, they feel a sense of validation in that they knew something was wrong with their child. The diagnosis can often offer clarity when there has been uncertainty and you can take some comfort in knowing the treatment plan and expected outcomes. Nevertheless, both parents and children may still have a long period of adjustment to a complex and painful treatment or surgical plan.



Hopes and Expectations for Your Child


In this book, we use the term ‘physical health condition’ in a broad sense, to include a wide range of medical diagnoses, genetic conditions and illnesses affecting children who require regular, often complicated treatments or specialised management. The physical health condition is long term, not a few days of being unwell, and therefore not something that all other parents have experienced or understand. It may be that the usual sources of support available – for example, other parents and friends – might not be able to understand and so parents often feel they are coping alone following the diagnosis of a physical health condition. These sorts of conditions range from those that are relatively common, though no less worrying, such as asthma (which occurs in 1 in 11 children), to rarer conditions, such as cerebral palsy (about 1 in 400 children) and cancer (about 1 in 500 children).


Most parents expect to have a healthy baby. So, when things don’t go as expected either at birth, shortly afterwards, or at a later stage in childhood, it can hit you like a ton of bricks. When parents are told that their child has a significant health difficulty, they often use words like ‘devastated’, ‘catastrophic’, ‘state of panic’, ‘unbelievable’, ‘world torn apart’. The diagnosis often hits so hard because it appears to change all their prior hopes, plans and expectations. The diagnosis is not just information about the child, but potentially removes many of their previously held dreams of parenting a child and what the child may become.


In our experience, this initial phase changes and parents do re-establish realistic hopes and expectations once again, but it takes some time and work, not least emotionally, to restore those balances. If this challenge to the natural hopes and expectations of parenting isn’t acknowledged, parents are often left managing these feelings alone and in isolation. Many parents feel that no one understands what they are going through. Sometimes even closest friends and family are not capable of providing the support needed; it feels like they say and do all the wrong things, even if done with good intentions.


Impact of the Diagnosis for Parents


Following the diagnosis, your perceptions of your child, ability to cope, and confidence in being a good enough parent can take a hard knock and family functioning can go off track. Some parents say that they are very ‘up and down’, feeling on occasions like their world has come crashing down and at other times hopeful that they are doing OK and coping. Some couples say that their relationship is tested, possibly accusing each other of not being supportive or coping with emotions in different ways. Some parents say that they don’t feel able to manage with routine daily tasks such as food shopping and laundry, instead feeling overwhelmed by the diagnosis and what it means for their child and family. This is a temporary state of affairs and the family can often quickly start to try to develop a new normality and begin to function again. Parents are resilient because it becomes apparent very quickly that their child needs them. The physical health condition may mean that you as parents have to develop a range of new skills and routines, but your child needs you to continue being a parent, so those hopes and expectations can be realised after all.


The Importance of How You View Your Child


It takes time for any parent to adjust to the diagnosis of a medical condition and requires continual readjustments and recalibrations, not just about knowledge of the medical condition and how it may impact on your child’s health, but also about how you perceive and interact with your child. For example, do you see them as sick or limited in some way by their health or capabilities? Or do you see them as a child first and foremost with some additional needs and adjustments that have to be taken into account in order that they overcome any limitations? It is perfectly normal to seesaw between worries that the diagnosis will limit your child’s opportunities, and feeling optimistic that they will achieve their ambitions, especially in the early days.


Importantly, the approach you take towards the impact of the physical health condition on your child will influence their beliefs about themselves and their condition. They will learn from you how to approach any challenges they experience and will benefit from the knowledge and skills you have gained. We know that some children and families can develop a very positive sense of self despite their health condition, and they are admired and respected by the professionals who work with them. So it is important that you do feel you can get the support and advice you need to help you with the task of caring for your child in order to enable them to take a positive approach themselves.


The Medical Team and Parents’ Role


It has long been accepted that the best method of care provision for children with long-term medical conditions is via a team that includes a range of professionals, who all have expertise in a specific area, working together in a joined-up way to benefit from all of their individual skills and knowledge (i.e., a multidisciplinary approach). Traditionally, the core paediatric team consists of a paediatrician (a doctor specialising in working with children) a nurse specialist, and then health professionals from additional specialties, such as a dietician, physiotherapist, psychologist, pharmacist, occupational therapist, social worker and play specialists. Fully staffed and committed teams have the best chance of achieving high standards of care so the child is as well as can be.


Providing good-quality care relies on frequent monitoring, quick recognition and response to symptoms and preventative treatment. Sometimes admission to hospital is needed to provide more intensive or complex treatment when symptoms increase or complications develop. However, most of the time a child is cared for by their family at home, so much of the responsibility for this increasingly complex and vigilant management lies squarely on the shoulders of you as parents.


As has been noted already, parents are the hidden and sometimes unacknowledged members of the multidisciplinary team. The medical team often sees parents as one might view a patient, as the recipients of care. But they are not the patient; they are the ‘go-between’, the bridge between the child and the team. As the child gets older, they will also begin to have a say in their own care, and they will contribute more and more actively to any decisions that need to be made.


The health professional’s duty of care can be best achieved as part of a model in which parents are explicitly included as a member of the treatment team. Parents should be included in the team, and it is important that they are given a full explanation of their child’s condition and medical treatments, and the opportunity to express their views and preferences around their child’s care. Parents, children and professionals should not be construed as ‘us’ and ‘them’, but as partners on the same side working together, with treatment of the health condition as the shared target. Parents need to feel included and they need to establish a mutually respectful relationship between themselves and the medical team. For such a relationship to be successful, there are rules of practice – everyone has a responsibility to make the partnership work. If the relationship is grounded in a framework of mutual trust, then it can both function and flourish.


Sometimes a parent’s perspective can be challenging for health professionals, but the best response to such challenges is to work to maintain a relationship with parents. This can be done by understanding their perspective, developing mutual respect, and recognising that this may be a gradual process that takes time. In some rare cases, when doctors and parents cannot agree on the correct treatment or the benefit of treatment, and when this cannot be resolved between them, this might end in a law court. These situations do not happen very often, and are extremely difficult for all concerned, so it is important to maintain relationships with the team in order to ensure that any disagreements or concerns can be discussed openly and differences can be resolved within the team, whenever possible.




Key Points


•    The time of diagnosis can be traumatic with parents experiencing a range of painful emotions.


•    Whatever the age of the child at diagnosis, parents have to cope with changes to their hopes and expectations of themselves as parents and for their child.


•    Medical teams include professionals trained in offering support such as clinical nurse specialists, psychologists and social workers – it is recommended that parents do take up offers of support as this can then help them support their child.


•    Parents need to have access to support to help empower and create resilience in their child, reducing any negative impacts or limitations of the health condition.


•    Your relationship as parents with the medical teams may become long term – it should be one that is collaborative and respectful.
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Children’s Understanding of Illness


Some of the frequent questions asked by parents are: ‘What does my child understand about their diagnosis?’ . . . ‘What can she understand at this age?’ . . . ‘How do I tell her without causing her to worry?’


In this chapter, we explain the child’s developing understanding of bodies, illness and medical treatment and give some examples of ways of talking to children about illness. There are no set ages at which children acquire understanding or knowledge, because it does depend so much on the individual child and their experience, but we do use age ranges to give an approximate guide for different levels of understanding.


Case Study – Kyle (6 years old)




Kyle has been admitted to hospital due to a serious chest infection and suspected pneumonia. He needs to have antibiotics directly through a vein (intravenously). This means he requires a catheter (long thin tube) inserted into his arm and the end of it is visible at the top of his arm.


Kyle has responded very well, and the medical team is very pleased with his progress. However, Kyle has been very withdrawn, unsettled and is crying a lot which his dad says is very unusual as he is normally a confident and lively boy. The nurse caring for him spent some time speaking to Kyle and, after getting to know him a bit, she asked about what he understood about being in hospital. Kyle knew he had a bad cough and was poorly but what he didn’t understand was what was wrong with his arm and if he would ever be able to use it again.


Once the nurse explained to Kyle why he had a tube in his arm, even though his arm was fine, he started to relax and return to his old self.





Sometimes we forget that young children don’t have the same ability to understand illness and medical treatment as we do as adults. Kyle was a bright six-year-old boy who understood and accepted that he needed medicine to help his chest get better. Kyle knew where his chest was but what he couldn’t understand, and everyone had forgotten to explain, was what his arm had to do with it.
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