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In loving memory of Georgina – never forgotten – and all 
other lost babies, too many to mention.
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Foreword

When I was elected as the Member of Parliament for Lewisham Deptford in 2015, I had no idea that I would end up sharing my most painful memories in the House of Commons.

In the days leading up to the 2016 Baby Loss Awareness Week debate I battled with the idea of talking about Veronica, the daughter I had lost 23 years previously at just five days old. Only my very closest friends and family knew about her and I still find her birth and death difficult to talk about.

But when the day came, I knew I had to do it. It was the first ever full Commons debate on baby loss and I realized how much it would mean to the thousands of parents who have been through the same traumatic experience. In the days that followed I received hundreds of emails from people wanting to share their experiences.

In recent decades, stillbirth and neonatal death rates have steadily fallen in the UK. However, when the data is broken down by region, ethnicity and deprivation, significant and persistent inequalities are exposed. The most recent data – published since the first edition of this book came out – also indicates that progress is slowing (or even reversing in some areas) and that experiences of care are deteriorating.

The ultimate goal is to prevent neonatal deaths from happening in the first place. However, our current priority must be to ensure that appropriate support is available to the parents who are experiencing loss in the here and now, as well as to the healthcare professionals who work with them.

I applaud everyone who is working to break the silence around stillbirth and neonatal death. No parent expects to find themselves in such a devastating situation and that is why books like this one are so important.

I am delighted to introduce the second edition and I hope it will help many more parents navigate their way through a complex and traumatic time.

Vicky Foxcroft, MP


About this book

One woman said six months after the experience of a stillbirth:


This tragedy has affected my whole life … my relationships, my job, and just the way I look at life now … I now have so many emotions, they are still in turmoil; anxiety, depression, anger, feelings that I want to end things here and now and, in the quiet of the early morning, guilt and recrimination about what I don’t know …




A note about the focus of this book

After much thought, the authors decided that the focus of this book should be on the early loss of a baby. This includes babies who died in the womb and were then stillborn, and babies who died in the early days and weeks of life.



Our readership

When we set out to write this book our intended readership was the large number of those parents directly affected by this loss. However, on completing the writing we came to the realization that there are many health professionals whose knowledge of this topic is superficial to say the least. Even of those in the ‘front line’ who come across women and their partners who have been so affected, many have little idea of the long-term impact and importantly have little, or no, knowledge of what might be done to alleviate the suffering and emotional pain that may continue, unremittingly, for months or even years after the original event. We therefore hope that the readership of this book might extend beyond affected individuals.



A note of caution

Although this book is primarily intended to provide information and to assist with coping and recovery from the tragic events that are the subject of this book, we realize that parents and others may well find reading some parts of this book difficult and, at times, possibly distressing. We know from our own experience that hearing the stories of others is at once upsetting but also of comfort in knowing that one is not alone. Some parts of this book may set off thoughts and feelings that cause distress, discomfort, anxiety or other emotions. Although we hope that none of the above reactions occurs, we know that overcoming the traumatic impact of losing a child is inevitably a painful process.

Although some people prefer to read a book from cover to cover or in large chunks, you might want to limit yourself to reading short sections at a time and then putting the book down and going on to other more pleasurable distractions. This is also a book that you can dip into, so when you look at the Contents or the Index, you might find a section that particularly applies to you – for example, coping with a particular feeling. By all means dip in and out, but try, over time, to finish the entire book. Some of you may also find it helpful to make notes as you go along.

A final note of caution: should reading this book produce any overwhelming distress that does not readily subside once you have put down the book, you should, before continuing, discuss your reactions with your GP or, if you are undergoing treatment, with your medical specialist or therapist.



A note about same-sex couples

The advent of in vitro fertilization (IVF) has served to produce another dimension to the topic. Throughout the book we have used the word ‘partners’ rather than fathers so as to acknowledge the fact that stillbirth and early death affects same-sex couples as well. One of the authors has seen the effect of stillbirth on a woman and her female partner and therefore, through this experience, has come to the clear view that same-sex couples are as vulnerable to suffering the same consequences as male and female couples. As far as same-sex male couples who have experienced the loss of a baby, carried through pregnancy by a surrogate, one can only speculate that there will be consequent distress for all those involved. The authors simply wish to say that they acknowledge these developments and to confirm their commitment to treating all those affected with the same respect and commitment to do whatever they can for those who have suffered such a tragedy.



The case histories within this book

Based on the experience of writing books on coping with various topics and hearing the response of readers, we have used case studies to illustrate the nature of the issue and to show that what one can do for oneself can result in beneficial outcomes. We have also included case histories to illustrate a number of important points. All the descriptions come from our own clinical experiences, gathered over many years. However, we have protected the anonymity of particular individuals not only by changing names, but also by a process of interchanging parts of the history (that is, events and signs and symptoms). However, everything set out in the histories is true.



The role of Sands

Throughout, this book we have mentioned the Stillbirth and Neonatal Death Society (Sands). Both authors have considerable experience of Sands. We are of the opinion that this organization has made a great contribution not only to parents and sometimes their families, but also to the professionals involved in this area. Our emphasis on Sands does not in any way diminish the efforts of other similar organizations. At the end of this book there is a section that provides contact details for other organizations that provide invaluable support and information.

Sands was founded in 1978 by a small group of bereaved parents. Since then it has become the UK’s leading organization providing help and support for families bereaved by stillbirth, neonatal death and miscarriage. Every year Sands helps thousands of families who have been affected by the loss of a baby, by focusing on three key areas. These are providing support for anyone affected by the death of a baby, working in partnership with professionals to try to ensure that bereaved parents and families receive the best possible care, and finally promoting and funding research to help reduce the loss of babies. Many people who have benefited from their support have later become ardent fundraisers for the charity, which relies on public donations to deliver its wide range of services.

Sands has a UK network of local support groups, which are run by dedicated volunteers who have undergone training in befriending and providing peer support to anybody affected by the loss of a baby. The volunteers themselves have very often experienced this type of loss, enabling them to personally relate to other bereaved families. The local groups offer a wide range of support services, including a helpline for parents, families, carers and health professionals. There is also an online forum and message board enabling bereaved families to connect with others, and a website listing a wide range of books, leaflets and other resources. In addition to this they provide every family with a Family Support Pack and an Always Loved Never Forgotten memory box. These will be described later in more detail. Information and support for anyone affected by the death of a baby can contact the Sands Helpline on a free number: 0808 164332, or via email at: <helpline@uk-sands.org>.
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