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




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 week leading up to the 2016 debate to mark Baby Loss Awareness week, I battled with the idea of talking about Veronica, the baby daughter I had lost 23 years previously. Only my very closest friends and family knew about her, and I still find her birth and death (at five days old) incredibly painful 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 own experiences.


The government’s commitment to a 20 per cent reduction in stillbirth rates by 2020 is welcome, but the lack of support for parents currently suffering the loss of a child is very concerning. At present, less than 50 per cent of NHS trusts with a maternity unit provide mandatory bereavement care training for staff, and 41 per cent of parents with a baby on a neonatal unit do not have access to a trained mental health worker.


The ultimate goal is, of course, to prevent neonatal deaths from happening in the first place. In the meantime, however, our priority must be to provide appropriate support to the parents (and indeed healthcare professionals) who are experiencing loss in the here and now.


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.


Vicky Foxcroft


Member of Parliament for Lewisham Deptford




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 Sands – the Stillbirth and Neonatal Death Society. 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 around 100 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 contact can also be obtained from their helpline at email <helpline@​uk-sands.​org>.




Introduction


This book is the result of the collective experience of two authors who between them have more than six decades of experience of dealing with women and their partners who have experienced the loss of a baby, either by stillbirth or from the death of a baby shortly after birth. Why, then, this book at this particular time? Both of us have been deeply touched by our experiences as professionals of seeing the devastating effects of such loss and, at the same time, realizing that the effects of this tragic loss may be long-lasting and – not to overdramatize it – in some cases life-changing.


We have both been aware that many affected individuals are simply left to their own devices, and that professional help, when available, is often inadequate to meet their needs. While we applaud the efforts of organizations such as Sands to provide help, support and advice, and indeed the efforts of a small number of authors who have written excellent books on the topic, we came to the view that what was needed was a book that provided information, but also could provide advice on developing ways of coping. The recent and very welcome efforts of the UK Parliament have raised awareness of the breadth and depth of the problems resulting from stillbirth and perinatal death (the latter relating to the time immediately before, during and after birth), and this has also inspired us to publish a book at this particular time, as increasing awareness of the problem is just the first step in what is needed.


We realize that, if you have suffered the loss of a baby, reading this book may be a very difficult. As we have noted above, we have laid out the content in such a way that topics can be chosen and read as stand-alone items. For example, you might find that you want to read about the professional or voluntary sector resources available to help you. The authors bring different perspectives in their approach to this book, but both agree that the loss of a baby, either before or shortly after birth, is a tragic and heart-breaking event and one that will never be forgotten, even after many years.


As a midwife, Brenda Ashcroft knows that the midwives involved in providing care for the mother at this time will also feel their own sense of sorrow as their role is aimed at bringing live babies into the world. From Brenda’s own experience as a midwife, she can say that providing care to the mother who has lost her baby is heart-rending and emotionally demanding. Nonetheless, it is a very important part of a midwife’s role because a mother and her family will never forget the events surrounding their loss and the midwives’ care.


Kevin Gournay has been fortunate enough to be present at the birth of his own children and, in his student days, was present at the caesarean births of babies to mothers whom he did not know. These occasions provided joyful memories that he will never forget. By contrast, his experience as a psychologist of women who have suffered the tragedy of the death of a baby comes from meeting these women (and sometimes their husbands or partners) months or, in some cases, years after. In listening to women telling their own, unique story Kevin has realized that these women are describing events that will never be adequately expressed in words and, in accord with Brenda’s experience, such a loss will never be forgotten.


We know that this book may be the most difficult read of your life. However, we have a sincere hope that this might provide the missing ‘something’ that will prove to be the difference between coping and not coping.



Part 1

Consequences


1

Consequences of stillbirth and early death

We began this book quoting the experience of one woman who said, six months after she had given birth to a stillborn child:

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 …

Although many of the emotions that arise following this heart-breaking loss are shared by the vast majority of women and their partners, we also know, at the same time, that each person has a unique story. Even when women and their partners sometimes sit in the same room at a support group, with someone saying ‘I know how you feel’, this statement is only partially correct. In this section we will set out what is known about the consequences of such loss. In Part 3 of this book, we provide advice and information on dealing with some commonly encountered problems.

What does research tell us?

The most comprehensive account of consequences has been provided in a review published in 2016 by an international research group (The Lancet, 2016) This review described the economic, psychological and social consequences of stillbirth and early death. The group of researchers came from Australia, Norway, Switzerland and the UK, and they collected a wide range of information concerning the psychological and social effects by examining the results of a number of research studies in different countries. The authors also examined the financial costs and, particularly, the effect of stillbirth on the employment of affected parents.

With regard to the emotional and psychological consequences of stillbirth on parents, it was reported that 77 per cent of parents were affected. Of considerable concern, the authors also noted the following. ‘Parental grief following stillbirth might not be legitimised by health professionals, family and society (disenfranchised grief).’ This alarming finding applied to 31 per cent of affected parents, who felt that their loss had been ignored, avoided or minimized. One woman said:

I went to my GP after I came out of hospital; I was in bits, I was like an automaton. My GP said, ‘Look, you and your husband are young, fit and healthy, you just need to get pregnant again and put all this behind you.’ I was gobsmacked; she (the GP) just looked at me, gave me one of those smiles and said ‘… don’t worry, you’ll soon feel much better’. I just got up and went home, feeling much worse.

Another woman described her experience in hospital after a stillbirth:

After I had a stillbirth nobody came to ask how I was doing … doctors and midwives came and went … they didn’t say much … they did the physical things … they didn’t ask me how I was … my boyfriend was in tears … no one spoke to him … I understand they were very busy and short staffed, but I went home feeling that they didn’t care …

While we hope that these examples do not reflect how the majority of health professionals deal with such tragic situations, they are accounts of women who are reporting events that have occurred in very recent times.

What, then, of the psychological consequences seen by the authors in their collective experience of interviewing, and caring for, hundreds of women and their partners? As noted above, typical accounts provided weeks, months or even many years after the loss describe a very wide range of emotional and other consequences. Rarely does one see individuals who describe a set of symptoms that can be neatly placed into a diagnostic category (for example, major depressive disorder or post-traumatic stress disorder [PTSD]). Having said that, major depression and PTSD are often features of the person’s presentation, although these features, almost universally, accompany a wide range of other psychological symptoms, behaviours and wider social effects.

In summary, while research evidence can tell us much about the range of symptoms and the common diagnostic groups that are encountered, there is no such thing as a ‘typical case’. Individuals react to this tragedy in their own unique way. In turn, it is our experience that the emotions that follow stillbirth and baby loss often defy description. However, research evidence does assist in obtaining a broad understanding of the consequences and help guide approaches to providing support and coping strategies.


2

Normal and abnormal grief

Overall, when one encounters affected parents, one is touched by the overarching feeling of grief that persists long after the time when a ‘normal’ bereavement reaction might be expected to fade away. Most of us can remember ‘normal grief reactions’ when we have been initially shocked and devastated by the loss of a parent, grandparent or best friend. We may be particularly affected by the loss, particularly if it was sudden. In such ‘normal’ reactions we might also have great difficulty accepting the loss and spend some time experiencing a range of emotions. Nevertheless, for most of us, this reaction is limited in time and very gradually, the intensity of the reaction diminishes. Those of us with religious beliefs might be greatly comforted by the religious rituals that follow death – for example, the funeral mass, the Shiva (in Jewish culture) or, in more secular cultures, the wake or celebration of life. However, the grief that one sees in those affected by stillbirth and perinatal death is, in general, different both in its quantity and quality.
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