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Foreword


By Dr Clea Harmer, Chief Executive of Sands


The death of a baby is a hidden tragedy – both in terms of the intense grief experienced by parents, and also the scale of the problem. Parents and families find themselves plunged into the painful reality of this loss, which is then compounded by the silence surrounding it.


The unique thing about Sands (the leading stillbirth and neonatal death charity in the UK) is that it represents the voice of these bereaved parents and families – a voice which is struggling to make sense of what has just happened, which is finding a way to cope with the grief, and which is trying to make sure that others don’t have to go through the same devastating experience. It is this voice of bereaved parents that drives the work that Sands does to reduce the number of babies dying, and to improve care and support for all those affected by the death of a baby. And it is this voice that you will find running through this book which will, in the same way, support all those affected by the death of a baby, including the wider circle of family, friends, neighbours and work colleagues. 


Bereaved parents often feel invisible and alone in their grief and being able to reach out and find they are not alone can break through this painful isolation. The support Sands provides is absolutely vital, but we also play a role in making sure that, as a society, we all reach out and hold bereaved parents at a time when they most need to be held.


Bereaved parents show enormous generosity – and determination – in making sure that nobody else has to go through what they have been through. They want to know why their baby died, and whether anything could have been done differently; and they want to know that the bereavement care parents receive from hospitals and health professionals is the very best possible and is given to all. We owe it to these parents to make their voices heard – to make sure that their devastating experiences are used to try to make things better for others, and this is what Sands works hard to do. 


Key to all of this is breaking the silence and the taboo around baby death. The isolation that parents feel speaks volumes about how society feels unable to talk, or even think, about the tragedy of a baby dying – quite literally struggling to find the words. Raising awareness and making the voice of bereaved parents heard helps to break that silence, and over the years Sands has used different ways to do this. In 2008 our ‘Why17?’ campaign asked why 17 babies died every day in the UK, and the ‘#15babiesaday’ in 2017 used washing lines with 15 babygros pegged on them to highlight the fact that 15 babies were still dying in the UK every day. In 2018 the number dropped to 14 which is still too high.


As with any other charity, fundraising is key to our work, but fundraising plays a unique role in Sands. For many, raising funds is an integral part of their grief journey – helping to channel the stark and raw feelings, but also helping to do something special in memory of their baby. People run marathons, jump out of planes, climb mountains – but also lovingly bake cakes, knit blankets and host coffee mornings. 


Sadly, for many there are very few memories of their baby, and so their fundraising also helps them to make memories and talk about their baby. All our supporters are incredibly special to us, and we treasure what their involvement means to them on every level.


The voice of bereaved parents is so important in so many ways and deserves to be more widely heard. This is at the heart of all that we do at Sands, and of this book, Loving You From Here.
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‘I COULD NOT CRY’, BEL MOONEY, GUARDIAN, 8 JANUARY 1976





I remembered pushing, breathing through a mouth like the Sahara. Then at 5am I regained consciousness in my small cubicle, staring confusedly at the dim red light they leave burning in the rooms of the sick, wondering what had happened. Needing a bed pan, I groped stiffly for the bell, brain clearing, awareness dawning.


By the time the nurse came I knew – though my hand still felt my stomach to see if he was still there. ‘What happened?’, I asked. She looked distressed: ‘Don’t you know? You had your baby and it was a little boy, and he isn’t alive.’ 


For three hours until my husband came, I could not cry. They had taken me into hospital two weeks earlier to rest because of my lack of weight; they had induced the birth three weeks early in a (now I see) desperate attempt to prevent his inevitable death inside me: the night before the labour I rang a friend and said I was convinced my baby would die. 


But such is the gap between what the heart hopes and the mind knows, that I could not take in the fate I had predicted. During 16 hours of awful pain made worse by the anxiety, I hoped he would live. I expected him to live. I laboured for his life. Now my husband and I were left to weep in each others’ arms – like all parents of stillborn babies devastated by the extent of the love and loss we felt for someone we had never met. 


The following days taught me more about the nature of motherhood, as well as of suffering, than did the birth of my first son, Daniel, now aged two. The gap ached – so much so that one sleepless, tormented night I tiptoed downstairs to get Daniel’s teddy bear to take back to bed – the vacancy in the womb had been replaced by an emptiness in my arms and some small thing, anything, was necessary to fill it and they send women to prison for stealing babies. 


On the fourth day after the birth-death I awoke to find my breasts full of milk – nature’s cruellest irony – ready to feed the baby who was not there. Like a full cow past milking time I cried. And like an animal I could not understand: all the intellectual/feminist debate on the nature of motherhood and the needs of the family dissolved beside the awfulness of the physical loss and need. For nine months I had been prepared for a baby. Without that baby I was still a mother, ready, and cheated. When I cried bitterly three nights in succession that I hated being a woman, hated being married, hated being trapped, I was expressing an awareness more fundamental than that of my role, more an unwilling acceptance of my function. 


He was born and died on the Wednesday. On Friday I was discharged from the hospital – the doctors and nurses, though kind and upset, unable (I sensed) to cope. Out of place, amidst waiting pregnant women, and the mewls of the newborn, and postnatally depressed girls staring helplessly into metal cots full of responsibility, had come death, and it was an intrusion. 


Some mothers of stillborn babies want to see and hold their dead baby, though I did not. But significantly, it was never suggested. Those who have escaped the experience cannot approach its meaning: that a stillborn child is a real person to the mother (and father, in this case) who bore him/her. 


One day at home a friend rang, and I heard my mother say: ‘Bel lost her baby.’ The euphemism outraged me. For I did not lose him like an umbrella or a lover. He was born and died. To be accurate he was born dead: the ultimate contradiction in terms, so mysterious it defies analysis. When I heard that acquaintances thought I had miscarried I was equally outraged – it seemed important that they should realise the gulf between that sad accident and what we had been through. 


That gulf is symbolised most clearly by the requirements of bureaucracy: the fact that my husband had to go, one bleak rainy day, to get a piece of paper from the hospital then go to the Registrar’s office and ‘give the particulars’ – all written out in laborious longhand in the special book for the Stillbirths that are neither Birth nor Death, but both – then return to the hospital with another piece of paper to discuss funerals, prices, whether the ending would be Christian. 


Though we did not attend the plain cremation the State requires and provides it was strangely consoling to think of him in his shroud and tiny, named doll’s coffin. ‘Fitting’ is the word: that a life which had begun should be ended with some rudimentary ceremony. 


Afterwards, people rang. I wanted to tell the story: to talk about him gave his brief life a meaning, to share the experience with others gave it importance. Morbid it might (superficially) seem, but it was necessary: an exorcism of pain that was also a sharing of love. 


Those who have experienced the death of a baby probably feel first (after the tears) the need to blame. In this case, first occurred the possibility that the hospital could have done something. But doctors are not gods, nor is science without its limitations. We assume that the process of pregnancy and birth is without its old perils – though still something like 20 in a thousand babies die. When your baby dies, you look at loaded carry-cots with new wonder, the leap into the world seeming all the more perilous. All that ultra sound equipment, all the knowledge of obstetrics … and the doctors, doing all they could, were blameless. 


But needing to find a reason, you turn upon yourself. I knew that I had rested as much as I could and eaten well – I had stopped work and cooked nourishing meals of liver and greens I did not want simply to make him grow. But blame lies deeper. The day after his birth-death I raved at my husband like a child: ‘I haven’t been wicked. I’ve tried to be good to people … I’ve been a bit wicked but not that wicked.’ 


The words assumed an area of responsibility far deeper than the physical, more primitive and necessary than sleep or food. I blamed myself in two ways. I felt that I had failed as a woman in that I had not managed to fulfill the sexual function I had assumed (either by conditioning or instinct) as my own. More important, I assumed I had failed as a person: somehow, I had ‘gone wrong’ and so I was being punished. 


By whom? One day a woman who happens to be Catholic visited me at home, and when I explained to her how real that baby seems, and how I am conscious of having borne two sons, she said: ‘You realise you are talking in a religious way?’ Of course, I did. Though an agnostic I was, for lack of anyone else, blaming God for my son’s death. 


He was born at midnight though they stopped (unknown to me) listening for his heart at 10.30pm. That was November 26, 1975, his birthday. On the 27th I heard myself asking my husband if our baby had a soul and where had he gone? A friend who had the same experience told me that it made her leave the Catholic Church – she was told that her baby, unbaptised, had gone to Limbo, that terrible empty place they reserve for children who have died without sin, but whose original sin, unredeemed by baptism, has denied them Heaven. 


But I discovered, after initial grief and subsequent bitterness and rage, that I do not believe in original sin – just in original goodness. As we shared sorrow my husband consoled me by saying that his own comfort lay in the conviction that his baby died pure – he was conceived, and existed, and died. It was simply a speeding-up of the process we all experience, without the pain, without the regrets, without the hurting of other people, without the sickening consciousness of universal misery, without the disappointments of age. Also, of course, without the moments of joy – but then, he was wanted, cherished, loved, and so in that there is a joy he might have felt. How do we know what the unborn feel? 


Without any joy to wipe out the memory I keep remembering the labour and see myself as through the wrong end of a telescope – a creature on a bed, writhing, vomiting, crying, almost unable to hear the physical suffering. Afterwards, longing for my baby to cuddle, I see myself railing at my husband, almost unable to bear the mental anguish. But it is in that ‘almost’ that the majesty lies. Because we do bear it and we still want to live, all the love and hope and pain and loss, the resilience and acceptance, are all the more precious because of the darkness that surrounds them. 


Five days after I came home, I received a letter from a man called George Thatcher, a talented playwright, serving life murder in Gartree for a crime he steadfastly maintains he did not commit and who cannot obtain parole. He had been told about my baby by a mutual acquaintance. 


His letter began: ‘I’m not going to make you cry because you have shed enough tears. But somewhere along the line there is a joy for you which will surpass all that pain – and only be possible because of it.’ 


That sentiment – expressed (ironically enough) by someone who after 13 years is still deemed unfit to rejoin society – brought the most comfort, identifying the one thing that, for us, gave our baby’s brief existence purpose. There is no divine right to happiness, simply a duty to cope, to understand, and to love. My duty to my first son seems clear and easy; but there is also a duty to that second baby. 


I do not wish to ‘get over’ his loss, nor do I wish to replace him with more children. I simply wish that his life and death should be absorbed into my own: enlarging and deepening in perception.







Introduction
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‘Those who have escaped the experience cannot approach its meaning: that a stillborn child is a real person to the mother (and father, in this case) who bore him/her.’ 


From Bel Mooney’s 1976 Guardian article


The wall of silence that Clea Harmer talks of in the Foreword has been a constant companion to me for almost thirty years following my own loss of three much-wanted babies throughout my thirties, and when I was asked if I would like to work with Sands to create this much-needed book, my first reaction was to run – metaphorically – for the hills and stay in that place of silence.


But something else was tugging around the edges of my conscience and, for want of a better description, it felt like three pairs of tiny hands were asking me to step up and use my professional skills as a writer and journalist to help Sands break the silence and allow other bereaved parents to bravely share not only their painful stories of grief, but also their stories of growth and hope. 


I already knew I had grown, slowly but surely, through my own grief, but I did not expect my heart to expand even more by helping these parents to tell their stories and by writing this book. Of course, I look back now and understand it had to expand because I too now have the names and stories of these babies – written, where possible, in their own words by their loving parents – firmly in my heart; and I understand the fire in the belly of the mothers and fathers who find the courage to revisit those painful feelings in order to speak out and who know that, collectively, we need to break this taboo.


When your baby dies, it might feel true that everything else has gone – not just the baby you wanted, but also everything as you once knew it, including and especially your identity and yourself. And so, the task ahead is one of starting anew, which you won’t, for a long time, want to do.


The death of a baby is one of the most painful and traumatic things you will ever go through, and when you are a parent whose baby has died you will know all these feelings. What you may not know is what small steps – and they will need to be small – you can take to move forwards without forgetting your baby and what they mean to you. If you are someone trying to support a parent who has come home without their baby – a relative, a friend, a work colleague, a health professional or even a neighbour – it will be a challenge to get up close to the rawness and visceral nature of the pain you are witnessing and not want to run away from it to protect your own sense of some kind of just order in the world.


This book is for anyone whose life has been touched and affected by the death of a baby before, during or after birth. That includes people who have suffered an early or a late miscarriage and those who have had an ectopic pregnancy. Regardless of the stage of the pregnancy or the specific circumstances of a baby dying during or shortly after birth, bereaved parents will share many of the same difficult feelings, all of which we will explore with the help of the stories of other bereaved parents and, using our 40-year-long legacy of working with bereaved parents, we will show you how to manage. 


This is also a book that smashes one of our last taboos – the fear of talking about the death of a baby, an event that turns all our preconceived notions of an orderly world with everything in its rightful place upside down. Collectively, and thanks in large part to social media and a generation that has grown up with shared online platforms and fewer inhibitions about talking about ‘feelings’, we are now having more open conversations about death and bereavement. However, we are still afraid and unsure of what words to use when the death we want to talk about is the death of a baby and when the feelings we are trying to understand and empathise with are those of the shocked and distraught parents. 


It is as if we share a collective fear that we might catch those horrible feelings or that they might, in some contagious way, scar our own experiences of the joy of pregnancy and a new baby. It is this fear that has built up a wall of silence around the topic of stillbirth, neonatal deaths and the loss of any wanted pregnancy, and it is this still deeply rooted fear that this book will help us overcome so that we can finally break this alienating taboo which makes an awful experience so much more traumatic than it needs to be.


The Statistics


Every day in the UK, 14 babies will die before, during or shortly after birth. In the UK, a stillbirth is not registered before 24 weeks’ gestation (although the government is currently reviewing whether to lower the age of registration to 18 weeks’ gestation) so this 2018 figure (the latest available at the time of going to press and one baby less than the previous year) does not include late miscarriages or ectopic pregnancies. 




According to UK birth registration figures for 2018, 2958 babies were stillborn. Another 2028 babies died within the first four weeks of being born. That’s a combined 4986 stillbirths and neonatal deaths equating to 14 babies dying every day that year. This figure is 345 fewer deaths compared with the previous year (2017) but does not include the death of any baby born before 24 weeks’ gestation.





What these figures mean in terms of human heartache is that roughly every two hours, a mother, a father and the family who love them and were waiting to love the new baby, are catapulted to a deep, dark place, with many never getting a satisfactory answer to the question that will haunt them for the rest of their lives: why?


This is the biggest question bereaved parents want the answer to. However, sadly, most of us won’t get any kind of answer, let alone one that would allow us to make our peace with the death of our babies before, during or shortly after birth. So it’s no surprise that the three core tenets underpinning the work of Sands are:




	Saving babies’ lives.



	Ensuring all parents receive excellent bereavement care.



	Providing bereavement support for all those who need it after the death of a baby.








The UK government says that it now aims to halve the rates of stillbirths and neonatal deaths by 2025, with an interim ambition to achieve a 20 per cent reduction in those rates by 2020. The ambition includes similar reductions in maternal mortality and serious brain injuries in babies during or soon after birth, and a 25 per cent reduction in the pre-term birth rate from the current 8 per cent to 6 per cent by 2025.





The fact is that, according to the Royal College of Obstetricians and Gynaecologists, the outcome for three quarters of babies who died at the end of pregnancy might have been different with different care. The UK government itself reported recently that an estimated 600 stillbirths could be avoided annually if all maternity units adopted national best practice, and Sands has long been campaigning and lobbying for the improvements in maternity care that will see fewer babies dying and meet that ambitious goal of a 50 per cent reduction in stillbirths and neonatal deaths by 2025. 


Meanwhile, parents, like this bereaved mother whose second baby, Xanthe, was stillborn, are left reeling by the lack of an explanation as to why their baby died. And for some bereaved parents, worse than not getting any explanation over why their baby died is any suggestion that lifestyle choices may somehow be to blame:


‘I have read many things about associations between stillbirth and socio-economic deprivation; stillbirth and caffeine consumption; stillbirth and alcohol consumption; stillbirth and previous caesarean birth. None of these things apply in our situation. 


‘I am sure there are many people who have had a stillborn baby who, like us, find that the scant research there has been does not apply to them either. The correlations/links that have been addressed generally turn the blame to the mother, something which is grossly unfair. I have read also that many unexplained stillborn babies show poor foetal growth; again, this was not the case with our daughter. It seems outrageous that no one has any idea what caused our daughter to die.’


According to the World Health Organization (WHO), which recommends a definition of stillbirth as being the birth of a baby born with no signs of life at or after 28 weeks’ gestation, the causes of stillbirth worldwide include:




	childbirth complications



	post-term pregnancy 



	maternal infections in pregnancy



	maternal disorders (especially hypertension, obesity and diabetes)



	foetal growth restriction



	congenital abnormalities






And again, according to WHO, almost half of all stillbirths, globally, happen during labour and the majority are preventable. Preventable.


The Story of Sands


The story of Sands started 42 years ago when two bereaved mothers, journalist Bel Mooney and Hazelanne Lewis, decided, after discovering there was zero support for them or any other bereaved parent following the death of their babies, something had to be done. 


Bel’s article about the death of her baby boy had been published in the Guardian newspaper on 8 January 1976, and blew the lid off a subject so secretive not only did nobody ever talk about it, most mothers never even knew what had happened to the baby they had given birth to and who had died. (Bel Mooney’s original article is reproduced in full on pages x–xv.)


Hazelanne, whose baby son had also died the year before, contacted Bel after reading her article and the rest, as they say, is history …


At that time – the mid-1970s – in the UK, most parents were not allowed to see, hold or have a funeral for their babies. No photographs were taken, and they could not put their baby’s name on the stillbirth registration certificate. And, even today, Sands staff, the charity’s support groups and volunteers get calls from elderly mothers of stillborn babies asking whether Sands can help them find out what happened to their baby. (Happily, there are times when the charity can track back and locate a baby’s grave and give those still-grieving mothers the closure they are seeking.)


The first Sands newsletter went out in 1980, and after three years of meetings with the UK Charity Commission, in 1981 Bel and Hazelanne registered the Stillbirth and Perinatal Death Association (SPDA) as a charity. That name changed to Sands (Stillbirth and Neonatal Death Society) in 1984, and in 1987 the familiar Sands teardrop logo was introduced. 


The new charity set up a helpline in 1985 and published a booklet called ‘Saying goodbye to your baby’. In 1991 the first guidelines for professionals were published, and in 1992 the definition of stillbirth was reduced from 28 weeks (still the current WHO recommendation) to 24 weeks in the UK, thanks to the Sands Act after that bill received royal assent.


Leap forwards almost a quarter of a century and, in 2016, the All-Party Parliamentary Group (APPG) on Baby Loss was formed bringing together MPs and peers to improve care for bereaved parents and raise the issues around baby death within Parliament.


Things were starting to shift, slowly but surely.


In 2018, Sands built further on the foundations of its now long history of groundbreaking awareness and bereavement care improvement initiatives by collaborating in the launch of the Perinatal Mortality Review Tool (PMRT). This not only supports hospitals in conducting high-quality reviews after a baby has died – so that lessons learned from those reviews can be used to improve future care – but, just as importantly, puts bereaved parents at the very heart of the review by taking into account their perspectives of the care they received when their baby died and, by doing so, helps more parents understand why that happened.


At the heart of the story of Sands, underpinning every new campaign and initiative, lies the same hope that has shaped this book, namely that one day far fewer bereaved parents will be crying over the death of their baby, that the number of babies dying will have fallen and, when it does happen, parents will get the answers they need and feel heard by everyone involved.


This book is not just for bereaved parents, but for all those whose lives are impacted when a baby dies, at whatever age or gestation. It is a book for the grieving parents and upset medical professionals, and it is also for friends and relatives and neighbours and work colleagues and anyone else who knows a baby has died but who may not know what to say and be so scared of saying ‘the wrong thing’ that they end up saying nothing at all.


Many families have shared the intimate details and pain of their stories throughout this book, all shared in the hope that they may say or reveal something in the telling and exploration of their journey to a new normal that will help and inspire other bereaved parents and those supporting them. The stories and personal experiences show just one individual viewpoint and of course different cultures, and different people, will grieve and move on in different ways. Alongside these stories, there is practical guidance and advice that may help families find their new normal after a baby has died.


Liberty’s Legacy


The title of this book – Loving You From Here – was inspired by the song ‘I Can Love You From Here’, written by Liberty’s mother, singer/songwriter Sophie Alagna (professional name Sophie Daniels) who is now mum to Cosmo, six, and Rocco, five, and wife to Alessandro. She is also – very actively – mum to her first-born daughter, Liberty, who died in January 2011, 36 weeks into the pregnancy. On the day before she was stillborn, doctors failed to spot Sophie’s placenta had died.


Here are the lyrics (the song is available to stream or download, and for more information go to www.libertysmother.com):


I CAN LOVE YOU FROM HERE 


By Liberty’s mother


I know that love will come and go


That there’s much less sun than rain


But, for me, there’s little left to learn


If I can’t hold you again


I try to look ahead but there’s nothing left to see


But, it doesn’t matter anymore, if you’re next to me


(Chorus)


‘Cause I can love you from here


Hold that love in my heart


I can find a way to give that love a life, now we’re apart


I don’t know why you’re gone


But the rest is so clear


All I need is to love you


And I can love you from here


I know it’s better to love and lose it all


Than to never even try


Still it seems so hard, to come and break my heart


And then leave me with no reason why


Why we’re not together, I’ll never understand


But I don’t need to be with you, to love you like I planned


(Chorus)


No matter how I ask, you’re never coming back


But this love is never going to die away


(Chorus)


© Sophie Daniels, March 2011




Sophie says she often thinks being Liberty’s mum is the most important part of her identity and her song, which will touch the heart of anyone who is mourning the loss of someone they love, is particularly potent for those of us who have dead babies in our hearts and minds with whom we never got to make years of memories. 


It’s an idea that resonates with all the bereaved parents who have heard it and not least because it’s such a positive and active affirmation of feelings that will persist lifelong. 


I can love you from here … I am loving you from here …


Here is what Sophie says about the song she wrote just 10 weeks after her beloved daughter died:




‘I Can Love You From Here’ explores the idea of a ‘continuous bond’. It’s an expression of the limitless love that I have for my child which will always continue, even though Liberty is gone.


We parents of babies who are gone need to retain our bond with them and it is a healthy and positive thing. We need to use their names and to continue to speak of them and celebrate their lives, however brief. Because they were here and they were real, and they were and always will be our children. 


When I wrote the song, I felt a real sense of relief – like I had cracked some code. I realised that I can always love her and that I must speak her name every chance I get, even though others may feel confronted by the fact of life and death. Her life and death is a reality, and my love and respect for my child will always be more important than any stranger’s, or indeed friend’s, discomfort when coming into this topic.


Over time, I have come to realise that Liberty’s legacy is so very many things. It’s everything she has taught me. It’s the strength and love that she has embedded into this family of five. It is the song that I wrote for her and, I hope, the love that the song will spread wherever it goes. 


The song is about love’s triumph over grief. Because grief is incredibly hard, but in the end, love is stronger, and the love that Liberty left behind has made us all strong. It is a strength filled with and fuelled by love. 


I hope that all parents who lose their children can find a way to feel the same.





What Sophie is talking about is a new normal and this book, just like her song, shows that no matter how devastated newly bereaved parents feel, there is a new normal waiting for them and one that is built on the values of hope and love. 


Writing the book has been a slow and painstaking process because grief is so complex. The subject, to take a quote from later in the book, is ‘too big, too painful’ and yet Loving You From Here (thanks to all those who have contributed) rises to that challenge of breaking the silence surrounding baby death, of supporting bereaved parents and those who are trying to support them, and finally smashing one of our last great taboos. 




This book was written during the COVID-19 pandemic. In finding their new normal, Sands put a lot of their support – including support group meetings – online. For the latest information on how Sands can support you, please visit their website www.sands.org.uk/support-you







CHAPTER 1


When Your Baby Dies
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‘I am depressed, saddened, hurt, empty, guilty and lonely. I cry every day. I will mourn him forever.’


A bereaved mother from the 2018 Lancet series on stillbirth


When your baby dies, so does a part of you. The person who, for years, looked back at you from the mirror is gone for good. Shattered into a thousand tiny shards, each one waiting to cut, pierce and wound, no matter how carefully you, or those who love you, try to pick them up to put you back together. 


In so many ways, finding your way through this shattering loss will be a lifelong challenge. The first hurdle being the fact that you don’t want to be a different you. You don’t want to put together a new version to face the world or even stay away from it; you want the old you and what you want back, more than anything and with an anguished yearning so intense you don’t know how you will survive that pain, let alone function normally, is the baby who has just died.


This then is the hidden terrain – a kind of scrubby, murky hinterland – from which you will have to find your way back to the world. It’s a harsh and usually lonely place. There may be two of you in it, since it takes two to make a baby, but at first, you likely won’t be able to see, let alone support, each other. There’s just too much pain and sorrow. 


There are others struggling to make sense of finding themselves here too; other parents facing the same challenge of navigating this unmapped territory, but their presence will be and feel as shadowy as your own because dead babies is not something anyone knows how to talk about. 


There are no bells or birds in this place where you find yourself when your baby first dies. No baby showers, birthday celebrations, nursery rhymes or daydreams. The silence is oppressive and suffocating and the sun does not shine. If hope, of any kind, is still in the mix, it’s not here but somewhere else that you cannot reach or even imagine. 


This feeling of hopelessness is normal when your baby has just died. You are still in shock. But, over time, as with all bereavement, the shock will lessen, and you will learn to manage your grief. Happily, the stories in this book – although painful to read – show that, with time and with the courage to keep going, you will find your way back to hope. 


Some days you might take a tiny step forwards, only to find yourself waking up the next day full of all the grief and fury and hopelessness you thought had gone. You are making progress, each and every day, although it may not feel like it. But if you can trust in the stories of grief, hope and growth that those who have gone before you are sharing in this book then you can start to believe it will be the same for you.


Right now though, when your baby has just died, you may not yet feel ready to let go of any part of the pain you are in. You may feel scared that if you do, you might forget your baby. Then you would no longer feel like any kind of a parent, not even a bad one who couldn’t launch their baby into life. You might feel nothing, which would be worse than feeling annihilated by your loss.


The word ‘loss’ will make you wince each time you hear it; ‘I’m sorry you lost your baby. Let me know if there is anything I/we can do.’


You want to scream: ‘I didn’t lose my baby. My baby was snatched away from me. I know exactly where my baby is. I’m not such a bad parent I would lose my child.’


Of course, you do no such thing. That deathly thicket of silence is there for a reason, mainly to protect other people, so you probably just say ‘thank you’ and slip back into exile in the fortress to eye up the pile of shattered glass that was once you.


You are lonely but not alone in the fortress. You have an uninvited roommate whom nobody else wants to live with either: Grief. It’s the only thing in this place which is not shadowy. Rather, a rambunctious character who shows up at all the wrong times, grabs hold of you at the very moment you glimpse a little respite – a little hope – and chucks you against the wall of your shared cell (grief can be a very violent and antisocial entity) to get your attention. And having got it, stamps on you for fun just to make sure you know who is boss in this relationship.


Hope is your destination, and you will find it again, but you will need the support of those who love you as well as those who have already passed this way before you. And once you start to shape a new normal – one that is built on the enduring bond we will show you how to form with your baby who died – you will wake up one morning and realise that, although you are no longer the same person, you are actually much more of a person. You have more compassion, you have a bigger heart; and you may even have a strong desire to give something back.


All these changes are changes that have happened because your baby died. There are so many stories here of bereaved parents who once, perhaps just as you feel now, struggled to see any way out of the pain but who slowly, and with the help of others, learned to grieve healthily and move on without losing sight of the love for their baby who died. They can now talk honestly about what happened and how it felt; they have found ways to still celebrate their baby’s life and place in their family; and many, as you will discover through the chapters of this book, have even gone on to help other families whose baby has just died. 


Remember as you read on, whether you are a newly bereaved parent or someone trying to love and care for someone who is, everyone who has shared their story here has lived through all of the very difficult and painful feelings you are going through right now. And all have survived.


They all found hope. Hope found them.


The Silence


After the death of their baby, many bereaved parents go straight to the kind of bleak and lonely hinterland we have just described. They don’t want to. Society wants them to. Or maybe, more truthfully, it’s a mutual unspoken pact. You agree to disappear while going through the motions of your resumed (minus baby) life and society nods its approval because showing up with all your unresolved feelings of grief and anger and injustice and rage and jealousy and misery does not make for a very charming guest. No, thank you!


We have a collective respect for grief, and not least because we will all experience some version of it. We send cards, we send flowers. My house looked like a florists when my first baby died and all I really wanted to do was throw them out, smash the vases and go back to the pregnant me who still had her baby.


As those flowers – just like my tiny baby had – died, and as the withered blooms were discarded into the waste bin, a deathly hush settled over the household with nobody able to find the words – right or wrong ones – to build a bridge, even a wobbly one, back to the outside world which I felt no longer had a space for me or my missing baby.


At the hospital, we had been ‘Mum’ and ‘baby’ until things started to go wrong, when we instantly became ‘the patient’ and ‘the foetus’. This is something that many bereaved parents experience – the sudden flip into medical speak – and, while it can feel hurtful, it isn’t meant to be, so this is one of the first inadvertent ‘hurts’ you may want to just forgive.


Induction was started (they thought I had an infection which had caused my waters to break prematurely, although that turned out to be wrong) and the clock slowed to a different dragging version of time as we waited – the baby’s dad and me, and a very frightened young midwife – for something nobody wanted to happen and nobody knew how to stop.


I will spare you the detail of what happened next. Or maybe, even with the passage of three decades since the death of that first baby, I will spare myself. I’m not sure I even remember, except for the very worst bits, but I do recall feeling terrified when it was all over and I was asked if I would like to go and see my dead child.


I did not. I knew that if I went to see him it would make it real: he really would be dead and gone.


Someone, I don’t remember who, told my husband it would help us both to say goodbye to him, so he agreed. I thought that took great courage on his part; a courage it took me the rest of that day, a Saturday, to find.


When I saw the not-yet-a-proper-baby I had delivered, I felt a rush of guilt and failure mixed with a sweet tenderness. I was afraid to touch his tiny fingers and afraid that if I let myself really feel what his death meant to me I would break into a thousand pieces.


I did everything I could to block out those unbearable feelings of loss, and looking back now through the lens of time and seeing how I found myself catapulted to the hinterland, I realise I was guilty of the pact of silence and of not knowing how to speak about something that had switched, in a heartbeat, from joyful and innocent – pregnancy and those first tentative imaginings of parenthood – to a nightmare experience that I thought I must have deserved (why else would it have happened?) and would have to bury to survive.


What we did bury was that tiny human-no-longer-being. My best friend and her husband came with us. Which was very brave. And we never spoke of it again until 30 years later when I was talking about writing this book and they reminded me we had had a funeral. 


How could I have forgotten? 


It is normal to block and suppress feelings that feel unbearable, but it is healthier, in the long run, to experience them, especially when you can do that with the support of others who have had a similar experience or who work with bereaved parents and so have been trained to hold your hand through these first awful months of shock and grief.


You may feel alone in these first days and weeks of coming home from hospital without your baby, but you are not alone. There is support and help for you – much of it in place thanks to those who have gone before over the last 40-plus years and who have shared their experiences with other parents and with Sands – and it is available to you as soon as you are ready to ask for it and for as long as you need it.


You can contact the Sands helpline to talk to an advisor, you can share your story with the online community of bereaved parents, you can download the Bereavement Support app, you can join your local Sands support group or you can ask to be put in touch with a Sands Befriender – another bereaved parent trained specifically to hold your hand through the shock of your loss and the subsequent grief.


Everybody grieves differently so trust your own internal voices which will tell you what you need. What you need will be what is right for you.


Left Alone


Every parent whose baby has died talks of feeling and finding themselves utterly alone with their grief. Too many say they leave hospital after the shock and the trauma with nothing else; no follow-ups and no advice on what to do next to navigate the terrible onslaught of grief that has rained down on them. 


This book aims to step into that empty space and be that supportive first step for newly bereaved parents and those trying to look out for them, all of whom now find themselves in a strange new world and not one anyone would choose to visit.


Funeral directors talk about a certain type of grief etched on the faces of bereaved parents – a withdrawing into themselves, especially the mothers, who can’t understand what has just happened and who, numb with shock, may be feeling nothing at all.


It doesn’t help that because we all grieve differently, the other parent, if this is a shared experience, will be struggling with their own feelings and may be in a different kind of pain and in a different stage of grief. You may feel exhausted not only by the emotional demands of your grief but by the physical shock of no longer being pregnant but not having your baby with you, and by all the decisions you are being asked to make about the practicalities of what happens after a baby dies or a pregnancy suddenly ends.
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