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Introduction
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The Baby Loss Guide deals with a huge subject and I am sure many of you have opened up this book to see what the pages might contain. My personal experience with baby loss means I know what it’s like to feel desperate and how those feelings can make you seek out every book available to man – and woman – in the hope that it can rescue you from pain. Let me tell you at the start: however helpful (I hope) this book may be to you on your journey, it won’t save you from the agony you are experiencing if you are grieving. Oh, how I wish it could; that is what I wanted when I went looking for self-help books, and I long to be able to give you that – but nothing like that exists in the world. There is no fast pass through grief – it has to be felt and lived – so please read this book with that in mind. This isn’t a lifeboat sent to drag you out of the water; it’s a friend with a lifering hoping to make you feel less alone, and a guide to navigate the rough seas ahead.


I could have written a clinical book full of medical information and facts, of which there are many. But that is the last thing I personally would have wanted to read after losing my babies. While I was in a fog of grief, any information I did read blindsided me with terminology I often didn’t understand and facts that left me feeling cold and scared.


This made me think: what did I want? More importantly perhaps, what did I need post-loss? The answer to those questions was vital, as I knew this book needed to deliver that.


Yes, I did want some basic medical information on loss, not just the losses I had encountered, but also other types of baby loss. This new world I now walked in showed me there was more to baby loss than I had ever thought. There were different types of loss, varying medical and non-medical treatments and various physical responses and emotional reactions – so I knew I needed to include this detail. For some this information may be vital, for others it may not be needed at all, but it may broaden your knowledge about loss, which could be helpful to you or useful when supporting someone through loss.


My world post-loss felt so scary and I was given very few answers, which meant I lived in a real state of uncertainty. I had hundreds of questions, and to have had just a few of these answered, or at least discussed openly, would have helped. So, I have chosen to include some topics in this book that are rarely discussed in the public domain, such as trying again post-loss, intimacy post-loss and post-loss fear.


I also needed something that helped to explain my walk through grief to others, as at the time of suffering with repeated loss I could not find the words. When you are bereft, the last thing you feel able to do is educate those around you on the grieving process, so if I’d had a book I could have given to family and friends it would have been the ultimate gift, for them and me.


I needed day-by-day support – a companion, if you like, to walk with me through grief. Following the release of my first book, Saying Goodbye, a huge number of people told me the daily support section saved them from feeling lost and alone, so it was an easy decision to include one in The Baby Loss Guide. This time, I wanted to include a journal section as part of the book, so it can become a personal diary for you. Some may fill it in and never look back at what they wrote, while others may find it comforting to look back on their walk through grief and see how far they have journeyed. I encourage you to make this space your own and to use it to creatively express your pain and your feelings, as the simple act of writing down your thoughts can help process them.


Finally, I wanted a book that gave me hope. I have walked in that dark place, that black hole that feels lacking in love and devoid of grace. That is why, on leaving that horrid grief-filled room, I left a light on, by setting up the charity. And now I want this book to be a light to those who need it. I want people to see it as their torch, and by utilising the light it gives, I hope it will help them find a path out of the darkness. This is why I have not just included my views and experiences on loss, I have also included others’ stories. Grief is unique to every person, therefore every person would describe it differently; but there are common feelings and emotions, and I hope by hearing from many different people you will read things that resonate with you, and in turn this will make you feel less alone.


So, yes, I set myself a big task …


Am I daunted? Of course.


But if my words help you even in a small way, I will be happy. If they help you a lot, I will be overjoyed.


Please come and find me on social media; I love to hear from readers and I want to hear your stories.


Much love


Zoë x


Instagram – @Zoeadelle


Twitter – @ClarkCoates


Facebook – @ZoeAdelleCC


Pinterest – /zoeclarkcoates/


Website – www.zoeadelle.co.uk




My Story in Brief
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I put off having children, having watched a close friend go through the horrendous experience of miscarriage. I didn’t know how I would personally cope with such a loss. However, once I had been married for over 12 years to my soulmate (we married young), setting up a successful business, suddenly my biological clock started ticking. Yes, I too thought this was an urban myth – that one day you could be satisfied with no children, then the next you have a burning desire to reproduce, but it happened to me.


After a while, I started having symptoms that showed me I was pregnant, but very sadly it ended in a miscarriage, and my way of coping was to pretend it hadn’t happened. I didn’t want to be one of those statistics which state that up to one in four pregnancies end in miscarriage, and surely if I didn’t acknowledge it, it didn’t really happen. I pushed all emotion down and we went into total denial. We later named this baby Cobi.


Within a couple of months, we were blessed with another pregnancy. We decided to keep it a secret from the family, and to tell them at Christmas, as we knew they would be surprised. There seems to be a presumption in society that if you are going to have children it will happen in the first three years of a relationship, and if there aren’t signs of tiny pattering feet by then, the assumption is it’s just not going to happen.


We went for our first scan, and we had a heart-stopping moment when the sonographer said, ‘Are you sure you have your dates right, as I can’t see anything?’ Following our assurance that the dates were indeed correct, she suddenly announced, ‘Oh, there it is’, and on the screen we witnessed the miracle of life, our tiny little baby, wriggling around, with its little heartbeat fluttering away. We were, of course, over the moon. She did mention that she could see a pool of blood in the womb, and warned me I should expect a little blood loss at some point, but not to worry about it at all. That evening I did get a little spotting, and if I’m honest I did panic. Any woman will tell you, if you see any signs of blood while pregnant, this fear just swells from nowhere. But by the following day the spotting had stopped, so peace returned.


A while later I caught the flu, and was bedridden for a week. Then as quickly as it had stopped, the bleeding started again, but this time it felt different. We found a clinic that agreed to scan me. After an age, we were called into the scanning room, and the doctor immediately activated the all-telling machine. There, on the screen, we saw our baby for the second time – kicking away, showing no signs of distress or concern … what a relief!


We were due to go to a party on the Saturday evening, so, figuring that resting up might stop any further bleeding, I stayed in bed during the day, constantly doing that maternal stroke of the stomach, which somehow feels like you’re comforting and caring for your child within. But when I got up that evening, I felt a sudden rush of blood, and I knew my baby had just died. I lay on the floor begging God to save her, crying out to the only One who truly controls life and death, but I knew deep down it was in vain. I knew she was destined to be born into heaven not onto earth. Mother’s instinct? Who knows, but I knew her little heart was no longer beating within her or me.


We rushed to A&E where I was sadly met with little concern; I was even asked if it was an IVF baby as I was so upset. ‘Why?’ I asked. ‘Is it not normal to cry over a naturally conceived child?’ They had no answer. They didn’t examine me, I was just told, ‘There is nothing we can do, let nature take its course, what will be will be.’ I was given an appointment for an emergency scan in a week’s time and told to go home to bed.


The next day, the bleeding slowed down, and we left messages on numerous clinic answering machines begging for an appointment as soon as possible. The following morning, we got a call from a wonderful clinic telling us to come over and they would scan me. It was to be one of the longest journeys of my life.


We were called from the waiting area, and into a small room. I was told to get on the bed, and the scanner was booted up. After what seemed like an eternity of silence, I finally willed up the courage to ask, ‘Can you see the baby? Is it all okay?’ I didn’t really need to ask, my baby was still, the only movement on the screen came from my body, not hers. My question was met with the worst answer: ‘Zoë, I’m sorry to say there isn’t a heartbeat.’ I screamed and then pleaded for a second scan, which the midwife did. She then went to get a consultant; he came in shaking his head, saying the same words, ones that would become very familiar to us over the coming months: ‘I’m so sorry.’ We were quickly put in a tiny room, where we sobbed, wailed, and clung to each other; we phoned our family and, on hearing the words coming out of our own mouths, the nightmare of our reality dawned on us: our baby had died, she was still here with us, but we would never hold her hand, or rock her to sleep. ‘What now?’ we asked. We were told we could go the surgical route or the natural route. I chose the natural route, as the thought of going to a hospital where my baby would be just extracted from me seemed wrong; it was my baby, and I wanted to keep her with me for as long as possible.


What I wasn’t prepared for was that the ordeal would go on for a week. A scan after a few days showed the baby had grown further, which is apparently totally normal, as the blood supply is still making the baby grow, but her heart remained still, no spark of life was seen … and, ‘No, Zoë, sadly your baby hasn’t miraculously come back to life. Yes, we know you had hoped it would happen.’


Was I wrong to hope this may be the case? That if I prayed non-stop, if I kept rubbing my stomach night and day, somehow her heart would just start up again. I had been told by a nurse that there was one case of it somewhere in the world once, so was I misguided to believe I could be the second?


We returned home and the days passed, long and slow. Someone asked me how I could allow a dead baby to stay inside me. ‘Because it’s my baby,’ I said. Why anyone would presume that her death made her any less precious, or me any less loving, I’m not sure, but for some carrying a dead baby within is creepy, morbid and wrong. To me I was being her mother, keeping her safe in the place that had become her haven. I felt she was entitled to remain there until she decided to leave; it wasn’t my place to suddenly evict her, and I was prepared to wait as long as needed for her to dictate the timing of our meeting.


A week to the day after her heartbeat stopped, labour started, and within 24 hours I had delivered my child, my daughter, Darcey.


For the next six weeks, my body raged with pregnancy hormones as it wrongly assumed I was still carrying a child. All day and night, sickness continued, along with the indigestion and headaches. What were once reassuring symbols of pregnancy were now horrendous reminders of what was no more. The oddest thing then started to occur, almost on a daily basis – complete strangers would randomly ask me if I had children. Each time it was like I was being thumped in the stomach. I instantly faced a dilemma: whether to protect the feelings of the person who had just asked me this very innocent question, and simply say, ‘No, I haven’t’, but, by doing so, I would be denying my child’s existence; or bravely say, ‘I have actually, but they died.’ I tried both, and both felt wrong, and I quickly learnt I was in a lose–lose situation, and I should just do whatever felt right at the time.


I was met with lots of well-meaning statements like ‘Well, at least it proves you can conceive’ and ‘Sometimes the womb just needs practice’. Thankfully, the less sensitive comments were in a minority, as I was blessed to have my husband – my hero – by my side, not always knowing what to say, but being wise enough to know that words often aren’t needed, and that just to hold me would mostly be enough. And then there were my parents, who sat with us and filled endless buckets with their own tears, while helping to empty ours. The rest of our family and friends were amazing, their support was tangible, and though most had no comprehension of what we were experiencing, they just made it clear to us that they were there, and that meant the world to us.


Some may think this extinguished the biological clock, but it didn’t; it only increased my desire to have a baby, though the fear that I would never become a mum was overwhelming.


Two months later, I tragically lost my third baby (Bailey) via a miscarriage. We kept this to ourselves, as we felt the family had gone through enough, and they were under the impression we had only ever lost one baby, so to tell them about this loss would lead us to admitting to them, and to ourselves, that this in fact was our third child to grace the heavenly gates.


Then we got pregnant again, and following a frightening nine months, where we had fortnightly scans, we were finally handed our beautiful daughter, Esme Emilia Promise, weighing 6lb 15oz. The relief was profound, and there are no words to explain the elation of finally getting to hold and protect my tiny little girl.


We loved being parents so much; the thought of having another child was mentioned when she was one and a half, even though we had declared to all and sundry that we would be stopping at one! Nothing had prepared us for the amount of joy a little one can add to your life; there was nothing about being a mum I didn’t love, so we decided to try for a brother or sister for Esme.


Naïvely, having given birth to a healthy, thriving child who went to full term, we believed our dealings with miscarriage and loss were in the past, and any further pregnancies would resemble that of our last one, rather than our first three. We were wrong.


We got pregnant, and all the initial scans were perfect, then on one of our appointments the scan showed our baby’s heartbeat had simply stopped (again). Time went into slow motion when we were told, I literally couldn’t speak. I wasn’t prepared to tumble through that hidden trap door, from expectant mother to missed miscarriage, a fourth time. I misguidedly thought to lose a child when you already have one would hurt less, but I was wrong. It is different but not less. You aren’t grieving the fact that you may never be a mother to a living child (as you are already), but it hurts in lots of new ways – we were constantly asking ourselves whether this baby would have laughed in the same way as our little girl. Would they have talked in the same way? The grief was all-consuming and I felt like I had been pushed off a cliff edge with no warning. We named our baby Samuel.


In a bid to try to protect our little girl from seeing any upset, I only allowed myself to cry in private and forced myself to keep things as normal as possible for her, but this was an Everest-type challenge, I’m not going to lie. I opted to take the medical route this time, and within days I found myself in a hospital bed, filling in paperwork, sobbing after two questions were asked by the nurse: ‘Would you like a post-mortem, and would you like the remains back?’ Can any mother ever be prepared to answer such questions?


In medical terms, those who die in utero within the first 24 weeks of life are termed as ‘retained products of conception’, so perhaps you should expect to be asked these questions while filling in a form. I am one of millions, however, who feel not. I know that for some people these aren’t babies, they are merely a group of cells, and I respect that this is their opinion, but to me and my husband it was our child, not just a potential person, but a person, and he deserved to be acknowledged as such.


We were blessed to get pregnant for a sixth time and, after telling the family around the Christmas tree on Christmas Eve, I went upstairs to find I had started to bleed. The bleeding continued for days, and when I finally managed to speak to a GP I was told I had definitely miscarried, and there was no need for a scan. That crushing sadness overtook me again, and those who have experienced this first-hand will know you literally have to remind yourself to breathe; human functions just seem to disappear, as you feel you’re free-falling over a ravine. I held on to the knowledge that to have my daughter would of course be enough, and that if we were never blessed with another child, we were one of the lucky couples who at least had the opportunity to raise one little girl. So we painted a smile on our faces and gave our daughter an amazing Christmas.


However, by 5 January, I was feeling so ill I decided to go for a scan, in case I needed another operation, and to our surprise they could still see a baby and all looked okay. I was told that this by no means meant all would be fine, but it was a good sign, and I should book another scan in a couple of weeks. During this time my sickness increased, and by the time I went for my next scan I was sicker than I had ever been while pregnant. The scan commenced and the doctor announced he could see two little lives on the screen. ‘Yes, Zoë, you are having twins.’ Cue me and Andy staring at him in shock and excitement in equal measure. He did warn us that one of the twins looked more developed than the other and that was not a good sign. With that information in mind, we were prepared (as prepared as one can ever be, that is) that we might not end this pregnancy journey with two healthy babies in our arms, but we prayed that we would.


Tragically, we did indeed go on to lose one of our precious babies, and we named her Isabella. Our other twin hung on, and we felt blessed to have one baby growing safely within, but heartbroken for the baby we lost.


What followed was a minefield of a pregnancy: I had to have my gallbladder removed, I had liver problems, placenta previa, my placenta was stuck to the old C-section scar, then the final blow came when I developed obstetric cholestasis, but our little warrior braved it all! When Bronte Jemima Hope finally appeared in all her glory in August 2011 she was declared a miracle baby, and I don’t think we have stopped smiling since.


‘Was it all worth it?’ some may ask. Of course! ‘Do you wish you had detonated your biological clock because it caused you so much pain?’ Absolutely not. I have two wonderful little girls, whom I simply adore; they have made every single tear worth shedding. I’m so proud to be a mother, and I hope the trauma I have gone through makes me a better wife, mother and friend. My passion now is to raise my girls to love life and embrace every opportunity life hands to them.


What I have learnt through the heartbreak is this: to me, every child matters, however far in pregnancy a person is. I also learnt a lot about grief. I was a trained counsellor before going through loss, but quickly realised all the training in the world can’t teach you what first-hand experience of baby loss does.


I learnt that everyone is entitled to grieve differently; some may not even feel a need to shed a tear, some may sob endlessly, and both are fine. For the heartbroken, however, acknowledging the loss is essential and it’s imperative to both physical health and mental well-being to grieve. Life may never be normal again when you have been to such depths of darkness, but we can move forwards, with as little scar tissue on the soul as possible, and saying goodbye was the key for me.


I will never forget the thousands of couples who are so desperate to have a child and continue to search for the solution to their recurrent losses, and those for whom the miracle of conception just doesn’t happen – all the people still waiting for their miracle to arrive. Whatever losses Andy and I have endured, we know we are truly, truly blessed to have two adorable girls to raise and hold.
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To read my story in full, please refer to my first book, Saying Goodbye.




PART 1
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1


The Start of the Journey
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What I would love this book to do for you is to help you see the value of grief in all of our lives, and for the words within its pages to teach you to accept its place rather than fight it – if we give grief a chair around our table, it stops it constantly knocking on our door without invitation. We need to see that grief doesn’t have to be a monster living under the bed; it can be a gentle friend we don’t need to run from. When we can see pain and grief like this, it lessens the grip it has on our lives.


One of the things I have learnt on my journey is how the way we view grief and loss, especially baby loss, depends on our personal views of death and life. If one values every life, whether it be short or long, that changes how we grieve and importantly how we live. If we want to embrace life, we also need to accept death; the two go hand in hand and if we can lose the fear surrounding this often taboo subject, we become more open to the emotions that grief and loss bring.


Let me start by looking at a key question: when should someone seek face-to-face professional support?


For some, professional help is needed immediately, others need it after a period of time has passed, and yet others never need it at all. Only you (and possibly your medical team) know when and if you require some additional support. There is an exception to this, and that is if you are suffering from post-traumatic stress disorder (PTSD). If you are suffering with this often-overlooked condition, you do need professional medical help. All the books in the world won’t help you navigate this clinical condition, so if you have any PTSD symptoms please talk to your GP immediately. The quicker you get help, the better and more effective treatment can be, so delaying treatment is detrimental. Once PTSD is being treated, you will be able to effectively process your grief.


If at any point you feel hopeless or suicidal, please seek professional help without delay. People are not weak if they admit they need help, they are in fact the strongest of them all.




The Mariposa Trust asked 340 people about mental health and suicidal thoughts post-baby loss and these were the results:


*  49.41% of people had experienced suicidal thoughts.


*  47.06% of people were diagnosed with depression.


*  63.82% of people believe they suffered with undiagnosed depression.


*  69.12% of people said they suffered with long-term mental-health issues.





This is my general checklist to gauge whether people need professional face-to-face support, and a ‘yes’ answer to any of these questions would mean I encourage them to seek help (from a doctor, nurse, grief counsellor or clinical therapist):


1. Do you feel the waves of grief are getting worse over time?


2. Do you feel stuck in grief and are unable to move forwards?


3. Are you unable to socialise or mix with friends or family (feeling this initially is normal, but after some time a person should be happy to re-engage with the outside world)?


4. Are you suffering from panic attacks or anxiety that you are finding difficult or impossible to control?


5. Are you reliving the trauma on a regular basis?


6. Are you struggling to return to work?


7. Are you relying on alcohol or other substances to help you survive?


8. Do you feel vacant and removed from the world?


9. Are you struggling to eat or sleep?


10. Are you feeling desperate?


11. Are you avoiding things and feeling unable to face them?


If you have answered yes to any of these questions, please do consider getting some help.


THE EARLY DAYS


The early stages of loss are merciless, and to portray it as anything other than that would be unfair and untrue. The feelings are all-consuming and overpowering. They blindside you and can make you want to die, that is the bottom line. It is scary and unsettling and nothing can prepare you for it, but knowing it’s ‘normal’ to feel these things helps, because when you are the one experiencing them you feel like you are going mad. So, let me reassure you, if you are feeling all these things right now, you aren’t mad – you are heartbroken.




The Mariposa Trust asked 552 people how long the darkest part of their grief lasted following losing a baby, and here are the results:


*  0–2 months 11.66%


*  2–4 months 19.31%


*  4–6 months 17.49%


*  6–12 months 24.95%


*  1–3 years 15.85%


*  3+ years 10.75%





The initial days often go one of two ways. Either people switch to autopilot and just automatically do all the things that need to be done. They call people to inform them of the news, they make meals, they go through their checklist and carry out each task as if they are on a military assignment – this is the brain’s way of surviving the initial trauma, and shock is helping them to carry on.


It’s a basic human response that most are born with, a fight-or-flight response to trauma: if someone is about to attack us, we run, we get to a place of safety before we allow our brains to process what has just happened.


Or some people shut down. They aren’t even able to do basic tasks, as their brain has just pulled the plug and said nope, I just can’t go there – it is like a PC on an automatic shutdown. This can happen just for a few hours, but for some it’s a few days. If it’s longer than a few days, I would always advise the person to seek professional help.


Once the initial shock dissipates, the missing them kicks in. This void that they left in the world becomes a great big massive hole right in front of you, and you can do very little but stare at it. This is when the brain has realised the person is gone for ever and it has to come to terms with them being removed from your life. However much you felt prepared for the loss, nothing can actually help your brain deal with this period of time. I always say it is like a trap door has appeared and you suddenly fall. Life is okay one second, and totally changed the next. Every morning I would wake up and I would be hit with a fresh new wave of grief. There was no escape – every time a wave went over my head, it was like hearing the news that they had died all over again. A good description is probably this: it felt like I had been run over by a huge truck in a hit-and-run accident, but the lorry just kept coming back and hitting me again and again. Each time it would fling me into the air, and I would pray that was the last time it would make contact, but no, it would find me wherever I hid and hit me from a different angle.


The next stage is often a response to feeling out of control, and people may try to take control of things as much as possible. It can manifest as doing household chores, planning events (like the funeral), undertaking work projects, etc. It’s the brain’s way of trying to restore order. As it can’t control the grief cycle and the feelings that surface without warning, it encourages you to take control of other things, which are probably completely unrelated to the loss, and at times can seem highly irrational to those surrounding the bereaved person. I will mention here that if you have any leanings to being OCD, this stage can be magnified.


WHAT TO EXPECT


Here are the emotional reactions that are widely recognised as symptoms of grief:


*  Shock


*  Worry


*  Anger


*  Guilt


*  Regret


*  Confusion


*  Relief


*  Disbelief


*  Denial


*  Sadness


*  Upset


*  Acceptance


I am sure you can list even more. Grief is a like a rollercoaster and a person can experience many different emotions and feelings in a 30-minute period, and this is what adds to that feeling of being out of control – you literally have no clue how you may feel from one minute to the next.


There are also many physical reactions, as grieving is a body, mind and spirit experience. Here are some common responses:


*  Headaches


*  Issues with sleeping – either too much or not enough


*  Lack of appetite (or at times an increased appetite depending on your relationship with food)


*  Nausea


*  Stomach cramps


*  Upset stomach (diarrhoea or constipation)


*  Lack of interest in sex or physical affection (or at times an increased desire depending on your relationship with sexual intimacy)


*  Anger or frustration outbursts


*  Restless legs or numbness


*  Racing heart or feelings of panic


*  Nightmares


*  Teeth or jaw issues (due to grinding of teeth or clenching your jaw)


*  Hormonal disturbances


*  Depression (which is different from grieving)


*  Low immunity (which can mean you catch more colds and viruses)


*  Iron or other vitamin and mineral deficiencies (often as a result of not eating well due to grieving, or blood loss)


*  Dehydration – due to crying a lot and not replacing fluids


*  Infertility


If you are concerned about any symptoms you are experiencing, please consult your doctor. While many physical symptoms can be linked to grief, it is very important to make sure there aren’t other underlying medical conditions that are being overlooked, so please don’t just assume that anything you are experiencing is connected to your loss; visit your GP to be on the safe side.


WHAT IS NORMAL?


Often people worry about what is normal, so let me reassure you that the following are common when grieving:


*  Lacking motivation


*  Feeling tired


*  Inability to concentrate


*  Inability to make decisions (sometimes even the most basic everyday decisions)


*  Inability to remember even basic information and facts


*  Feeling lost and like you aren’t in your own body


*  Lack of identity and struggling to remember who you are


*  Unhappy or unsettled in your job (and questioning your career path)


*  Uncertainty of key relationships and questioning how happy/satisfied you are with them


*  Insecure about who you are or things you need to do


*  Unstable emotionally


*  Craving to be alone


*  Craving to be with people and not alone


*  Fearing the future


*  Feeling impatient and having a much lower annoyance threshold


*  Intolerant of things that never previously bothered you


*  Feeling the world is unjust and unfair


*  Fearful of carrying out normal tasks


*  Fearful of death or losing other loved ones


*  A desire to pack up and travel the world


COMMON QUESTIONS


When will these feelings end?


I get why people want to know this or how long the grieving process will take. I would have paid big money to find out the answer myself, but as grief is unique to every single person, there is no set answer. While this can be incredibly frustrating and also scary (as we all want to know the rollercoaster will end sometime soon), it can also be encouraging. ‘How can it be in any way encouraging/helpful?’ I hear you ask.


Well, we all know people who are stuck in grief and have never moved forwards, and when we are going through grief ourselves, we look at these people with eyes of terror, thinking that this is how we will now be for ever. But I can confidently say to you today, that’s not how it will be if you don’t want it to be – that is their walk through grief, not yours. You control your walk and you can heal; you can come out of the dark part of grief, and I hope this book shows you that.


What can truly help is to forget everything you have ever been taught or told about grief – for example, that the worst part of grief is the first week – because most of what we have been taught is sadly crap. The false expectation that we put on ourselves or others have put on us becomes the block over which we stumble, so remove it – throw it away. You will grieve for as long as you need to grieve and not a day less than that!


Should I ask my doctor for medication?


I am not a GP and won’t even attempt to tackle this subject in my book. Some people need tablets to stabilise their emotions before grief can even start to be processed, while for others medication would prevent them from processing their grief. If you feel you need medication to help you (whether that be antidepressants or sleeping tablets), talk to your doctor. Your GP can and will help you. Please also be aware that if you have any past history with depression or any other mental-health conditions, grief can act as a trigger, so chat to your doctor as quickly as possible after suffering a bereavement.


When does the missing them end?


To be honest, I don’t think the missing them ever ends, but in my experience it did get easier to live with. Once the shock had passed and life became normal again, those feelings just sat comfortably alongside everyday life, and I built my life around that hole, which can never be filled in. I think you adjust to it, as you don’t want it filled in. Death made that hole appear, but love actually created it. It was only because you loved the person you have lost that the hole is that big and that deep, and that meaningful.


Grief is hard work, but if you can understand the process it is less scary. By learning about the patterns and associated symptoms, you can get to a point where you feel as if you are controlling it, rather than the other way round, as you are able to pre-empt potential waves and, when they do hit, you can be somewhat prepared.


I encourage you to be an active participant in processing your grief, and not just become a sitting duck. The more you consciously face the pain and the trauma of loss and grief, the quicker you will emerge from the blackest part of the grieving process. It is not going to be easy, or pretty – in fact, it is going to be the hardest battle of your life, and a billion tears may need to be shed – but you will survive it.
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Loss and Treatment
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There are many different types of baby loss, and I have included the most common types of loss in this chapter. If you have lost a baby via a different situation or condition, please don’t feel I have forgotten you, and I hope all of the other chapters bring you the support and information you are looking for.


*  Miscarriage


*  Missed miscarriage


*  Stillbirth


*  Ectopic pregnancy


*  Molar pregnancy


*  SIDS/Cot death


*  Neonatal loss


*  TOPFA (termination of pregnancy due to fetal anomaly)


*  Losing a baby through illness


*  Losing a twin or multiple babies


As I am not a midwife, I thought it might be helpful to hear from one in the following pages, so I sought information from one of the UK’s leading voices in midwifery, Kathryn Gutteridge, consultant midwife and president of the Royal College of Midwives. I ask the questions; she answers them.


I have also included stories from brave parents who have kindly shared their personal experiences with me, in the hope that those who are currently walking through this agony will feel less alone. I know that when I encountered loss I felt like I was the only person in the world who had experienced it, so that is why I wanted to share as many stories as possible in this book, so you know you are not alone.


Included here as well is a section on IVF and loss post-IVF. Fertility treatment and the feelings and emotions that surround it are complex, so I asked my friend and fertility expert Anya Sizer to contribute.





Miscarriage





What is a miscarriage?


A miscarriage in the UK is a loss of a pregnancy before the 24th week of pregnancy.


What is the physical and/or medical process of a miscarriage?


Miscarriage symptoms can vary from person to person. Often the first sign of a miscarriage can be pain in the lower abdomen, bleeding which may be dark blood but occasionally bright blood too. However, people can have these symptoms and the pregnancy is totally fine.


To confirm a pregnancy loss, a person may need to attend a hospital or clinic for tests. Tests may include: blood tests to measure the hormone levels, and an ultrasound scan which will usually be done by putting a probe into the vagina to see clearly if the pregnancy is less than 12 weeks, or on the tummy if over that.


If the pregnancy has ended and help has been sought, then the woman will be given medical advice about how to manage the next stage of the loss. Sometimes a woman may choose to wait for the miscarriage to fully happen without medical treatment, at other times a medical route may be taken.


Medical options include: taking medication to help deliver the baby and placenta remains, or an operation where the baby and surrounding tissue are removed surgically.


Depending upon when the pregnancy has ended, the management may be different.


What should a person be aware of during a miscarriage?


That miscarriage is not because the woman has done anything wrong. Many women blame themselves because they might have eaten or drunk something that they wouldn’t usually when they are pregnant. Often an early miscarriage is due to some problem either with the development of the baby or with the placenta.


Although miscarriage is relatively common (one in four pregnancies end this way) society does not speak about it in a healthy way, so often families are reluctant to talk, but I would encourage everyone to share their experience.


What would be your best tip(s) for someone who has suffered a miscarriage?


Do not blame yourself – it is nothing that you did or didn’t do.


How does someone know if they are bleeding too much post-miscarriage?


A woman should bleed as if she is having a light period (changing the pad four to six times in a 24-hour period would be considered normal). If there are any clots, that may be okay as long as the bleeding afterwards is light.


If someone has received poor medical care by a doctor or hospital, what should they do?


Firstly, contact the PALS (Patient Advice and Liaison Service) department in the hospital where they were treated and let them know the issue. There is one in every hospital and they should listen and be able to lead the patient through the complaints procedure.


What extra care can people expect or demand in subsequent pregnancies following repeated miscarriage?


All care should be personalised and responsive in future pregnancies. Maternity care in the UK is changing and a system of knowing a small group of midwives throughout the whole of the pregnancy, birth and beyond is beginning to take shape. This will help immensely with emotional support.


Why do hospitals not offer miscarriage tests until a person has had three consecutive miscarriages?


There is no good evidence that you must have had three miscarriages before you will be considered for testing.


In the UK, however, services are commissioned on a basis that if it happens more frequently there must be an underlying problem. It is worth asking to see a gynae-cologist who specialises in pregnancy loss and pre-term birth for more information.
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Emily’s Story
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I was delighted to find out I was pregnant that first time. It was a magical experience, seeing those two blue lines, knowing something wonderful was happening in my body and I was a mother.


Pregnancy hormones confirmed those fierce maternal feelings and I was very proud to have them. I don’t know why – a habit in our culture – but I bought into that idea that I should keep this new identity of mine a secret until my 12-week scan, which was such a shame, because I never got to share how incredible and special that time was for me. I never made it to 12 weeks, I made it to 10, when I started bleeding, and 24 hours later it was confirmed that my baby had died and was coming away from me. It suddenly felt like my head was caving in. The sadness, the pain, the blood, the loss, the memories that would never be made, the baby names I’d considered that would never be written down on a birth certificate. And then, it happened again, again and again. I lost four children in the space of about 18 months.


Each positive pregnancy test after that first loss was much wanted but brought tremendous anxiety too – would I get to keep this baby? How long would I hold them; how much physical and emotional pain would I have to endure if I lost another child; why was my body getting it so wrong? 


Losing multiple children was devastating and, with each loss, the hope that I would ever have a family got smaller and more bleak. My faith in life faded, my sense of safety in the world dissolved, everything went dark. 


Bereavement (and that’s exactly what it is) was deeply isolating, frightening, and made me feel angry, jealous, distressed and very confused. Friends tried to reach out and caringly offered, ‘You know where I am if you want to talk.’ But I was sure people didn’t want to know what I was thinking – what I was thinking was not very nice. I was grief-stricken. So I just stopped talking to people. And I was allowed to disappear. One miscarriage seemed relatively manageable for people to respond to – flowers, cards, tea and phone calls. But after the second, third and fourth, people lost count. They didn’t know what on earth to say to me and I didn’t know how to make it easier for them to be around me.


Many of my friends at that time were busy growing their families and had healthy babies who were of similar ages to the babies I had lost. I couldn’t look at those children without wondering what my children would have looked like, and I felt physical pain from not being able to hold them in my arms or see them with my own eyes. I became distraught at seeing other people’s scan photos or pregnancy bumps. A woman next door to me was pregnant around the time of my third loss. I saw her pegging freshly washed sleep suits on the line in readiness for her new arrival. My heart became so very heavy I thought it would just drop out of my body.


It was traumatic emotionally, but also physically. People don’t talk about the biological reality of miscarriage. The blood; the contractions as you lose your child, even before 12 weeks; the ongoing morning sickness despite your baby no longer having a heartbeat; the various and frequent medical tests; the impact of dramatic hormone fluctuations; the ugly feeling in your gut and the trying to get pregnant again among all of this suffering and loss. I so desperately wanted a baby, a family, that I just kept on trying. Not really thinking (or caring) about the toll it was taking on me.


Difficult times really do highlight the resilience of your relationships. Wonderful women I knew who had also suffered baby loss were incredibly gentle and kind; they got it and I didn’t have to explain or justify my distress to them. And then, my brother, of all people, he kept in touch with me regularly and just kept telling me he loved me. That is such a simple message. But there is nothing more that can be said. Love made me feel safer – once I had the space to let it in – and it was love that got me through that time.  


I eventually had a successful pregnancy and gave birth to a son. My fifth pregnancy. It was an exceptionally nerve-racking time and, even after he was born, I was scared he would not stay. I don’t think I really accepted that I would get to keep him until he was about six months old. But I am still the mother of five children: Pip, Dorothy, Anna, Ben and Leo. I got to keep Leo. It felt right to give names to my other children and mark their short lives with ceremonies and flowers. To pay them respect and love and acknowledge them as my children. They are part of who I am, they are part of my family, and they taught me to be a mother.
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