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To my beautiful sons, Bobby and Freddy, whose lives have given me


purpose, fulfillment and an unequivocal love. Your futures will forever be my


greatest pleasure, honour and achievement. I write this book predominantly


for you, to inspire and comfort you and others, in the hope that by sharing


our story, the successes and the failures, we may benefit others around the


world; those who are also experiencing the darkness, loneliness and


desperation created by the indisputable effects of grief.










Introduction


‘If you’re not living then you’re dying, no matter your age or health’ – Mary Turner, 69, died from ovarian cancer on 12 April 2017 shortly after generously sharing her wisdom and wit for the good of others in this book.


Our personal relationship with grief is unique. You as a person are different to every other human being on the planet, so it makes perfect sense that no two people would grieve identically.


You may have lost someone from your life without the opportunity to say goodbye, or at the end of a struggle with a long-term illness. You may have to deal with losing someone and feeling that you could have done more to help them. The variations of the end-of-life scenario are limitless, so bear this in mind when searching for answers and meaning behind bereavement, because nobody can decide how you cope but yourself.


The way you feel in grief is dependent upon many factors and it’s impossible to second-guess how you will process those feelings. Will you give yourself permission to cry? Will you load yourself with feelings of blame and guilt? Will you hide your emotions from the kids to protect them? Will you pretend to feel nothing? 


The point is, you’re not alone. But what I aim to show you in this book is that there are ways to make grief less harsh and eventually become manageable, and there are almost as many ways to unwittingly make bereavement harder and let it go from being an excruciatingly tough experience to a constant source of difficulty.


Grief is bloody good at hide-and-seek and will pretty much find you each and every time, no matter how long it took you to cram yourself into the washing basket while expertly putting some dirty underwear on your head for cover. You have no choice but to sit down nicely and play Scrabble with it.


Why you, Brazier?


Because I am the teenager whose mother sat him down to tell him that the biological father he had not known about, let alone met, had drowned in a riverboat accident four years before that day. I am the 22-year-old sobbing uncontrollably outside the church after the sharp introduction to death that only your first funeral can deliver.


I am the 29-year-old receiving the phone call that made me drop to my knees and changed my world forever. I’m the same 29-year-old who had six months to prepare two young children for the inconceivable while coming to terms with an unimaginable change of reality. 


‘How will I cope? I still feel like a child myself. How do I compensate for the irreplaceable? How? What? Why? When?’


You and I are more alike than you might think.


I’ve been the person who visits you and talks to you about the loss of your wife, hoping that my experience up to then might serve in some way useful. I’m the student who qualifies as a life coach and NLP practitioner so I can accelerate the process for people coming to terms with a number of issues, including death. I am the talking therapist who learns more about bereavement through my clients than I could have ever known through personal experience.


I am a man writing a book about our relationship with grief so that I might shine a light on your path and help you find what you need – your navigational companion on life’s inevitable yet thoroughly unpredictable, unwanted and uncertain adventure.


What is grief?


Before you begin, to get you started it’s important that I share with you some of the perspective I have gained through this writing process. What do you think grief is? If you closed your eyes and imagined a picture of grief, what would it look like? Is it the grim reaper? A black cloud? An aggressive-looking monster?


We feel like a victim of grief sometimes. We wish it would leave us alone, let us get on with our day without dictating our weary emotions and making us cry or feel profoundly sad. Why can’t we grieve at our own pace, in our own time? Why does it have to be so engulfing and downright inconvenient? We see grief as the enemy, the reason everything is up in the air, meaning we can’t think straight or see any further than what we’re doing right now.


Now let me just ask you, what would happen if grief didn’t exist? If we didn’t look back, because it didn’t hurt to see people die? What would remind us to think of that person? Would we need to set alarms on our calendar to remember them? If grief didn’t exist, how would that impact on how close we got to people, seeing as it didn’t emotionally come at a cost when they died? How would we show how valuable they were to us in life and after their life had ended?


I’m not trying to tell you how you should feel about grief; my main intention is to get you thinking about it. As you read through the chapters of this book, you will gain so much perspective, insight that will challenge what you know about loss, so it would be useful for you to keep a journal throughout each chapter, so you can record and re-use the subtle differences to the way that you think.


Here’s how I see grief


I see him as a man called Jeffrey, Jeffrey Grief. A short, quiet, rose-cheeked and inconspicuous middle-aged man with a little moustache, wearing braces, a pin-stripe shirt and a green tie. His trousers have a very strong crease in the front and while he is anything but fashionable he is meticulous in his appearance and wears well-shined shoes with an outfit that never alters.


He strikes me as the kind of guy who probably still lives with his mum, Mrs Grief. He is socially awkward but very into his work. He is a freelancer so he has many clients who require his services. He has no fixed office, which saves him on the overheads, and he personally likes the fact that he can work remotely, contacting his clients any place at any time.


He doesn’t take a day off, he is never late and never bends the rules. His attention to detail is staggering and his thorough approach has won him many efficiency-in-the-workplace awards, which he keeps on a shelf in his bedroom, at his mum’s.


His role at work is to tap you, his employer, on the shoulder. His job is to remind you of the person who has died. He doesn’t take it personally when you curse his existence; he knows it’s part of the job and that one day you’ll have a much more amicable working relationship.


Within that working relationship he guides his clients expertly through a series of thoughts and emotions that are absolutely necessary to their overall well-being. He holds their hands through a lot of rough times, and sure, he is the one who triggers the thought that brings about the feelings, but he is a professional and always stays around long enough to ensure that his client has got exactly what they need from it.


If his job is going well, the time he spends with that client reduces until the client has accepted their working relationship and has even started to invite Jeffrey into their home and on outings, particularly on special occasions. 


Mr Grief always feels happy knowing his work is appreciated by his client but he never goes beyond the protocol and maintains a dignified distance. This is business, not personal, you see. There comes a time when Jeffrey shakes hands with his client and leaves them with their memories. He sends cards and the odd email from time to time, just to ensure that relationship is never forgotten, but the end of one client’s journey heralds the beginning of another’s.


Jeffrey loves the variation in his clients, remarking that ‘You never really know what you’re going to get.’ Some clients learn that they have to work with him a lot sooner than others; either way, he loves the challenge.


Some clients make a very bad habit of running from him, but little do they know, he won the Sussex School Inter-district Cross- country Championship five years in a row. Although he’s in his early forties, Jeffrey is one of those wiry-looking runners who don’t look fit, but boy does he have an engine on him!


He is a regular attendant at the Hove Park Run, for which he regularly chalks up 5k in a time of 16 minutes and 38 seconds. Very competitive! There really is no hope of outwitting or outmanoeuvring this fellow, so until his clients realise this he just sees it as extra fitness for him.


Jeffrey once had a date through Plenty of Fish and on his profile he put that his biggest quality was his patience. He needed to have lots – living with his mother wasn’t easy and also many of his clients were very skilled at denying his existence. 


Work policy states that although he can tap someone on the shoulder an unlimited number of times every day, a tap on the shoulder is all that he can administer, so if that isn’t enough to grab their attention he simply has to persist, over and over again, until he is acknowledged.


Jeffrey also added on his application that he liked playing Scrabble, baking cakes and collects rare birds’ eggs as his listed hobbies. Grief isn’t really scary in this context, is he? Just a guy doing his job. I could carry on the description forever, but for the sake of your sanity and before you change your mind about reading the rest of this book, I’ll leave it there.


The point of sharing my elaborate metaphor for the actual role that grief plays in our life is that reducing something that we could potentially be scared of to something that we understand and do not fear is of great benefit.


We can’t understand something that we are not willing to observe, and only those who face grief, whatever shape and size it is for you, can actually start to understand what it looks like and how it works. Scary as it might be, you wouldn’t walk down a dark alley with your eyes closed, would you? Well, the same applies to grief. You’d be taking a common yet unnecessary risk by refusing to watch where you were going.


The biggest lie we are told in grief


There’s no better place to start this book than by tackling the biggest misconception I hear in grief. So often people are told to ‘be strong’, a phrase or decision that can be taken two ways. Sadly, the typical interpretation of what it is to be strong in grief is the complete opposite to the actual truth.


The root of this sentiment – being strong in the face of adversity – may well have become popular since it chimed with what our parents or grandparents experienced in their childhoods during and after the Second World War. In the forties and fifties there were so many imminent dangers to actual life and real concerns about keeping safe, or worrying about loved ones fighting for the country, that you had to set aside what could be seen as ‘petty or selfish worries’ when so much physical suffering was going on around you. These ingrained sensibilities may well have contributed to the repression of some of our true feelings. 


I’m always interested to know what my clients think strength is in the context of suffering or grief – ‘Putting everyone else first, keeping it together, carrying on’ would represent a typical response, often followed by a list of reasons they felt they had to stay strong. One client told me: ‘My younger sister needs me, she lost her husband. I have to be strong for my mum because I don’t want to add to her problems. I’ve got two teenagers who are going through a tough time and I can’t crumble in front of them.’ Like many of us, she had compiled a long list of reasons not to grieve openly.


Weakness in the face of suffering or grief can often be perceived as crying, burdening others or not getting as much done because you’re too upset. And if you do allow yourself to be weak? Some feel that they would ‘probably sob all day’. Another suggestion is that you might store your unspent tears in boxes that you can’t open because you’re scared it will flood out and you will drown in them.


Boxing up your tears or emotions is never helpful in the long run, and if you find yourself doing this or something similar you will be in danger of storing up so many boxes that you will risk damaging your health and mental well-being. Piling new boxes on top of existing ones doesn’t mean the tears in the older boxes aren’t still there. 


Your family can all see that you’re boxing things up and it’s only really you who thinks it’s a secret. Your partner and family won’t think it’s a secret because they have to deal with the floods of tears when you break down at night. The kids know you have boxes whenever they see how stressed they make you. Some secret!


By ‘being strong’ you may be reducing your ability to support your family effectively. In harbouring such a stack of negativity and sadness, the boxes will inevitably fall over, spilling all the contents everywhere. Which your family, who you’re trying to protect in the first place, will have to mop up.


Suppressing all your emotions is perceived by some as the strong thing to do. But it isn’t, and nowadays we recognise that sharing our feelings and distress is a sign of strength. Of course we have the right to hold on to our baggage, or boxes created by the suppression of grief. There is, however, another option, and it is better to give the contents of those boxes to the ‘charity shop’ than it is to hang on to them all in storage, which is very costly. (Yes, we are still talking about emotional baggage!)


If you ‘hoard’ grief, one day you will not be able to move. Every room and available space in your front and back garden will be occupied with ‘worthless toot’. Instead, keep your memories in the loft and on your walls, put your emotions out with the trash once a week, and see how they’re recycled into the fuel that inspires an honest journey through grief. Can you picture your house of grief? Is it clean and tidy, or cluttered and unkept?


Strength is allowing yourself to be vulnerable, to be real and to answer honestly any questions you are posed on a daily basis on your emotional state. To be able to live in the moment, no matter how unappealing that truth is, is to show great courage and kindness to yourself. Even if your physical appearance may suggest you are going through tremendous stress, tiredness and great upset, that’s exactly how we should feel after a big loss, isn’t it? Grief is meant to hurt. It would be unrealistic to expect anything else. That’s the overriding point here. If you continue fostering an outdated approach by hiding the reality, keeping it all locked away, showing the world a very different story to the emotional rollercoaster rocketing around within you, you are being weak. Strength is the ability to do what’s best for you, to allow what is natural and to keep expressing your emotions, no matter how ugly, challenging or desperate that becomes. 


This is the guide that nobody wants but that everybody needs. I hope – in some small way – it helps you.










1


The Worst News Imaginable


A terminal prognosis.


There is no right or wrong way to react when you are told your illness is too advanced to cure and there will be different responses for different people. For most, however, this is unbelievable, shocking news. Even if you knew there was an outside chance it might happen, hearing it from your doctor will be devastating.


You may fall silent. You may not be able to believe what you’re hearing and not know what to say or do. You may start to cry and feel as though you won’t be able to stop. You may feel numb, as though you have no emotion. You may become very irate and scared.


The likely questions that will rush through your mind are:


Why me?


Have I done something to deserve this?


Why can’t you find a treatment to help me?


It is natural to feel desperate, upset, angry or disbelieving. Be sure to give yourself the time and space to take in what is happening. You might want to be on your own. Or you may need to spend time with your partner, family or friends to help you deal with the news; and then, of course, there is the matter of how you break it to others, given that you hardly want to accept it yourself.


When you do find the words for others they will also be very upset and feel that they don’t know what to say. Even if all you can do at first is get upset together, that can be a huge help. There really are no words at this point, just feeling.


If you don’t feel like talking straight away, don’t. Just let the people around you know that’s what you need. However, you shouldn’t push your emotions aside completely. It’s always better to express how you feel and allow your emotions to come to the surface – even if that is uncomfortable and hard to cope with. Has my body let me down? Have I let my body down? What if I hadn’t been so careless with my health? But I’ve always taken such good care of myself. We look for a logical reason, a ‘thing’ to blame our life sentence on. Sometimes a lack of an explanation makes it worse. Questions everywhere and very little by way of a solid answer. I’d always assumed life ends when you’re old. Suddenly we imagine what it feels like to die. I begrudge the thought even entering my mind. Is it worse to know we’re going to die or to realise we haven’t sufficiently lived? How silly do we feel for assuming life was a ‘given’?
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Breaking the News


Telling family and friends will be a particularly daunting task; in fact it will be the hardest sentence you’ll ever have had to deliver. If you don’t give your loved ones the benefit of your new reality, then they won’t be able to start adjusting to the facts. The pain of finding out will never compare to the pain of losing you. One you can keep from them until you’re ready; the latter is quite uncontainable. The truth and facts are not pleasant, but it’s the reality, so let them have that at least.


I very clearly remember the conversation that I had with Jade in the Royal Marsden. She didn’t want to tell the boys, who were four and five at the time, that she would now definitely be saying goodbye to them at some near point. We had told them a story up until then that Mummy might have to go to heaven because of how ill she felt, but that she was doing everything she could to feel better.


In that period there was still hope for the children and they were always very eager to know if Mummy was going to be OK, when Mummy would be coming home, etc. When she received the final prognosis and knew she was going to die, we had to discuss when the right time to tell them would be.


She knew she had to do it because she wanted them to know the truth. They needed to adjust to what their soon-to-be sabotaged future held and they needed to be able to ask all of the questions that would infest their poor minds on learning about the tragic news.


She decided the time had to be now. I brought them into the room and at her request left them in privacy, waiting silently outside the door. She bravely told them the story that we had agreed was best for them to hear – that God wanted Mummy to be an angel and that soon he would send for her and she would become a big, bright star that they would be able to see in the sky on its way to heaven. It’s heartbreaking that she had to say goodbye to her young children – or that anyone ever needs to do the same – and the thought of that conversation always reduces me to tears. Our poor boys, poor Jade.


They soon burst out of the room and continued to play with the toys in the waiting area, almost as though they hadn’t heard anything. It wasn’t the reaction I was expecting – there were no tears – and I realise now, of course, that they were simply in shock, refusing to acknowledge the devastating piece of information that Mummy had just given them. Why would they?


I had to ask them if they had understood what Mummy had told them just so they didn’t completely suppress the moment, but they didn’t want to deal with it and all I could do was hold them as tight as I could and tell them that I would always be there for them. It wasn’t until later that evening, when we returned to Glasgow to rejoin the X Factor tour that I was hosting, that the questions began.


Knowing the truth meant that they could spend the following six weeks venting their disapproval, resenting the cancer that was going to take their mummy away. We talked at length about where she was going, what she would be doing and how she would get all of her hair back and be able to wear all her nice dresses. It never took the pain and apprehension away, but it gave them answers.


When Jade died on 22 March 2009, I broke the news to them that evening after taking a few hours to compose myself. They weren’t with her when she died. We had been on the tour up until that point, keeping busy, benefitting from the safety that the tour bubble afforded us, being around lots of caring and considerate individuals who wrapped us up in their warmth. As soon as I woke up that morning I knew; a look at my phone confirmed it – lots of missed calls and messages telling me what had happened. I immediately booked flights for us to return home. Jade and I had agreed that it would be better for the boys this way. We didn’t feel that they should be present leading up to the moment she died. They had said goodbye and they had been waiting for me to confirm days later that she was finally on her way to heaven.


While travelling back I thought about telling them. It was going to be an impossible task and I had no idea of the words to use. Just before sitting them down, I walked out into the garden for some air and to my complete surprise there she was, one solitary shining star in the clear night sky.


I walked the boys outside and there were few words required – they knew who the star was and we sat gazing up at her for a while before blowing kisses and getting into bed to face the unknown together.


Feelings you may have when you are the one receiving the diagnosis


My experiences aside, over the first few days, you can go through a range of emotions. They may change very quickly and sometimes you might feel numb or as though you’re having some kind of out-of-body experience.


Some people describe how they felt very calm and detached when they were first told they didn’t have long to live. That’s adrenalin kicking in and it gives us short, sharp clarity but it runs out eventually and leaves us to deal with the emotions it was masking.


At different times, you will probably feel shock, anger and sadness. These emotions can feel overwhelming. This news will mean that you can’t plan your future in the way you had hoped. Dying may mean leaving behind a partner, children and other important people in your life. You may wonder how they will cope and not want to see them upset, and feelings of guilt can arise as a consequence.


You may find it difficult to look around and see life going on as normal for most people. It can feel very strange to watch others appearing carefree or complaining about things that you, with your new perspective on the value of life, may find hard to hear.


Coping with this rollercoaster of feelings can be absolutely exhausting. You may feel as if you are stuck under a huge black cloud and that there is no point in doing anything.


Most people will have some or all of these emotions. This usually changes gradually. Many people say that the intensity and distress lessens in time. This doesn’t mean that you stop worrying or feeling upset. But the feelings get more bearable. You will most likely be able to think about your situation a little more calmly and plan what you want to do.


Sharing your emotions


Sharing your fears and sadness with people you love and trust is vital, because talking about your feelings helps you to cope. It also helps your friends and family to understand more about your situation. In turn, this will help them to assist and support you.


Working on the assumptions of what others want you to do and feel, or others assuming what you might not want to talk about, does nothing to help the situation. Clear communication of fears, struggles, complications and desires means you’re all on the same page and no time or effort is wasted on ‘guessing’ how everyone feels.


However, some people find sharing their thoughts and emotions too difficult, and would rather keep things to themselves. It is important to do whatever feels best for you. Whether we choose to do what’s for the best or what feels easiest is up to us, and usually we slide from one to the other.


That said, this needs to happen in your own time, so don’t let other people pressure you into talking straight away if you don’t feel ready. This is a very personal, emotional time. You can choose how you handle things. If you would like to talk, make sure you choose people you can talk to easily, who will understand how you feel and be able to support you. If, after a while, you still feel overwhelmed and that you can’t cope, try speaking to someone outside your immediate family and friends, someone with no connection whatsoever.


Some perspective


Throughout my personal experience of having four relatives go through the process of learning they will die and seeing a number of clients in various stages of their diagnosis, one thing becomes abundantly obvious: some of the most alive people in our society are somewhat surprisingly those who have been given a length of time to live. This also gives an interesting perspective on what it means to be ‘alive’ and in contrast what ‘dying’ actually means too.


Is it a moment or a process? Are we alive right up to the second that we make our transition or do you consider yourself dying when you receive a terminal prognosis? I think we’re all dying if you consider we are nearer our death each passing moment of our lives.


Some have a tendency to take a term given by doctors very literally, and sadly exhaust or reduce their efforts immediately, but others take it as a challenge, creating an act of defiance that gives a life new purpose and, very often, more time.


Something that really jumps out is how significant our mindset is to our chances of a prolonged life, if that’s what we want.
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Four Women


An Introduction


Mary, Heidi, Dawn and Andrea: four women of different ages who shared their experiences with me. I was able to explore a range of issues with them, and their thoughtful responses to my questions are given in the following chapters. Here is a quick introduction to them.


Mary Turner, aged 68. Diagnosed with ovarian cancer in March 2011, leading to a terminal diagnosis in April 2014 when she was given eighteen months to live. Mary gave me her interview two years and seven months after that date and remained positive and upbeat until the moment she confidently told her family she was ‘going’ on 12 April 2017.


Heidi Loughlin, aged 34, mother of two beautiful boys, Tait, age 2 and Noah, age three. Heidi initially mistook inflammatory breast cancer for mastitis in September 2015 while pregnant with her daughter Alley Louise, who sadly died from a bleed on the brain eight days after birth. Inflammatory breast cancer is rare – only 500 women in the UK currently have it. IBC differs from other types of breast cancer in its symptoms, outlook and treatment. Symptoms include breast swelling, redness of the skin and pitting or ridging of the skin of the breast so that it may have a texture like orange peel. Heidi was given a term of two and a half years from September 2016, after starting the drug Kadcyla.


Dawn Sharpe, aged 50, mother of two, Jaimie, 29 and Conor, 21. Diagnosed with cancer in 2004, told she was terminal in 2009 and given two years to live. Eight years later Dawn has been nicknamed ‘the miracle’ by her doctors.


Aundrea Bannatyne, aged 42. Single mother of two boys, Jack, 14 and James, 10. Diagnosed with pancreatic cancer on 13 July 2016 and given a prognosis four weeks later of six to twelve months’ life expectancy.


A terminal illness is a disease that cannot be cured or adequately treated and that is reasonably expected to result in the death of the patient within a short period of time. This term is more commonly used for progressive diseases such as cancer or advanced heart disease.


Irrespective of its literal or medical definitions, some people feel that the title isn’t a true reflection of their current reality, refusing to be defined this way and preferring to use different language to describe themselves.


What does your terminal diagnosis mean to you?


Heidi: ‘I understand the need to describe the fact that we have a “term” to see out, but isn’t that true for all of us, ill or not? I’m alive and will be right up until these drugs I’m on stop working and there aren’t any others to replace them.’


Regardless of your attitude towards the terminology, having a life-limiting illness such as cancer can also be a catalyst for the most inspirational behaviour. It has always struck me that in the face of death, those who have learned of their imminent fate often suddenly burst into life – the very opposite of what those around them might have expected or be comfortable seeing.


Heidi: ‘I’ve never been more alive than I am today. It’s the most refreshing perspective on all the things that matter. It’s given me the tools to appreciate and respect the things that are not worth worrying about.’


There is a lot to do in terms of concluding personal affairs and arranging other people’s futures. Preparation for all involved can follow a similar path, although there is a huge difference between the person who is in a place of acceptance of their fate and the one who is absolutely refusing to accept the outcome. As Mary Turner, my first interviewee for the book, professed: ‘At a point, it becomes less about the person who is leaving and more about those that are being left behind.’


That was just one statement of true acceptance and courage of the many that Mary and my other kind contributors offered in conversation about the key considerations in preparation for death.


If you’re enduring a diagnosis with a term and feel like you have a reasonable level of acceptance, then the areas below may steer you in the right direction or at least start prompting you to ask yourself and others the right questions.


Alternatively, you may feel this is all too painful to face, or, like Aundrea Bannatyne, you simply do not accept the prognosis: ‘I loathe the words “terminal diagnosis”. They don’t know me, they’ve literally written me off and told me to go home and make memories, but I’m too headstrong and too determined. Right now I’m only taking two paracetamol a day for the pain and I’m proving them wrong already.’


How did you break the news to loved ones?


There’s no right or wrong here but it’s a tough secret to keep, so while you might feel like you would be protecting your loved ones by not telling them, what you are actually doing is restricting their chance to make the very most of the time they have left with you. Time is precious as you know, so don’t waste any.


Mary: ‘I told my daughter in the car park of a golf club and she ran off crying. It was hard for her to accept at the time.’


Heidi: ‘I got the news while I was sat next to my husband and we were just broken together. He’s a rock, though.’


Dawn: ‘I got the news on my son’s seventeenth birthday. I desperately didn’t want to ruin it for him but when I got home, he just knew.’


Aundrea: ‘When I told the boys I sat them down and said that I had a tiny bit of cancer in me. I explained that it was nowhere near as big as James’s (Aundrea’s son who battled cancer successfully as a young child) and that he was only a baby and he beat it. I told them that I was much bigger and stronger so I would fight as hard as I could. My dad told my mum, as I couldn’t face telling her as I knew she would go to pieces.’


What are the scariest thoughts you have?


Negative thoughts induced by fear are undoubtedly natural for those with a terminal diagnosis, but it’s what you do with those thoughts that really matters.


Heidi: ‘From the moment I was diagnosed I’ve hated the thought of saying goodbye to the boys. I can see it in my head. It’ll be in a hospice, the boys will walk in and I won’t know if it’s the last time I’ll ever see them. I’ll try and have this heartfelt conversation with them and one of them will have a tantrum and then them leaving and not knowing if that’s it. It plays out in my mind every day, usually at night. I try and distract myself to get it out of my head and then remind myself there’s a long way to go yet.’


Mary: ‘Sometimes I wake up in the middle of the night and start thinking about my husband moving on; even though I accept that and I don’t want him to be lonely, it can start feeling like he is cheating on me because the thoughts seem so real! I have a daughter in the States, so I go on Facebook and just start having a conversation with her, then the thoughts drift away.’


Dawn: ‘Not seeing the boys grow, not seeing the grandkids grow. Not being able to communicate at the end. I know the pain will be managed but I want to be “with it” at the end. I don’t think I know how to get rid of these thoughts, it’s always there, but you have to get on with your life and try not to let what you are feeling impact the people around you. I think that’s why I’m always upbeat, as I don’t want my life to have a negative impact on people’s lives, I don’t want them to be sad or feel sorry for me. I’m always thinking about the memories that I’m leaving behind, and I don’t want them to be sad; I want fun memories that will maybe help my family if they ever have to face something like this again. I pray they don’t, but it could happen to anyone.’


Aundrea: ‘Scariest thoughts . . . me dying and how my boys will cope without me. Them growing up and I’m not there to look out for them. Knowing my parents would never get over it. I worry that my mum will have a breakdown.’
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Adjustment and Acceptance


Adjustment to a terminal prognosis


There seem to be two categories that an individual with a term may at first fall into: someone who accepts the prognosis and the term they have been told to expect and another who simply doesn’t or cannot. Which camp are you in and are there any benefits in that for you?


Why adjust?


There are two schools of thought here. It really just depends on a number of variables, such as the stage of the illness at diagnosis, your attitude towards your illness, your strength and determination, your experiences in life, influences and support around you and, most importantly, the motivations you have for going on.


Those who feel partially or fully responsible for their illness (for example, lung cancer in frequent smokers) may be more inclined to accept their term than someone who feels that they have no reason to have been struck with any ill health.


If you feel like you probably deserve the illness through choices you have made throughout your life, then this may lead you to a different type of acceptance, ‘because I deserve it’. I’m not sure anyone particularly deserves an illness of such devastating capabilities, but the specific mindset may be that ‘I have treated my body badly, therefore given the risks, it doesn’t come as a great surprise that I’m now ill.’


An older person who has lived a full and satisfying life may also be more accepting of their prognosis because they may think, ‘If I was ever going to get something terminal, it’s better that it waited until I’d seen a respectable amount of life.’ Again this depends on the individual and their attitude towards their reality and their expectations of life.


What do I get from adjustment?


Time to prepare. Those who refuse to accept run the risk of running out of precious time – time that could have been spent preparing their families, themselves, their finances, their belongings, maximising the memories they’re leaving behind that become tools for a more manageable experience of loss. For one person, time spent refusing to acknowledge the prognosis is time wasted; for another it is time spent being positive, attempting to extend life, daring to defy the odds and dreaming of a miracle. There is no right or wrong, only the instinct that comes naturally to you. I believe the way you are coping with your prognosis was preconditioned by your experiences in life long before you knew of any ill health, but there are no rules against changing your mind if something you’ve spoken of or read about makes sense to you. Ultimately, it’s your time to do what you want with, ensuring that what you are doing is for the right reasons.


Personalising the details


You can exercise ‘choice’ in many ways and decide the arrangements for your final moments and beyond by arranging the funeral and celebration of life afterwards. Family members take comfort in your being in control because it eliminates the stress of getting it wrong for them.


You can be more purposeful in the memories you leave behind, making events for family and friends, given the likelihood that you will be in better health closer to the beginning of your term. You have more time to plan and more time to enjoy those significant moments knowing the value of them to everyone around you.


I also believe the period of acceptance, whether it comes to you straight away or not, grants you the ability to focus on your quality of life. You may have two years doing all of the above, feeling a large element of control in the process and doing things on your terms. Alternatively, you may have four years of fighting, prolonging a life with a purpose to fight, defy, push and refuse only to submit in the end.


The Negatives of Acceptance


The Unknown


How will you know what you could have achieved if you had battled the news for longer? In contrast to the above, you could be given a prognosis of two years and with a fighting spirit, live for ten. I think it’s one thing accepting and adjusting to the presence of the illness and that it may one day catch up with you, but another thing to accept the length of term. To accept the dates is to assume that doctors get the timing right every time, and I don’t think that is the case.


Demotivation


Having the mindset that ‘I’m going to die’ without allocating any kind of timescale is the most harmful form of acceptance. The worst-case scenario may feel realistic to some, but it’s possible that it could simply diminish your fight and will to live, and any time available may be cut short as a result.


There is a great deal of interest around just what decides how long we can go on for after we have been given a time to live. Is it our mental strength, the existence of strong motivating factors such as reaching anniversaries, seeing a grandchild born or being at a wedding? Is it that our religious or spiritual beliefs make a difference or can we gain time by telling ourselves we must stay alive because there are things we fear will happen to others around us if we don’t?


It’s hard to prove or disprove these theories either way, but what really matters is that we have a reason, a motivation, a goal or a person that gives us the energy, the strength and the belief that we cannot just create or extend time, but that we can enjoy it and achieve many things with the time that we are alive.
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Staring Life in the Face


In the final stages of our lives there are many things we can be doing to ensure that we leave as much of us behind as we possibly can. Some of us are waiting to die but some are too busy living. Whatever it is for you, there is still choice. There are usually other people for us to think about, so how can we help them and continue being ourselves in the process?


Making those final arrangements


Music, hymns, readings . . . Families can really benefit when you choose it all for them, because then they get the satisfaction of knowing it’s exactly what you would have wanted and it avoids your family having to make potentially contentious decisions at a time when they are likely to be in shock or disbelief. That said, relatives may want to put a personal touch to the service too, so it’s important that families know that while you’ve provided the backbone of the ceremony there is always space for them to add to it.


Mary Turner told me: ‘I’m going to be cremated some distance away from the committal, so I’ve arranged for my husband and daughters to go for a walk on our favourite beach and then I’ll come back the next day in a jar. My friend has a boat and my family will go out to sea and scatter my ashes for me. Incidentally, my friend bought a bigger boat a few weeks ago. I called him up and said, “I’m arriving in a jar, not a coffin. You needn’t have bothered!” ’


Heidi Loughlin reluctantly stated: ‘When, if I feel really ill, I might start thinking about it, but until then I just can’t see myself not being here. Everything I’ve ever done has been done with humour so there would need to be some in there on the day.’


Dawn said: ‘I can only go on what I learnt from when Jamie’s dad died, Jamie felt so left out of the arrangement for his dad, and he wanted to arrange everything but the family took over, I saw how important it was to Jamie to do this himself, so I have left little notes and ideas for him and Conor to make my final arrangements. I would hope that it would be funny and not too down, I would like different people to speak for me, I don’t want everything spoken by the priest who doesn’t know me. I would like you Jeff, as my friend, to speak about my cancer journey and how I have dealt with it. So that was me asking you to speak at my funeral.’ (As a good friend of mine, I told Dawn that it would be my privilege.)


After the funeral


In our multicultural society there are many mourning traditions, such as a Jewish shiva, a Muslim family gathering post-funeral, or Hindu tradition where a number of days after the funeral mourners bring food to a relative’s house and have a ceremony to liberate the deceased’s soul to heaven.


More generally, outside religious traditions, people might like to hold a wake, which can happen at a home, a hall or maybe a pub. Family members can gather and drink to the memory of the deceased, celebrate their life by exchanging memories and maybe even having a good dance to their favourite songs. You might like to decide the venue and type of music, and put a few quid behind the bar, or like Mary, you might like to actually have the wake before you say goodbye.


Mary: ‘We’ve had the wake already! Didn’t make sense not being there, I didn’t want to miss out. Everybody had lots of fun and I said a few unofficial goodbyes. If I’m here in another year I’ll have another one.’


Dawn: ‘After the funeral I would like for everyone to have a party, maybe a bit of karaoke, have a few southern comforts on my behalf, lots of lovely food, and remember me for being a bit of a party animal. The idea of a living wake is appealing but not just yet, but it is something to think about. I’m not too sure I could handle my family responses to it, and I’m not too sure I could hold up and keep the smile on my face.’


How and when do you want to be remembered?


When you can tell your family how to feel either generally or for specific occasions, you can actually provide their coping mechanisms with a set of rules and boundaries that make their relationship with grief far more straightforward and permissible. Imagine the difference if, on your birthday, your family know to get together at a particular restaurant where they are to enjoy a nice meal and raise a glass in your memory, because that’s what you requested they do once a year. Jade instructed me to never let the boys forget her. We’ve comfortably ensured that could never be the case, but if she had been a little more specific in her requests I suspect she might have told me to go to Smiths in Ongar with the boys, because it was her favourite restaurant.


Heidi: ‘I want the children to know if they want to cry it’s OK for them to feel sad, but on those special occasions I want my husband to sit down and remind the children how everything I ever did was for them. I want my husband to have a few drinks and I want my mates to get involved in that, have a bit of a party. I don’t want to be responsible for making people feel sad, so I’d like them to have a good story-swapping time and maybe go to the beach, because we go there a lot to eat our sandwiches.’


Now this is an example, of course, but without some kind of direction from you, that anniversary could go by without a get-together and everybody just staying at home feeling very sad because they didn’t have a clear picture of what is acceptable on the day.


Lots of families are obviously very capable of arranging their own celebrations and appreciate the benefit of talking together about the person they all miss, but if you feel like you are going to leave a big gap in the family structure, a little encouragement for their own benefit might go a long way.


Dawn: ‘I would like my family to continue to celebrate my birthday; maybe come and visit me at the grave, as I’m being buried, then to go out and have a meal and a few drinks.


I come from a very large, close-knit family, we have always spent lots of time together and hopefully that will never change. One of my fondest memories will always be dinner at Mum’s, all the brother and sisters’ children, and now grandchildren, sitting around Mum’s big table with more tables added to it so we can all sit together. I ask that every time there is a family gathering, please set a place for me. I will be there.


My children and friends’ family know that I wouldn’t want them to be sad. Always remember me with a smile and a giggle, it’s ok to grieve and it’s ok not to. I want them to live their lives to the fullest, so when their times come they can look back and say “that was one hell of a ride.”’


Other than your goals, what is there still left to do in your life?


Bucket list aside, I want to alert you to the benefits of organisation, because I don’t want there to come a time when you are not as strong as you have been and you suddenly remember there’s something you haven’t taken care of. In the early stages of diagnosis, you may face some kind of feeling of indifference, some shock, maybe even a period of denial, which might take you some time to confront and overcome. The frustrating thing is that it’s in this period that physically you are in the best condition to look at making the choices detailed in this chapter.


Heidi: ‘I use visualisation to imagine myself hitting the milestones, like being there when they start school. A lot of people in cancer-land don’t allow themselves to see any further than six months ahead and while I can hugely relate to that, you’ve got to get on with life in the best way possible. When I take Noah to his first day at primary school next year I know I’ll be a mess because at one point it was suggested I might not get that far. You’ve just got to aim big and what will be will be.’


What happens if you don’t get all of the life admin tied up? Your family have to do it. There is usually one among the group who naturally elects themselves to take care of the finances, bills and other responsibilities, and there are professionals that can be hired if there isn’t such a person. Don’t feel like if you don’t get to that stage everyone is going to suffer, because let’s face it, the inconvenience of closing an account pales into insignificance, compared to the feelings they are about to encounter when you pass on.


The main benefit of being organised is to gain the feeling of control. In illness, which can be an out- of-control situation, you may take great strength from making decisions while and where you can. It’s also a way to maintain a healthy mind when your physical health is in question and, as many people believe, a healthy mind can make a positive difference. If your mental health has been affected then you might like to share control of your personal details and arrangements with a trusted member of your family so you have the peace of mind that the vital information has been passed on while you are in good health.


Mary: ‘I’m lucky that I’m older. I’ve done a lot of research and there’s so much to learn about dying. Did you know they close your bank account down on confirmation of your death? I want to be organised so I know it will make things easier for my husband Phil. He’ll have less to do, so he and the girls can go away for a few weeks after the event and just concentrate on themselves instead of paperwork.’


How do you want to be supported after your life-limiting prognosis?


Heidi: ‘I don’t want to be mollycoddled. I just want to be treated normal unless the treatment has made me feel like crap, in which case I want to be given a sick bowl and made a cup of tea. It’s people that I don’t see very often that are different around me. It’s annoying being around people that are uncomfortable around me. They just ask me the same old questions and it gets really boring. I just want to have a laugh.’


Aundrea Bannatyne: ‘I surround myself with positive people. I avoid negativity at all costs to protect my mindset.’


Where do you want to go after you die?


This one is completely down to your own interpretation and will depend upon your religious, spiritual or individual views. Whatever brings you comfort is all that matters.


Mary: ‘I’d like to see my mum and dad and I have a feeling I will be born again.’


Heidi: ‘I like to think there is “somewhere” that we go. I think there has got to be more, otherwise what’s the point? I like the idea that I’ll be reunited with my daughter again.’


What do you want to come back as?


Imagining a life after death can bring comfort to those enduring their last days; it can also provide the family with a few priceless laughs in a pretty humourless time. When you are no longer here in body, your family can look out for you and gain comfort from questioning if that butterfly or robin perhaps is you. You don’t, obviously, have to believe in reincarnation, but I definitely feel like I’ve been here before – maybe you do too?


Mary: ‘I want to come back as a builder or an architect. I’d like to still be a Mary too.’


Heidi: ‘I used to like the idea but now I don’t because it might mean that I won’t meet my daughter again, unless you think that all souls congregate together through the generations.’


This is a challenging time, so how do you feel about it? Do you take with you any regrets?


It’s hard to accept the reality of the fact you may not be here forever, and it’s even harder to accept when you feel there is so much you haven’t done. There are two types of regret: for the things you’ve done and the things you won’t get round to doing. By splitting our regrets in half we can see that the things we haven’t achieved are out of our control, which makes them less of a focus.


We can, however, do something about any regrets for the past. If you really want to set yourself free, you can divide that list into two separate columns – people to forgive and people to apologise to – and it goes without saying that if you can take that list and cross each name – or as many as you comfortably can – off after a phone call, letter or text, your feeling of peace is going to multiply.


Your actions would create a very powerful and positive ripple when you do this, but if there are one or two you can’t forgive, the exercise of having achieved at least some of the names on the list will still have moved you forwards in your pursuit of an emotional unburdening.


What is the biggest mistake you’ve made since your diagnosis?


When faced with the most traumatic news – that life will end prematurely – everything we do afterwards can be under extreme stress and sadness, so it’s likely we would look back at those early stages after the news feeling like we could have handled one or two things differently.


Heidi: ‘I’ve done some media because of the rareness of the type of cancer I have, and I read some nasty comments about me online, and the biggest mistake is letting those people get under my skin. Because what they said reaffirmed the doubt I have in myself.’


Mary: ‘I was looking at some sandals shortly after I was told I had eighteen months and I told myself, what’s the point of buying anything now? After thinking about it later on that day I was like, “Hold on! I’m still here!” You can’t deny yourself the right to carry on living right up until the end. I went back and bought the sandals and I wear them all the time.’


With life-limiting illnesses, how will you know when it’s the right time to go? Is it a date? A number? A feeling? An event?


My grandad Charlie Faldo died in February 2016 and he waited until my brother Lee, his grandson, came back from being on a submarine for three months. When Lee had visited the hospice, he let himself go. There is arguably an element of control we hang on to in deciding which exact day, hour or minute that is.


Those battling a life-limiting illness can gain great comfort in reaching a certain point or milestone and then granting themselves permission to set boundaries around how and when this is to be. Many people I’ve spoken to prefer to go peacefully in their sleep.


Mary: ‘For me it’s a quality of life. When I’m stuck in bed doped up on morphine, that’s my time.’


JB: ‘What if others ask you to hang in there?’


Mary: ‘I’ve asked them not to.’


Heidi: ‘I don’t think at the age of thirty-four that any time in the next twenty years is acceptable for me. If I had to, I’d say when my first grandchild is born. I’ve been given a guideline that statistically shows that I’ve got two and a half years left.’


Deciding for yourself what that right time looks like is the very epitome of taking control in an ultimately uncontrollable scenario. It’s a personal decision that you may need to ask your family to respect, because although you may be ready, they might have other ideas.


What can’t you do that you wish you could have?


A cruel question to ask someone in their final phase of life? Not if you consider the closeness your family can generate by going there or doing it on your behalf – this one’s for you, Mum! Let your family know something you always wished you could have done and they’ll do it for you to great satisfaction for all involved. If you do not have close relatives or friends, you should focus on what you did achieve in your life, the places you went and the experiences you collected along the way.


Mary: ‘I was really keen to go to the Maldives but we didn’t quite make it. I feel really lucky that that is the only thing I don’t feel like I got round to doing with my life.’


Heidi: ‘I really want to go to America for a six-week trip that we had planned before I got ill, but no fucker will insure me to go there now. I really hate that I can’t go there now. I also really wanted a tattoo of my daughter’s butterfly but I can’t have one because of the risk of infection. I also wanted to tattoo my eyebrows on because drawing them on every day is doing my head in!’


What to do for others: making it less excruciating for those you’re leaving


Here are some examples of how our inspirational contributors have ensured their memory will live on in a number of ways.


In memories


Many of us make a bucket list that creates purposeful memories that provide places, objects and moments of comfort for those we leave behind. For example, a family picnic at your favourite beach, park or lake will make that particular spot priceless to those you share the moment with, or a trip to a clay pottery that put your hands next to your children’s to create a physical memory that will allow them to feel like they can almost put their hand in yours for the rest of their lives.


Heidi: ‘Because of my blog “Storm In A Tit Cup” I’ve had lots of people giving me great ideas, like a book called “Tell me all about Mum”. It’s got sections like “What was your favourite music when you were a teenager?” so they will be able to remember the little facts about me that might usually be forgotten. I’m also giving them memory boxes that all of my friends are writing letters to contribute to so they can keep my memories alive.’


In still and moving images


In the age of social media we’re not lacking in pictures or videos, but beyond putting photos in frames and gifting them, you could arrange a photo shoot with the family in a location you love, to create a double whammy of positive memory material.


Heidi: ‘I’m making a photo album and I filmed a documentary called Extraordinary Pregnancies, so that’s great for them to look back on, but I also film a lot of myself on the camcorder, just normal stuff, keeping a video diary, talking to the camera so they can see my mannerisms and hear my voice, because that’s the kind of thing a photo doesn’t get.’


In keepsakes


We need to eliminate the possibilities of misinterpretation, the very catalyst of the family feud, the time-honoured art of falling out over the wishes and belongings of the dearly departed. If you deem it appropriate you could just give keepsakes to people before you die. I think it might make the item even more valued, although I understand the apprehension some might have that once all your bits are given out it may feel like you’re bringing the date forward.


If you were ever going to take a minuscule positive out of knowing roughly how much time you have left, this would be the gift of time, some being better than none, as many bereaved people will acknowledge.


Heidi: ‘We do a lot of scavenging on our local beach, so it’s the pieces of glass that have been rounded and worn down over time to look like precious stones that’ll probably really mean something to my kids, because we were doing something we all love together when we found them. I will see that they are given to them when they are ready, because it wouldn’t make any sense to them at the ages they’re at now.’


I do hope Mary Turner ensures that the family continue to play the board game I noticed on her coffee table the day we spoke. The game was appropriately entitled ‘Stay Alive’. She assured me it wasn’t a tongue-in-cheek attempt at making light of the subject with good humour, but I don’t believe her.


In words


Possibly the most powerful way to stay present in the hearts and minds of those you love is to leave something that echoes how you feel long after your death. A precious letter that timelessly encapsulates your feelings towards another can be nothing short of medicinal in its qualities and it doesn’t lose its potency when its words are consumed again and again.


Writing letters to loved ones may feel too emotional to bear, so choose the right time, but if you can, just imagine the power of a letter that can be read a thousand times. You could even scent it with your favourite perfume or aftershave to really carry that memory through the senses of those you are leaving.


Heidi: ‘I’ve been writing “Letters to open when . . .” For example, when you start school, when you turn eighteen, when you have your first child. I fill them out and date them so the kids can read them when I’m gone. I got them on eBay.’


Audio


If you don’t like the idea of filming yourself and writing, and potentially don’t have the energy, grab a smartphone – if you don’t have one you can almost guarantee a family member will – and use the microphone app to create a few messages for loved ones. Dictaphones are readily available from electrical retailers or online and are obviously made for that kind of thing. The comfort that hearing your voice will bring to those you love, for years to come, shouldn’t be underestimated.


With permission


In grief, people tie themselves in knots questioning their behaviour: ‘Is it OK to sell the house? Is it OK to move the children out of the school they are in? What would my dearly departed have wanted?’ These are just a couple of examples of the occasions when people will wish that they could just call you for your direction and clarification on something.


You can set people free from their feelings of self-doubt, guilt and blame by simply encouraging them to always do what they think is best when you are gone. Equally, if you have some firm but fair stipulations for matters in your absence, be very clear about your communication of the details so there is no cause for misinterpretation and family division. But remember they must be realistic requests or your words may act as counter-productive shackles that don’t allow a family or loved one to move forwards with their lives independently of their grief.


Heidi: ‘Life is short. If you want to travel the world for ten years, do it! Do whatever you want, whatever makes you happy. I wouldn’t have said this before but actually this has taught me that telling your kids what they must and mustn’t do is absolute bullshit. I wouldn’t want them to ride motorbikes or smoke, but that’s normal mum stuff.’


Mary: ‘I want my husband to be happy and I don’t want him to be on his own. I just hope that I don’t come back in spirit in a way that means I can see it all!’


Typical of a strong character like Mary to give her husband permission through humour. It’s not her decision to make, but her accepting words will indeed allow her husband to make choices for himself in the future, free from the guilt induced by the constant feeling of wrongdoing by Mary’s standards.


Heidi: ‘I’m honestly too alive to even think about giving him permission to move on, but maybe I will later. I really don’t want somebody else to raise my children and I’d also prefer that my husband continued to bring our children up in the same area because of all the people we have here.’


Where do the children in the family think you’re going?


Heidi: ‘My two-year-old is too young to understand, but over the years we’ll probably drip-feed something about heaven into his mind. My three-year-old understands a little more because we lost his baby sister at only eight days old, a year ago. We’re very clear on the words that we use. We won’t ever say “going to sleep” because it might give them a complex on going to bed. “Death and dying” sounds so harsh, but it’s very definite and they need that.’


If there are young children, grandchildren, nieces and nephews, godchildren and neighbouring children who see you regularly, creating a story that is helpful to their comprehension of the facts is a delicate yet important factor to consider. What is right for the age and level of understanding your child has is up to you to decide. Children are very perceptive and are completely in tune with their parents’ emotional state, so it would be a shame for parents to try to deny the need to broach the questions and fears of the young.


Naturally the children will grow up and their understanding of death will mature, but don’t ever worry about a child feeling they have been lied to in years to come because a story was given for their own good or because maybe that was the belief of the individual passing that things would be that way in the afterlife.


The general idea is that if it comforts you it comforts them, but please take note of two key considerations. Firstly, the story you tell should be maintained before, during and after death, with the consistency required to make it a comforting belief for the child. The story may be religious, spiritual or complete fantasy. If the details are consistent throughout, they’ll accept it.


Secondly, children are not great at verbalising the confusion and sadness they experience in loss, so we should give them regular opportunities to air any concerns and ask any questions they may have and would like the family to talk to them about. ‘Would you like to talk about what is happening to Mummy?’ is a straightforward way of giving them the option. It is also important to be aware that children’s minds are most active when the daily distractions subside at bedtime.


If you find it too difficult to communicate the facts to yourself, let alone the children, buy some children’s books that explain the imminent future to them via words and pictures. Let’s protect the children involved from those thoughts in their heads that turn into assumptions and permeate as great fears that create stress and anxiety. This is all avoidable if they are presented with the right detail at the right times.


What’s your gift to those you leave behind?


We all want to have fulfilled a purpose in our lives and to find some meaning to our existence other than the fact that we have lived. If we can feel that we were an influence on others it can help us to feel a level of acceptance that helps us to stay focused in our final stages.


Heidi: ‘I’d like to raise awareness of inflammatory cancer. Nobody seems to know that there is a type of breast cancer that doesn’t involve lumps. I want to have taught my children that anything can be overcome with the power of the mind, what true strength looks like, and I want to be an inspiration for them.’


Three biggest tips for those you’re leaving behind?


Remaining family members love receiving instructions from their loved one as it makes life after the loss make sense, like there’s a purpose. This could come in a challenge that you have set them that they are going to carry out in your honour. What do you want those three instructions to be?


 


Mary:


1. Talk, unburden yourself, show others that it’s healthy to talk about life and death and everything in between.


2. Express your feelings! Share how people make you feel and what they mean to you.


3. Let people in, let them ask how you are, let them care for you. They will need to fulfil that purpose.


 


Heidi:


1. Don’t sweat the small stuff.


2. Relationships with everyone are the most important thing.


3. Always have an adventure.


What will your last words be?


If you are a good communicator it’s likely that you won’t have any because you’ll have been saying them all of your life anyway. If, however, you struggle to verbalise affection, refer back to the ways you can communicate it in written words or audio. In your last moments words carry more value than ever, they become almost magical, so ask yourself what magical spell you’d like to cast on those who are with you in that moment.


Mary: ‘No need for last words, I’ll have said them all already a hundred times.’


Heidi: ‘Words of love and always be kind. It wouldn’t be pull my finger, that’s for sure. I’d tell my husband to eat some fruit and stop biting his nails.’


How will any inheritance work for you?


Mary told me about how she had met all of the children and godchildren in the family to gift them some money ahead of her death, while she was healthy enough to enjoy seeing the kids receive their present. Of course she knew they didn’t understand what the money was for, but what was most important was that she made an often sticky matter of consequence into an enjoyable experience, not just for the beneficiaries but for her too.


It’s by no means conventional to do this ahead of time, but who’s ever read that bereavement rule book? I haven’t, and this certainly isn’t one either! Remember, if it works for you, do it in your own style. It reassures everyone around you when you take control of your life – at any stage, and especially now.


Heidi: ‘I don’t really have fuck all that’s worth anything! We don’t have bugger all to lose, we’ve hit rock bottom now, so let’s just get on with it and have a bit of a laugh. My husband will get anything of value so I can ensure it goes to my boys.’


People could fight over the most innocuous objects in your absence, so if you’d prefer, you could save them the undignified conversations and decide who gets what. I know it’s a really tough conversation for you to approach with others, because some may not like to hear you talk about a time when you won’t be here, but it’s really your job to dictate what is to be spoken of. If you pander to the sensitivity of others, as understandable as that would be, then you will not achieve as much in the time you have left as you could, and your loved ones will not be as organised and prepared as they could be.
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The Mindset for Miracles or a Failure to Face Facts?


In speaking to numerous people with a life-limiting term I’ve learned that while there are common themes, there are also some real inherent differences between the philosophical way they look at what they’ve got and what they’ve had in life.


You may come across a person who has lived a full and satisfying existence and whose children are grown adults; another who is leaving far too soon, with or without young children, and who is struggling to find acceptance; and yet another who is not content with the life they have lived, irrespective of age. The way that this news is interpreted is purely down to the individual perspective of the person in question.


It seems as though many fight the prognosis in disbelief or shock. Sometimes their reaction is termed as denial, but from another angle you could just as well call it positivity and courage.


Does that mean that those with less acceptance are in turn more likely to have a greater motivation to fight against the prognosis and therefore have a longer term than expected? It depends on whether the main aim is to have as long as possible, or alternatively to focus on a quality of life. It is in essence a decision of quality over quantity.


 


Some perspective in conversation with Heidi Loughlin


JB: ‘Say someone had a prognosis of five years and someone else had one of ten. The person with five years goes out and seizes every opportunity that comes their way, making the most of every day, while the one with ten years potters about expecting their next day to be their last, but if it isn’t it might be the one after. Which person would you rather be?’


HL: ‘Absolutely the five years!’


JB: ‘Then let’s take the emphasis off time for a moment and the “stopwatch” that someone has on their wrist somewhere and put the emphasis back on what you control, getting as much as possible out of each day you have.’


 


In this chapter we will look into the mindset of those who are resisting the apparent shortage of time to see if the absence of the expectation of an imminent end really does buy you more.


Should you accept your prognosis?


Aundrea Bannatyne: ‘Doctors just go on statistics, but it makes no sense given the fact that pancreatic cancer is most common in seventy-year-old men that have drunk and smoked all their lives, so how on earth does that represent me, a relatively healthy 42-year-old woman?’


Aundrea has a point. If we all took the doctor at their word each and every time, it would surely limit our chances of prolonging what time we had left.


AB: ‘I have zero acceptance for what the doctors have told me. I’m really angry about it. They tried to tell me it was a kidney infection, then kidney stones, then a urine infection before they actually took the pain I was in seriously. If I had any advice for others in a similar situation it would be not to listen to it. We are all unique individuals and not a statistic, so fight and prove them wrong!’
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