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      Around the time symptoms of Huntington’s Disease began to appear in their lives, Hugh and Cathie Marriott sold their house,
         bought a sailing boat, and embarked on what was to become a nine-year voyage of discovery. By the time Cathie could no longer
         get in or out of their small dinghy or safely clamber on board their boat, they had visited 40 countries and sailed almost
         the whole way around the world.
      

      
      After moving ashore again Hugh settled down to write about the most significant aspect of the voyage: coming to terms with
         someone in the grip of a debilitating disease. In The Selfish Pig’s Guide to Caring he tries to put his finger on the advice he would like to have been given while he was struggling to learn new skills and
         find his way in an unfamiliar role.
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      To everyone else in the farmyard
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      The Selfish Pig’s Guide to Caring

      

         Pig: a term of abuse; esp. a disagreeable, obstinate or unpleasant person.

         The New Shorter Oxford English Dictionary

      

      
      There are people who cheerfully sacrifice time and freedom to care for another human being. They eagerly embrace the onerous
         task of caring, and are never known to complain about their lot. These people are saints, and this book is not for them.
      

      
      There are others who are paid to care. Their job is hard and the money not always very generous. Even so, it is a job, and therefore something which can be walked away from at the end of every day. Dedicated workers they may be, but
         this book is not for them either.
      

      
      There are others of us who have come reluctantly to caring. We feel bad about our unwillingness, and secretly think of ourselves
         as selfish pigs. Like pigs in nature, we can be of either sex. Also like real pigs, we are not necessarily, or at least always,
         disagreeable and unpleasant. But we’re certainly obstinate. This book is for us.
      

      




      
      
      Preface

      
      Looking after another human being who can’t survive without you can be hard. It may well be harder than anything you have
         ever done before.
      

      
      There is a long list of reasons why this should be so. But the most compelling are our secret thoughts. And these are universal.

      
      So wherever in the world you live, there should be something in this book that makes you think: yes, that’s me.

      
      But there may also be words and expressions which need to be translated, and perhaps whole sections which don’t apply. In
         North America you’ll be a caregiver, not a carer, so even the title of the book will need translating. Then there are differences
         in the amount and nature of the help (if any) you can expect from statutory or charitable sources.
      

      
      This paperback edition is going to need editing to make it fit your latitude and longitude, and you’re going to have to do
         it yourself. I hoped the publishers might take it on, but they pointed out that it would necessitate printing multiple versions
         of the book.
      

      
      It’s bad enough that you need to read a book on this subject at all, without being asked to edit and translate it as you go.
         You’ll manage, though. You’re a carer (or maybe a caregiver). So you’re resourceful, and all too accustomed to doing a difficult
         job for nothing.
      

      




      
      
      CHAPTER 1

      
      Warning

      
      What this book is not

      
      It isn’t politically correct

      
      It isn’t a medical textbook

      
      It isn’t a guide to benefits and grants

      
      It doesn’t supply a foolproof method of turning you into an angel of mercy

      
      It isn’t a how-to-care manual

      
      What this book is

      
      It’s about you

      
      Who’s the author?

      
      Why’s he written it?

      
      How to use the book

      
      Keep it in the downstairs loo or by the bed

      
      Or turn to a specific chapter

      
      Or you can read it like a novel
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      Warning

      
      You may have acquired this book under false pretences.

      
      You think you’re a selfish pig. But that’s because
      

      
      • you never expected to find yourself in the role of carer

      
      • you’re pissed off about it

      
      • you feel guilty about your reaction.

        
      Well, what I know, and you don’t, is this: everybody who gets lumbered with the job of caring for somebody else goes round
         and round in the same emotional whirlpool. And there are millions of us carers. If you don’t believe me, have a look at pages
         50-1.
      

      
      We didn’t apply for the job. Most of us don’t have a vocation for it. We’ve had no training. We’re certain we aren’t much
         good at it. Plus, and this is the nub of the matter, we’ve got our own life to lead. Are we expected to throw that away because
         of somebody else’s disability? We’ve got things to do, places to go. And now it looks as if we might not be able to.
      

      
      But aren’t we just as important as they are? Why are we expected to sacrifice ourselves for somebody else? And yes, I mean
         sacrifice. We’re not talking about giving up five minutes of time once or twice a week. Or putting off a holiday from this
         year to next. We’re talking about changing our entire way of life. The old one wasn’t perfect, but it was the best we could
         do. This new one isn’t even ours. It’s somebody else’s life. And it’s one that doesn’t suit us at all.
      

      
      It isn’t fair!

      
      Sure, sure, sure. I’m not going to argue with you. All I’m going to say is that none of this makes you a selfish pig. You’re
         reading the book, aren’t you? Well, you’ve got this far, anyway. That probably means that you’re caring for someone. Or thinking
         about caring for someone. Selfish pigs don’t do that. They get somebody else to do their dirty work. Or they just turn their
         backs on the problem and walk away.
      

      
      So what are you, if you’re not a selfish pig? A reluctant carer?

      
      No, you’re just the average carer. The reason you aren’t aware that you’re walking down a well-trodden path is because carers
         don’t get much publicity. Or attention. When someone pushes a wheelchair through a crowd, it’s the wheelchair that attracts
         the sideways glances. Or which causes passers-by to look politely away. In either case, the person who’s doing the pushing
         is invisible. Those people in the crowd don’t spare the carer a thought. Be fair, did you ever, before you became a carer?
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      No. So what goes on in the minds and deep dark despairing souls of the carers is a complete unknown. Except to other carers.
         They know. They’ve been there.
      

      
      Did you really think all those other carers were doing it because it’s what they always aspired to? Maybe they won the big
         prize in a competition? Or saved up for years so that finally they could take up this glamorous way of life?
      

      
      
      And do you somehow believe they’re better at it than you?

      
      Hang on, I know what you think. You’ve convinced yourself that they’re better than you, full stop. That someone who cares
         for another human being, long-term, is a better person than you are.
      

      
      Well, all I can say to that is Ha! The only difference between them and you is that they’re a bit further ahead, that’s all.
         They kept walking down the path that you’re just starting out on, and along the way they discovered things. They didn’t have
         any training or vocation or special ability. They aren’t more capable of loving. They most decidedly are NOT less selfish.
         They’re exactly the same as you. Just more experienced at being carers, that’s all.
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      So there you are. Whether the title of this book is a good one or not, the book may have some stuff in it that you’ll find
         a use for. I have no plans to try to turn you into somebody else. Change your nature, and so on. Endow you with limitless
         patience and goodwill. All I’m proposing to do is walk with you down the path, pointing out a few things as we go. You’d stroll
         down it perfectly well without me. But together, we might go a little faster. And who knows, we might even have a laugh on
         the way.
      

      
      
      
         Remember that crack of John Lennon’s? The one about life being something that happens to you while you’re busy making other
            plans?
         

      

      
      
      
      What this book is not

      
      
It isn’t politically correct

      
      I haven’t got time to go through the manuscript changing ‘he’ to ‘s/he’ in a high-minded attempt not to be gender specific.
         I might say ‘they’, if I remember. Or ‘she’ even, particularly when I’m thinking of my wife.
      

      
      Oh, and I probably won’t use the proper word for the person you’re caring for. I don’t even know what the proper word is.

      
      ‘Patient’

      
      ‘Cared-for Person’

      
      ‘Loved One’

      
      ‘Disabled Person’

      
      or even just ‘Person’.

      
      In fact, now I come to think of it, I don’t believe there is a sensible word. I’d better invent one.

      
      ‘Person I Give Love and Endless Therapy to’
      

      
      Which is terrible, I know, but at least you can shorten it to Piglet.
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It isn’t a medical textbook

      
      People can be piglets for hundreds of different reasons: old age; some past illness like polio or a disaster like a motorcycle
         accident which results in a lifelong disability; autism, epilepsy, Down’s Syndrome, Huntington’s, MS, Alzheimer’s. Whatever.
         Disabilities can be physical, mental, or both. Piglets can be young or old.
      

      
      Every illness and disability has its own symptoms and sets its own agenda. A book could be written, and hundreds probably
         have been, on each one. It’s quite likely that you’re already an expert on the one that affects your piglet. If you aren’t
         yet, you will be. You’ll have to be.
      

      
      You’ll acquire this specialist knowledge and expertise partly by direct experience, and partly by studying all the source
         material that’s available to you. It’ll come to you via the doctor, or the support group you attend, or the internet or library
         or bookshop. And it’ll keep coming. You probably won’t ever stop learning about it.
      

      
 
         ‘People sometimes ask me what it is like being a carer, and I can honestly say that for me caring for my demented mother in
            law was utterly different from caring for my physically disabled husband. Carers are different and need different information
            and support from us.’
         

         Alison Ryan, Chief Executive, The Princess Royal
Trust for Carers

      

      
      If this book tried to cover all these conditions, you’d never get it through the front door let alone into the downstairs
         toilet or on to your bedside table.
      

      
      
      
      
It isn’t a guide to benefits and grants

      
      When you become a carer, you suddenly find yourself in a new socio-economic bracket. This is because you almost certainly
         won’t be able to earn as much as you could if you weren’t a carer. Or as much as you need. On the other hand, there may be
         a variety of State benefits to offset the discrepancy – well, let’s not be ridiculous, the State isn’t going to make up the
         difference; just toss you a few crumbs. But anything is better than nothing – so you’re going to want to become an expert
         on this aspect of caring.
      

      
      The trouble is

      
      • benefits change every time the government sneezes, so if I tried to detail them here (which would be a daft thing to do
         because not even the officials who administer them understand them) the book would be out of date already
      

      
      • they vary not only from country to country, but within counties or states or even sub-divisions of those.

      
      So this book isn’t going to dish out specific advice on how you should get your hands on whatever financial help is available.
         What it does do, though, is suggest a few ways of dealing with this problem, in Chapter 7.
      

      
      
      
It doesn’t supply a foolproof method of turning you into an angel of mercy

      
      It would take more than a book to change your personality, let’s face it. In any case, what I know and you don’t is that you’re
         not so bad, and probably don’t really need changing. Much.
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It isn’t a how-to-care manual

      
      There’s plenty of advice flying around about diets, and cheering piglets up when they’re down, or distracting them when they’re
         being difficult. Some carers can do all this naturally. Others, like us, have to learn the hard way.
      

      
      There’s a certain amount (not much) about topics of that kind later on in the book. But all that stuff is really about the
         piglets. Whereas what this book is about is:
      

      
      you.

      
      
      
      
      What this book is


      
      
It’s about you

      
      In it, the piglet takes second place. This is only partly because you’re a selfish pig. It’s also because:

      
      • If the carer falls down on the job, the piglet is the one who suffers. And who’s doing the job? You are

      
      • In considering any other kind of job or career, you’d take into account things like prospects, holidays, lifestyle, earnings.
         Even teachers are concerned about what they themselves are going to get out of teaching. I’ve heard it whispered that doctors
         are no different, either. Well, this is a job, too, and it’s an important one. Lives are at stake here. Admittedly you may
         not get paid very well, or at all. And you may not actually have applied for the job in the first place. Never mind. You’re
         in a job, like it or not. So what this book does is look at the job from your point of view
      

      
      • Other books about caring, and lots of conventional wisdom, put the piglet first. If you’re lucky they might accord you equal
         status. But not here. In this book the piglet takes second place, and you’re Number One. There are going to be plenty of moments
         as a carer when you’re not, so you may as well enjoy it in these pages.
      

      
      
      
      Who’s the author?

      
      Not a social worker. Not a doctor. Not a psychologist, or occupational therapist, or any other kind of professional specialising
         in either disability or caring. My qualification is that I was, and still am, an incorrigible SP (Selfish Pig).
      

      
      
      My piglet has Huntington’s Disease. It’s caused by a faulty gene which damages nerve cells in some areas of the brain, and
         leads to gradual physical, mental and emotional changes. It usually comes on in middle age, and symptoms include uncontrollable
         muscular movements, lack of concentration, and mood swings. Some people, and my piglet is one of them, have trouble swallowing
         and making themselves understood.
      

      
      One of the characteristics of Huntington’s, at any rate in our case, is that its progress is very slow. A piglet with Huntington’s
         can go on for decades, gradually becoming more and more dependent. The effect on this SP is that there has been plenty of
         time to savour all the conflicting and painful emotional difficulties of coming to terms with caring.
      

      
      I kept a log of what happened to both of us. And I compared notes with other carers. Even so, it took me years to discover
         that my experience was by no means unique. What I learned was that carers are like lovers. They’re convinced that they’re
         the only people in the world, in the whole of time, who’ve ever felt like this.
      

      
      
      Why’s he written it?

      
      When I was at school, I thought I’d like to be a journalist. I learned to type when I was 15, and started in on shorthand
         a year later. At university I worked on the students’ newspaper. My first paid job was with a provincial daily newspaper.
         I was an indentured (a word I still haven’t looked up) trainee, and once a week my fellow junior reporters and I were despatched
         to the local technical college to sit a journalism course. Its syllabus included subjects like printing, typography, and the
         law of libel.
      

      
      But I didn’t write this book because I’m a trained journalist. I wrote it because I’m an untrained carer. Most of the lessons I learned about caring I learned the hard way. Of course, in the process I got practically everything
         wrong. As a result my piglet suffered. And so did I.
      

      
      
      After I’d discovered that carers are expected to learn their trade all by themselves as they go along – an illogical, inefficient,
         and thoroughly UNCARING policy – it seemed to me that there were a number of things I could do about this:
      

      
      • Congratulate myself on having become better at the job with the passing of time

      
      • Try to help other carers by lobbying for a training programme to be put in place

      
      • Initiate a training programme myself.

      
      I did do a bit of the first, I suppose. Sorry about that. I did absolutely nothing about the other two. My excuse is that,
         by the time I thought of it, I was too busy being a full-time carer. There was no way I could take time off for meetings away
         from home. And in any case it seemed to me that you could lobby your heart out for years on end without getting anywhere.
      

      
      But it eventually dawned on me that there was another option:

      
      • Write a book about it.

      
      Once I’d thought of it, I could immediately see several advantages in this course of action. For one thing, I’d already done
         a lot of the research, and by chance I’d kept all the notes. For another, I could do the work in moments when my piglet didn’t
         need me. In fact, clattering away at my keyboard would be a positive pleasure, and would qualify as respite care.
      

      
      What would I put in the book? Simple: all the things I wished I’d been told. I started to jot them down.

      
      Then, an uneasy thought. If I had been told any of this stuff years before, would I have paid any attention? Would it have changed the way I felt? Would I
         have responded and acted differently as a result?
      

      
      Hmmmm. No, probably not.

      
      The great advantage of learning in the school of hard knocks is that when something creeps up and whacks you over the head, you’re somehow ready for it. After that, you do respond and
         act differently. But there’s a proper time for everything, and you can’t beat the clock.
      

      
      All right, then, I thought. I’ll do the book in such a way that when people are ready to take on board this particular thought,
         or that specific piece of information, they’ll be able to find it. Easily.
      

      
      So that’s what I’ve tried to do.

      
      
      How to use the book

      
      
Keep it in the downstairs loo or by the bed

      
      Or somewhere where you might be tempted to pick it up and glance inside from time to time. Please don’t put it on a bookshelf
         just yet. Once a book gets in there, it’s curtains.
      

      
      
      
Or turn to a specific chapter

      
      Like the one entitled ‘Pushing Them Down The Stairs’. Hopefully you’ll be able to see from the contents page which bit you’re
         curious about. Or, more likely, seething about. If you can’t find it, try looking at the subheadings listed at the beginning
         of each chapter. Or in the index at the back.
      

      
      
      
Or you can read it like a novel

      
      ie, from start to finish. I haven’t tried that, so I don’t know if it’ll work.

      
      
      
   



      
      
      CHAPTER 2

      
      Why care at all?

      
      
      Love

      
      Money

      
      Guilt

      
      Obligation

      
      Expectations of others

      
      Relatives

      
      Religion

      
      Don’t know?

      
      [image: image]

      
      
      Why care at all?

      
      Ever asked yourself the question: What the hell am I doing this for?

      
      Ever allowed your mind to contemplate what your life could be like if you weren’t being a carer?

      
      Perhaps you’re one of the rare people who don’t torture themselves with thoughts like these.

      
      But if you’re not – ie, if you’re like the rest of us SPs – you’ll find yourself examining your motives in times of stress.
         And questioning them.
      

      
      You may know precisely why you’re a carer. If so, you may derive renewed strength every time you remind yourself why you’re
         doing the job. But it’s more likely that there isn’t just one reason. There could be several. You might be hard put to identify
         them all, or to decide which are the important ones. It can be a complicated business.
      

      
      Does it matter? Maybe the only thing that really matters is that you are caring. Why you’re caring is perhaps irrelevant.
      

      
      Well, that’s a point of view. But the thing is this: the reason why you’re a carer might affect the way you care. And even
         more important for the purposes of this book, it could affect the way you feel about yourself. And this in turn can have a
         bearing on your physical health and your mental well-being. We’ll get to all that in Chapter 10. Meantime, it’s worth taking
         a look at some of the possible reasons which might lie behind your caring role.
      

      
      
      Love

      
      Love is the public reason why we care for our piglets. And it may even be the real reason. In fact, there’s quite a good chance
         that love, or what we take for granted as love, is our first motive. But there’s very often more to it than that.
      

      
      You see, the trouble is that the piglet may not have had this disability when you first loved them. And the disability, if it came later, probably changed them. So now they’re different.
         And to be totally honest about it, they may not be quite as loveable as they were. They may not be loveable at all. There
         may even be times when they’re absolutely, undeniably, bloody well IMPOSSIBLE to love.
      

      
      But you won’t want to admit this. Not even to yourself. After all, why else would you be doing this ridiculous caring job?
         If it wasn’t because you loved them, you’d be off doing something else with your life. It’s got to be love. Hasn’t it?
      

      
      Duet from Fiddler on the Roof


      
       
         
         
         
         
         
         
            
            	Tevye

            
            	Do you love me?

            
         

         
         
            
            	Golde

            
            	Do I what?

            
         

         
         
            
            	Tevye

            
            	Do you love me?

            
         

         
         
            
            	Golde

            
            	Do I love him?
With our daughters getting married,
And this trouble in the town,
You’re upset, you’re worn out.
Go inside, go lie down.
Maybe it’s indigestion.

            
         

         
         
            
            	Tevye

            
            	No. Golde, I’m asking you a question:
Do you love me?

            
         

         
         
            
            	Golde

            
            	You’re a fool.

            
         

         
         
            
            	Tevye

            
            	I know. But, do you love me?

            
         

         
         
            
            	Golde

            
            	Do I love you?

            
         

         
         
            
            	Tevye

            
            	Well?

            
         

         
         
            
            	Golde

            
            	For 25 years I’ve washed your clothes,
Cooked your meals, cleaned your house,
Given you children, milked the cow.
After 25 years why talk about love right now?

            
         

         
         
            
            	Tevye

            
            	Golde: The first time I met you was on our wedding day.
I was scared.

         

         
            
            	Golde

            
            	I was shy.

            
         

         
         
            
            	Tevye

            
            	I was nervous.

            
         

         
         
            
            	Golde

            
            	So was I.

            
         

         
         
            
            	Tevye

            
            	But my father and my mother
Said we’d learn to love each other
And now I’m asking:
Golde, do you love me?

         

         
         
            
            	Golde

            
            	I’m your wife.

            
         

         
         
            
            	Tevye

            
            	I know. But do you love me?

            
         

         
         
            
            	Golde

            
            	Do I love him?

            
         

         
         
            
            	Tevye

            
            	Well?

            
         

         
         
            
            	Golde

            
            	For 25 years I’ve lived with him,
Fought with him, starved with him.
25 years my bed is his.
If that’s not love, what is?

         

         
         
            
            	Tevye

            
            	Then you love me.

            
         

         
         
            
            	Golde

            
            	I suppose I do.

            
         

         
         
            
            	Tevye

            
            	And I suppose I love you too.

            
         

         
         
            
            	Both

            
            	It doesn’t change a thing, but even so, After 25 years it’s nice to know.

            
         

         
      

      
      It’s not just you who makes this assumption. It’s as if everybody does. ‘I can see that you really love your piglet,’ they
         say. (Except that they don’t use the word ‘piglet’.) They never seem to ask whether you do, in fact, love them. They just
         seem to know it, whether or not you’re entirely sure yourself.
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      There’s quite a lot of taking for granted going on around here. Even the word ‘care’ kind of assumes love. When you care about
         someone, you love them.
      

      
      

         Girl I care about you

         I’m there for you

         So why don’t you care for me

         Like I care about you

         I’m all you’ve got

         Sometimes I’m not sure if you love me or not

         One thing I know

         Girl I care for you

         And the one thing that I want is that you care for me too

         Lyrics of song by Babyface

      



      
      Well, fair enough. I’m not saying you don’t love your piglet. All I’m saying is that the person you care about may be a bit different from the one you care for.
      

      
      Lots of us carers experience sudden onsets of unexplained misery. It descends out of nowhere, and won’t be shifted. What’s
         that all about, then? I haven’t a clue. But it’s just possible that it’s got something to do with doubt. Something inside
         you wants to know what the hell you’re doing in this situation. And it isn’t satisfied with the usual assumption that you’re
         there because, and only because, you love your piglet.
      

      
      Now, you can’t very well say to your piglet: ‘I have no idea why I’m looking after you, and sometimes I don’t even know whether
         I love you or not.’ It’s hard to voice these doubts to anyone at all, let alone yourself and especially to your piglet.
      

      
      You probably do love them, all right. In a Fiddler on the Roof kind of way. But other factors could be joggling around in there as well.
      

      
      
      
      
      Money

      
      Well, obviously you’re not in it for the money. At least, not unless you’re hovering by the bedside of some ancient and wealthy
         person who might, with a bit of encouragement, leave you an enormous fortune. I somehow think, though, that if this was your
         cunning plan you wouldn’t be bothering to read this book.
      

      
      On the other hand, money does have a habit of poking its nose in everywhere, particularly where it doesn’t belong. And you’ll
         certainly have given it some thought.
      

      
      It’s perfectly possible you’ll have considered handing the caring job over to somebody else, but reluctantly decided it would
         all be too expensive. If your piglet is your spouse, and let’s say you were tempted for a moment there to walk out, you’d
         quickly have bumped your head against some uncomfortable calculations about splitting your assets.
      

      
      Even more ludicrously, you might be thinking about the benefits you’ve eventually been able to squeeze out of an unwilling
         government. They aren’t exactly megabucks, but they are money. Walk away, and you get nothing. You haven’t even considered
         the money aspect? Well, good for you. Lots of us have, is all I’m saying. And if you have too, however briefly, all I’m saying
         is that it goes with the job. You’ll have had to come to grips with some financial considerations – extra costs of care, and
         special equipment, on one side of the balance sheet; disability benefits, special grants, on the other.
      

      
      At the end of the day, you might conclude that money is one of several reasons why you’re caring for your piglet. Does that
         mean you’re mercenary? Nah. Just that you live in the real world.
      

      
      
      
      Guilt
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      Here’s the theory:

      

      Your piglet has this disability. You haven’t. You feel bad about that, and this is your way of making amends.

      
      Do you buy that?

      
      No, neither do I.


      
      
      Obligation

      
      Your piglet is a …

      
      • parent? – well, they looked after you when you were small, so you feel it’s only fair that you should look after them now

      
      • spouse? – maybe you said those words about sticking together for better or worse, in sickness and in health, and now you’re
         stuck with the consequence
      

      
      • child? – no parent ever totally backs away from the responsibility to look after their child. But a child with a serious
         disability imposes huge strains. This makes the obligation that much more binding, but it doesn’t make it any easier to cope
         with
      

      
      • sibling? – blood is thicker than water, charity begins at home, and so on

      
      • neighbour? – and they don’t seem to have anyone else able or willing to look after them, so you don’t see quite how it can
         be right for you not to pop round? Only popping round has somehow turned into being there most of the time, so now you’ve
         got no time left for yourself.
      

      
      
      
      Expectations of others

      
      Even if you don’t feel, deep down, that you have a moral obligation to look after your piglet, you may suspect that other
         people do. You’d probably be wrong, mind you. Even if you’re right, and the lady next door is keeping a beady eye on you to
         make sure you’re doing the right thing, is this really a good reason for you to decide how to shape your life?
      

      
      No, it isn’t. But it might form part of the complex argument that resulted in your becoming a carer. And if it does, you might
         as well look it in the eye.
      

      
      
      Relatives

      

         Chinese proverb:

         The old father is so sick and frail that he can no longer help man the fishing boat or mend the nets. His son sadly prepares
            the traditional wicker cage, bows farewell to his father in the time-honoured manner, and beckons him to step inside.
         

         The old man does so, and his son begins to lace up the cage so that there will be no escape. The old man folds his arms across
            his chest, resigned to his fate.
         

         The young man hoists the laden cage into the boat, and readies himself to row out to sea, to lower it over the side.

         ‘Son,’ says the fisherman, ‘I’m no longer any use to my family or to the community, and what you do now is a fitting thing.
            But one word of advice.’
         

         ‘Yes, father?’

         ‘After I’m dead, raise the cage to the surface, take it back to the shore, and keep it there in good condition. Then, when
            your time comes, your son will not have the labour of making a new cage for you.’
         

      

      
      
      In some societies – not yours – family members look after one another for purely practical reasons: when it’s your turn to
         need looking after, your family will do it. That’s how the system used to work before nanny states came into being. It’s how
         it still works in communities that run extended family systems. It’s highly practical, and there’s nothing wrong with it at
         all. In many respects, it’s a better system than the nanny state version, because the caring gets to be shared among several
         family members, instead of devolving upon just one of them.
      

      
      In our society, there may be another aspect to family caring. Let’s say Grandad has Alzheimer’s, and Granny’s got the job
         of looking after him. The rest of the family are watchful bystanders. They do what they can, of course, but they can’t relieve
         Granny of the main task because of jobs and school and distance. Nevertheless, they see what’s she’s doing, and they’re affected
         by it. In time, when a similar responsibility descends on the shoulders of one of the grandchildren, they may be more willing
         and more capable of taking on the job as a result of what they’ve learned from watching Granny, in her time, do the same thing.
         But what if she couldn’t manage it?
      

      
      In that case, even though the rest of the family would have understood and forgiven her, there’s the possibility that some
         of them might have felt in some degree diminished. It’s just the opposite of the strength they drew from the other example,
         that’s all. So when Granny is trying to stay sane in the midst of the growing trauma of looking after Grandad’s ever madder
         and more maddening behaviour, one of her motivating factors, besides her love or past love for Grandad, may possibly be this
         awareness of how the rest of the family will react to what she does.
      

      
      Families are communities in which each member is affected by what happens to each of the others. If you’re a member of a family,
         whether it’s an extended one or not, and you’re struggling to cope with a caring role, you could be conscious of the eyes
         of other family members on you.
      

      
      This awareness could give you strength and joy. It could equally well increase the burden of responsibility. Or sometimes the one, and sometimes the other.
      

      
      There’s no need to form a judgement about this. But if you lift your own eyes from the task in hand and gaze back into those
         other watching eyes, you might see what’s going on, and be better able to cope with it as a result.
      

      
      
      Religion

      
      It may be that as far as you’re concerned you don’t really have a choice as to whether you take up a caring role or not. God
         expects it of you, and that’s the end of that. Fair enough. Faith can be a great comfort, and a source of strength. It can
         also impose a lot of pressure. And that can have the opposite effect.
      

      
      
      Don’t know?

      
      You’ve been flipping through these headings in the hopes that you might get a few clues about why you’re caring? And you’re
         none the wiser?
      

      
      Understanding your own motives is always fraught. I’m not suggesting here that it’s essential to understand what’s going on
         behind the scenes. But I suspect it can be helpful, when you run up against the ‘What the hell am I doing this for?’ syndrome
         to recognise that:
      

      
      • It’s complicated

      
      • To be unsure from time to time doesn’t make you any more of an SP than anybody else

      
      • Most people probably don’t know. They do it just the same. Then, by the time they’ve found out how hard it can be, it’s
         too late.
      

      
      
      Considering how many sound reasons there are for being a carer, anyone would think that we’d feel really good about ourselves
         for doing this valuable and worthwhile job. Yet the fact is that most of us experience periods in which we despise ourselves
         for doing it, hate the piglet for being the cause of our troubles, and yearn for escape. We get ill, lose our tempers, and
         sometimes harbour secret thoughts about pushing our piglet down the stairs.
      

      
      We’re suffering from stress brought on by caring, and no amount of love or guilt or money or religion or approval by our neighbours
         and relations can ease the pain.
      

      
      This is a big subject, and we’ll get to it later on (in Chapter 11). You can go there now if you want. But if you prefer to
         wait, here’s a quick thought to leave with you: maybe one or more of these motives for caring (love etc), is actually producing
         the stress. Or if not producing it, then making it harder to deal with.
      

      
   



      
      
      CHAPTER 3

      
      What if you didn’t care?

      
      Maybe you shouldn’t even consider being a carer

      
      Or would you go bonkers if you didn’t?

      
      Who would do it if you didn’t?

      
      Care-workers paid by you

      
      Relatives

      
      Neighbours

      
      Charitable organisation

      
      The State

      
      Who would suffer?
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      What if you didn’t care?

      
      What if you decided not to do it? Not to take on the job of caring, or, if you are doing it already, not to do it any more?
      

      
      What if you said:

      
      • ‘I’m not strong enough to do this.’

      
      • Or: ‘It isn’t what I’m good at; I’d be the wrong person for the job; it wouldn’t be fair on my piglet; we’ll have to get
         someone in who has more patience; someone who’s trained.’
      

      
      • Or: ‘I’ve got my own life to lead; I’m not getting any younger, and by the time I was released from the caring I’d be so
         old I’d be in need of caring myself.’
      

      
      Or what if you simply said: ‘I’ve tried as hard as I could, but I can’t go on any longer; my life is in tatters; if I carry
         on I’ll end up by committing suicide.’
      

      
      It happens. I don’t mean the suicide, though that probably happens sometimes as well. I mean that there are carers who feel
         they can’t carry on. And there are people who can’t bear to shoulder the responsibility in the first place. They’re not criminals,
         or failures, or people with no sense of morality or obligation. They’re just people. You wouldn’t be the only one.
      

      
      There’s a difference – at least, I think there is – between refusing to do something and just not being able to do it. You could love someone as much as anybody could
         love anyone else yet, with the best will in the world, be incapable of caring for them. We all have our limitations, and if
         yours stop you short of being a carer, there’s no point in trying to push yourself beyond the point of what you can do. Try,
         and it wouldn’t work anyway, probably.
      

      
      
      
      Maybe you shouldn’t even consider being a carer

      
      It’s not as if it’s a job you always wanted. What happened was that you suddenly found yourself in this position, and couldn’t
         see any alternative. But it may not look that way to other people. They may think you’re crazy to be doing it.
      

      
      A friend of mine asked me how things were. I said: ‘Fine.’

      
      He said: ‘No, I don’t mean for both of you. I mean for you. How are you coping?’
      

      
      I replied: ‘OK. I think.’

      
      He shrugged his shoulders. ‘As long as it makes you happy.’

      
      At the time I found this exchange vaguely unsatisfactory, but couldn’t quite put my finger on why. I re-ran the conversation
         over the course of the next couple of days, and decided that what he had meant was that he wouldn’t do it, and that I was a bit odd to want to do it. He probably thought I had some ulterior motive which he couldn’t
         understand. Then he mentally made that face where you push out your lower lip and raise your eyebrows, meaning: ‘Funny decision,
         but if it makes sense to you then it’s fine by me.’
      

      
      For some time afterwards I was unsettled, and went about wondering whether I was somehow doing something stupid and unnecessary,
         in caring for my piglet. It seemed to me that perhaps it wasn’t inevitable, or the right thing to do, after all. I started
         to believe that there must be another, far more intelligent, course of action open to me.
      

      
      The only problem was, I couldn’t think of one.

      
      
      Or would you go bonkers if you didn’t?

      
      Perhaps it’s the other way round, and instead of being mad to do it, you’d go mad if you didn’t.
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      A woman I met is caring not only for her aged mother but also for her mother’s aged sister.

      
      She had asked herself the usual question (‘What on earth am I doing this for?’) and had come up with an answer.

      
      She had concluded that all her life her family had been the most important thing in the world to her. It wasn’t just that
         she loved all her relations (she thought she probably didn’t, really, all that much). It was more that family values, in her
         view, were the values that mattered. According to her, the family was the bedrock of a civilised society.
      

      
      She thought: ‘If I didn’t care for my own family when they needed it, then I wouldn’t be the person I’d always thought I was.’

      
      Talking to yourself isn’t the first sign of madness. Not knowing who you are is.

      
      
      Who would do it if you didn’t?

      
      Let’s say you belong to the group of people who just cannot do it. Maybe you

      
      • feel you ought to, but can’t bring yourself to

      
      • want to, deep down, but can’t face all the consequences

      
      • have tried, for as long as you could, but can’t go on any longer.

      
      In fact, whatever the circumstances, let’s say caring just isn’t for you.

      
      Who, then? Who’ll take over the care of your piglet? Because somebody’s got to.

      
      
      
Care-workers paid by you

      
      Are you nice and rich, and easily able to make problems vanish by throwing money at them? Oh, good. In that case, what you
         might want to do is build a new wing on your house, fit it out like a high-tech nursing home, install a staff of care-workers
         in white coats, deposit your piglet inside, and go about your business secure in the knowledge that you’ve taken care of this
         particular problem in the way you know best.
      

      
      Another version of this scenario is to pay for your piglet to go into a nursing home for as long as it takes. Given the costs
         of residential care, this is likely to set you back about as much as the solution in the previous paragraph. All right, not
         quite as much, but a helluva lot more than I can afford.
      

      
      If on the other hand your level of wealth equates more closely with mine, neither of these two will be an option. In that
         case, you’ll find yourself turning to other members of the family.
      

      
      
      
Relatives

      
      Assuming there are any, that is. There are? Then how come you’re the one that’s doing the caring now? Or if you’re not yet
         doing it, how come you’re the one who stands to be left holding the baby?
      

      
      Perhaps you’re the closest relative. In which case it may not have occurred to you or any of the rest of them that anyone
         but you could do it. Or, if there are others of equal status, you could be the one who seems best qualified, perhaps because
         of where you live or what you do.
      

      
      Then again, have they ever offered? Would they? Have you ever asked them? It could be that they’ve hung back because you’re
         doing it, relieved that you are, but would step in, albeit reluctantly, if you pulled out. Alternatively, you might have asked
         before and got nowhere. But that doesn’t mean they wouldn’t step in if you baldly announced: ‘I’m out of here.’
      

      
      
      Of course, it’s possible that you couldn’t ask them. I’m not so much thinking of relations you haven’t spoken to for years,
         ever since that row about who gave what to whom for Christmas. I’m thinking more about cases in which the piglet has a genetic
         disorder which other members of the family are in danger of inheriting. Family members at risk can’t in all fairness be asked
         to assume responsibility in the same way as those who aren’t, you might think. How could it be right to invite them to live
         with a disease twice – once with the piglet, and again later when they get it themselves?
      

      
      Anyway, if you’re unable to do such caring as needs to be done, and if there’s not enough money available to buy that caring,
         the family will almost certainly be the first place where you look for help.
      

      
      Failing them, there are the neighbours.

      
      
      
Neighbours

      
      Neighbours care for neighbours, all over the world. Maybe not in horrible housing estates where graffiti disfigure the walls,
         or crowded inner-city ghettos in which people don’t know who else lives on the same floor, let alone in the buildings on either
         side or the flats above and below. Nevertheless, neighbours are good and conscientious carers in the most surprising places.
         BUT:
      

      
      • They usually do it of their own volition, and might not be so keen if a perfectly good relation was on hand who said they’d
         rather not
      

      
      • Neighbours aren’t really a long-term solution. They might move

      
      • They can’t be expected to provide the necessary funds.

      
      All in all, neighbours might well do some caring, but they’re more of a stopgap measure. Whereas you’d probably be willing
         to carry on with it yourself if you could see an end to it.
      

      
      
      
      
Charitable organisation

      
      There might be one that would take your piglet on for as long as necessary. There are charities specialising in looking after
         exsoldiers, actors, priests. There could be one that would assume responsibility for looking after your piglet.
      

      
      It’s possible. But it’s very unlikely.

      
      What’s more likely is that you’ll have no option but to turn to the State.

      
      
      
The State

      
      Ah yes, the State. That’s the entity that represents the combined strength of all of us. It’s the mechanism by which we look
         after one other. We furnish it with money and people so that this can happen. When we hand over our hard-earned cash to the
         State, we tend to resent it a bit. But then, when we need it, we trust it to come up with the goods.
      

      
      Will it? When the chips are down, does the State take care of its own? The answer seems to be that it does, but only if it
         absolutely has to. Ask it to take over the care of your piglet, and it’ll kick and bite and struggle, and do everything it
         can think of to wriggle out of it.
      

      
      If it can’t get out of it, it will shoulder the responsibility of the care, but it’ll try to make you pay. It’ll peer at your
         worldly goods through a magnifying glass (it will find them even if you’ve secreted them away somewhere). Then it will almost
         literally blackmail you into keeping the caring in-house. Or in-family, anyway.
      

      
      Before you write in to complain about my unfairness or cynicism, let me assure you that I’m not criticising or campaigning
         here. It’s not the job of this book to change the way things are. Its job is to tell you what to expect. And what you can
         expect, if you’re unable either to take care of your piglet yourself or find another individual to do it, is that the State
         would not allow the piglet to die. But it would try not to pick up the bill.
      

      
      
      Faced with doing the caring itself, it would probably put the piglet into a nursing home; not the best, or the most comfortable,
         but somewhere. The care-workers there almost certainly wouldn’t be as good as you. They might be the sort who keep the inmates
         sedated because this makes their job easier. Or the kind who don’t keep them clean, or make any attempt to keep them happy,
         because again, it makes their job easier. But to be fair, the State will point all this out to you. It’s part of the blackmail
         – sorry, pressure.
      

      
      Nevertheless, if there is nobody else to take care of a piglet, and the piglet simply can’t be left to do it for themselves,
         the State will step in. Should that happen, who would suffer?
      

      
      
      
      Who would suffer?

      
      Well, the sad fact is that if you opted out, despite the pressure not to, the worst wouldn’t happen. Your piglet would be
         cared for.
      

      
      So, why is that a sad fact? Not for the piglet, obviously. But maybe, a bit, for you. The thing is, it’s common for carers
         to feel they’re not valued enough. Well, this would devalue you even further. You were doing something, or faced with doing
         something, appallingly difficult, but you balked at it; whereupon somebody else waded in and did it. Where does that leave
         you? Not indispensable, after all. Less important than you thought.
      

      
      You can live with that, so long as you don’t have to do the caring? Okay, but there’s more.

      
      • You actually are strong enough to do it. Once you’ve discovered this, you’ll be grateful you found out something about yourself you hadn’t
         known. It’ll come in handy for other parts of your life. If you hadn’t become a carer, you’d never have learned this
      

      
      • Although it’s true that you haven’t had any proper training, you are learning how to do the job. It’s just that you’re learning the hard way, and too slowly for comfort. By the time you’re finished, you’ll be an expert. I don’t know why it is, but acquiring new skills is one of the most exciting and
         rewarding experiences going
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      • Then again, the fact that you’re learning your trade will make it increasingly easy for you to cope with it. Aspects of
         caring which once frightened or disgusted or maddened you, you’ll be able to take in your stride. Not only will you get better
         at the job, but it’s going to become less and less of a strain
      

      
      • By caring for your piglet, you’re doing it in a way which nobody else could. So you are, as it turns out, kind of indispensable
         after all.
      

      
      Feel resentful about not being able to sail round the world, start that business that would have made you a fortune, or go
         to all those wild parties? Yeah. This can be the hard part. Still, remember John Lennon (page 6). And think what could have
         gone wrong while you were sailing round the world, struggling to make the business pay, or attending one of those parties.
         Again, think what happened to him.
      

      
      So, rewinding to the top of this section: what if you didn’t take on the role of carer?

      
      That’s okay. But your piglet might not be the only one to lose out.

      
   



      
      
      CHAPTER 4

      
      You’re on your own

      
      Wishful thinking

      
      Part of the job

      
      Nobody knows you’re in there

      
      But you have your piglet for company

      
      With friends like this, who needs enemies?

      
      The need to communicate

      
      Asking politely …

      … Shouting loudly

      
      You’re on your own in good company

      
      
      
      You’re on your own

      
      It isn’t what you want to hear. That you’re on your own in this caring business. It may be what you suspect, and it may be
         what you fear. But it certainly isn’t what everybody out there tells you.
      

      
      ‘Remember we’re here to help,’ is what they smilingly say. And you long to believe them. It’s so comforting, reassuring, and
         untrue.
      

      
      Or rather, it’s only half true. There are lots of well-meaning, and in many cases lovely, people out there:
      

      
      • Friends

      
      • Neighbours

      
      • Relations

      
      • Agencies

      
      • Services

      
      • Support groups

      
      • Charitable organisations.

      
      And they may provide a degree of support. There’s more on the positive side of all this in the second half of the book, in
         Chapter 17.
      

      
      But what this chapter is about is the awareness that sneaks up on most of us in the early days of caring, that we’re on our
         own. Talk to anyone who’s been at it for a long time, and you’ll hear the same story.
      

      
	
Wendy, who’s quiet, gentle, and diplomatic: ‘I think you have to learn to be quite independent as a carer.’

      



         Bruce, who’s capable, committed, and angry: ‘You’re on your tod. There are a lot of promises made, and they’re always broken.
            In the end, everything is down to you.’
         

      

      
      
      Bit of a bleak prospect? If this is the way it seems to you, then it’s one area where you certainly are not alone. Most carers get bogged down by feelings of neglect and loneliness – until they understand what’s going on. Which is
         that we’re all sold the idea there’s going to be a lot more help than there actually will be. There is some. It’s just that
         there isn’t as much as we’re led to expect.
      

      
      What’s so hard to take is not the reality of having to be self-reliant. There’s a lot of satisfaction in that. It’s the failure
         of expectations which catches you out. It’s like reaching for a banister on the stairs, discovering there isn’t one, and almost
         falling over the side. If you knew there wasn’t a banister in the first place, you wouldn’t have had any trouble climbing
         the stairs.
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      The point of this section of the book is to make it clear that, though there is a banister, it’s unreliable.

      
      Incidentally, feelings of dreadful isolation are so commonplace among carers that I haven’t been able to deal with all the
         aspects in this one section. So when you’ve finished here, skip to Chapters 10 or 11. Maybe there’ll be something in one or
         the other that’ll help you find a way through this emotional minefield.
      

      
      
      Wishful thinking

      
      A favourite phrase of well-wishers is: ‘You only have to ask.’ And yet Officialdom admits this is not so much well-wishing
         as wishful-thinking.
      

      

         ‘The quality and type of support that carers receive remains a matter of chance. Support depends far more on where carers
            live and who they are in contact with in Social Services than on what they need.’
         

         Social Services Inspectorate report

      

      
      It’s the middle of the night and your piglet has first messed the bed, then spread it liberally about the bedclothes, pillow,
         and their body. After that, in an attempt either to cover it up or clean it up, the piglet tried to get out of bed but fell
         on the floor, breaking the bedside light in the process. That’s what woke you up. The piglet is uninjured, but cross, uncooperative,
         and on the floor. It’s 3 am, and you feel the same. You can either wade in to clean up and restore normality, or you can pick
         up the phone and say: ‘Remember you told me I only had to ask? Well, now I am.’
      

      
      Yeah, right. That’s the trouble with offers of support. They give more comfort to the person doing the offering than help
         to you. In many cases they’re not even intended to be taken seriously. ‘Let me know if there’s anything I can do’ is only a figure
         of speech. You’re not supposed to take them up on it.
      

      
      In any case, you yourself know you probably won’t. When you really need help you’ll be fully occupied trying to cope. Making
         telephone calls and listening to excuses and apologies are the last things you need. Even if you do ask, and even if some
         sort of support is, miraculously, forthcoming, it will almost certainly be the moral kind. Tea and sympathy, as opposed to
         a solution to the problem. You’ll still have to carry the load.
      

      
      It’s like struggling with a sack of sand. Other people may stop to talk to you from time to time and give you advice, or even
         take your elbow when you stumble. But the one thing they never seem to do is pick up the sack and carry it themselves.
      

      
      
      Part of the job

      
      Caring is bound to be more or less isolated because of the nature of the job. Most non-carers work in crowded environments.
         Or if not exactly crowded, at least places where other human beings are always coming and going. Very few work-places are
         what you might call lonely.
      

      
      True, there’s a growing tendency for some people to work from home. These are usually the ones who stare at computer screens
         all day long, in which case they conduct their business in a kind of cyber workplace, which can be quite crowded in its own
         way. Or they’re the ones who go out and about visiting. For them, home is more of a base than a full-time workplace. Either
         way, people in jobs like these get to do a fair bit of inter-relating with other human beings.
      

      
      Carers are different. Our workplace, the one where we do our caring, is usually the place where our piglet lives. And if we
         live there too, we may find ourselves spending 24 hours of every day there. It can be a truly lonely place. You could go mad
         in there, and no-one would take any notice if you did. Or so you get to thinking.
      

      
      This doesn’t apply to all carers. Parents looking after a disabled child have each other (though all that really means is
         that they’re alone together). Someone juggling a paid job in an office with the caring tasks at home will have their office
         colleagues for company. But most carers face an existence in which they feel or are in fact largely cut off from the rest
         of humanity.
      

      
      Well, let me remind you of something. Isolation is a technique of torture. Recalcitrant prisoners used to be locked away in
         solitary confinement (they still are, under brutal regimes), not so much to prevent them from doing whatever it was they were
         doing, but as a severe punishment.
      

      
      It’s psychologically wounding to be deprived of company. In Germany they have a word for it: ‘Isolationsfolter’ (isolation torture).
      

      
      You knew that, of course – not the word, but that it’s a sort of torture. But maybe you failed to relate the experiences of
         POWs in Colditz, or convicts on Alcatraz, to your situation. Think about it, though. Are you surprised that being stuck with
         your piglet day in day out, away from more usual company, makes you feel you’re going mad?
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