

[image: Illustration]




 


 


For the last ten years, Jane Matthews has been a carer again for the third time, gaining an even greater understanding and knowledge of what being a carer involves and the challenges it entails – personal, emotional and practical. She has now been a carer for three elderly relatives – her mum and two uncles – for over twenty (twenty!) years. She has come to realise that the most important message she can give her readers is the importance of self-care.


Aside from her caring role, Jane is a writer, accredited coach and facilitator of ‘Heal Your Life’ workshop programmes. She is the author of a number of self-help books including Have the Best Year of Your Life, Losing a Pet and Living Softly (forthcoming).
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INTRODUCTION



Hello – Good to See You Here . . .


My life as a carer began without me even noticing. My uncle was diagnosed with cancer and I was the only family member living close enough to help. Every weekend I piled my two young children into the car and took him to get his groceries and dry cleaning, and to the fish-and-chip shop for lunch.


A year passed and somehow the shopping trips were the least of it. Little by little I became my uncle’s personal assistant, his taxi service and spokesperson. I ferried him to the doctor’s and to hospital appointments, paid his bills and made his phone calls. I took his six cats to the vet, arranged for a cleaner and a home meals service. And I kept the rest of our family, geographically far-flung, in touch with his condition.


At home, two lively under-ten-year-olds also wanted my time and attention. And there was the small matter of keeping my job going. The weeks and months flew by – a mad flurry of constant activity – but just about manageable so long as nothing unexpected or extra cropped up.


Inevitably it did. One of the children would be sick or there’d be an impossible deadline at work, or I’d get a late-night phone call from my uncle who was feeling unwell and wanted to be taken to hospital. It ought to have helped, having round-the-clock-care for him in hospital. But the fifty-mile round trip to visit only made life more complicated as I dashed from work to the hospital to his flat where the cats needed feeding, then back in time to collect the children from the childminder’s.


I felt like an overwound clock, the cable connecting me to all these commitments ready to snap if anyone exerted the least bit of extra pressure on it. I woke in the early hours and my brain crashed into gear, making endless lists of all the things I needed to do when day finally dawned. Even things that ought to have been a pleasure, like meeting up with friends, became a chore; my heart sank whenever the phone rang. Everything was just another item to add to my ‘to do’ list.


When ignorance is not bliss


Because of the way I just ‘fell’ into becoming my uncle’s carer, it never occurred to me that I might have any choice in whether to continue. Two hundred miles away, my mother was caring for her two aunts. Looking after family was just something you did if you were needed. My uncle never tired of telling me that the worst thing he could imagine was not being able to continue in his flat, surrounded by his beloved cats. And none of the district nurses who came to change the bandages on his swollen legs, or the hospital staff who summoned me to make arrangements each time he was ready to go home, ever suggested there might be more practical help available for us both.


There were so many things I didn’t know.


Reduced hours at work, extra petrol and childcare costs meant money was tight but no one we encountered ever suggested I might be able to claim some financial support for these expenses.


I didn’t know about home care assessments, so when we thought that a piece of equipment or minor alteration to the flat might help my uncle with daily life, he paid for it and I organised it.


I didn’t know about day centres, or paid carers who might share my load. I didn’t know that we were both entitled to a proper home-from-hospital plan each time he was discharged, sicker and weaker, but still determined to stay in his own place. I didn’t even know who did what and therefore who I should be talking to about the myriad problems that daily life presented.


Past caring


My caring role lasted five years and, in that time, I never once considered that I might be getting anything out of it. I felt frustration more often than I felt tenderness, and any compassion was tempered by my uncle’s apparent lack of awareness of what his sickness was costing me. Having lived alone most of his life he was often argumentative, opinionated and always demanding; only to the hospital and district nurses was he sweetness itself, sending me out to buy them chocolates and flowers.


Eventually, just a few weeks before he died, my uncle’s cancer became too advanced for us to manage the pain at home so I moved him into a hospice. He wanted me to stay with him day and night. He was scared of the dark. So I asked work for more time off and spent as many hours as I could sitting by his bed.


This new routine continued until, finally, I collapsed. I came home from a long shift at the hospice and sunk on to the bathroom floor, unable to speak. My children phoned a friend who ordered me to bed and phoned the hospice to say I needed a break for a day or so.


My batteries were totally flat. No longer kept alive by my energy, my uncle let go. He died late the next day.


I believe that it was my friend’s act of strength on my behalf, giving me permission to stop, that saved me from breaking down completely. As carers, we seem to find it almost impossible to care for ourselves the way we care for whoever it is we’re looking after.


Why I wrote this book


After my uncle’s death, I determined to write the guide I wish someone had handed me all those years before when it finally dawned that there was a name for what I was doing.


No two carers face the same situation and yet what we need is remarkably similar: advice on which services are available and how to get hold of them; guidance on finances, home and health; support in dealing with the difficult feelings which add to our load and in handling relationships altered by our caring role. Plus a reminder of what choices we may still have.


Maybe even a tiny bit of recognition.


I wanted the guide to offer carers like you and me all of those things I didn’t know I didn’t know, so that as long as you choose to go on caring, you have the information and resources you need to hand.


Back to the caring classroom


Since those first two editions of The Carer’s Handbook appeared, I have become a carer again – this time for the mother I always considered indestructible.


Nine years ago, my endlessly busy, bossy and tough-as-old-boots mum was felled by a stroke. My sister and I cared for her in our own homes for the first six months while we waited to see how much of her speech and movement she’d recover. When it became clear she could no longer manage without support, we boxed up her home on the south coast and sold it in exchange for a tiny cottage next to my sister, where she could be cared for by us and an army of paid carers provided by adult social care.


This time around, of course, I’d literally ‘written the book’. So I knew about the practicalities: who I needed to talk to and what I needed to do in order to activate the complex mechanism of official support – doctors, nurses, medical specialists, adult social workers, financial assessors, paid carers, private carers, blue badge assessments, and the tortuous rigmarole of form-filling that government requires.


It turned out, though, that there was another important element to being a carer that I had yet to learn: how to care properly and committedly for myself.


You see, even though my sister and I both knew we needed sometimes to put ourselves first if we were to have the resources to continue caring, in the face of Mum’s increasing frailty and dependence on us, we found it so easy to ignore our own needs.


Three years ago, my sister had a breakdown, forcing her to give up work entirely for six months. Then, late last year, unable to think of a single reason to get out of bed, I recognised that I’d also reached burnout. The positive thing about burnout is that it forces you to stop and review what you believe and how you are living your life. It was salutary for me to realise that no matter how many times I advised others to take care of themselves, it had been a case of ‘do what I say, not what I do’.


So I came back to this book, knowing I wanted to beef up the sections that focus on keeping you, the carer, healthy, happy and sane – so you can go on being the best carer you can be for as long as you choose to go on caring.


Who cares?


You see, if you don’t care for you, who will?


Try as they might, it won’t be the health services, the doctors and nurses and hospitals who often fail to spot that behind every person who is sick or living with a disability, or simply growing old, there is usually someone caring for them, whether or not they label themselves ‘carer’. Neither will it be the confusion of social and benefits services which make up our welfare state, so often too starved of funds and time to join the dots seamlessly and spot the millions of families, friends, partners and neighbours getting on with the job, who desperately need support.


So who cares for the carer?


I’m afraid it has to be us . . .


So that’s the spirit in which this new edition is written, as a source of practical information, advice and other carers’ experiences to help you on your way. As an act of friendship and support for all of you who will recognise elements of my story in your own lives. And as a reminder that surviving life as a carer means, above all, being your own carer, too.


A few thoughts on using this book


It was important for me to recognise that mine is only one experience of caring; other people do it differently for different reasons and have different experiences, so I wanted to include as many other carers’ voices in this book as I could. Sometimes, just hearing from other carers, or sharing my own stories, made a world of difference to how I was feeling. I hope the same will be true for you.


One of the things some of them said was that they had never really found the right term to describe the person they care for. I hugely admire Hugh Marriott’s decision to coin the expression ‘piglet’ (person I give love and endless therapy to) for his book The Selfish Pig’s Guide to Caring. But in the end, the term that sits best with me is ‘loved one’.


So many carers I interviewed said that the bottom line for them was the love they felt for the person they were caring for. That’s why they did it, even though there were days and months and even years when that love was buried beneath a slurry heap of other emotions.


That won’t be true for everyone reading this book – our relationships are often more messy and complicated than that. So if the ‘loved one’ phrase doesn’t sit well with you then please feel free to substitute ‘piglet’ or ‘person I care for’ or any other expression that suits you better. And, by the way, you have no idea how much I admire you for stepping up as a carer when your feelings for the person you are supporting are so much more complex.


Finally, you may find it helpful to skim read the whole book first to see what is here and which sections are most useful to you at whatever stage on the caring journey you have reached. One of the things about being a carer is that it involves juggling so many balls at one time. The chapters ahead reflect that, with a huge amount to know, to think about, and to practise. I don’t want you to feel overwhelmed, which is why I suggest you may want to take an overview first on what’s in the book, before returning to look at the detail of the chapters that will support you the most right now.





CHAPTER 1



Becoming a Carer


‘I wish I’d realised I was a carer earlier. By the time the penny dropped, I’d been doing it for decades without any self-awareness or self-care. If I’d known earlier, I would have sought out counselling and understood I needed to have a sympathetic ear to vent my frustrations to.’


Michele


Are you a carer?


All her life, Connie was a carer but she’d never have described herself in that way. When she nursed two husbands through terminal illness, she was simply being a wife. Bringing up a daughter with a severe learning disability until she was ready to move into supported accommodation, Connie was just doing what any mother would. As for all the other visits that filled her days? That’s what neighbours do for each other.


Right now it’s estimated that there are some seven million people in the UK who could be described as carers. But nobody really knows, because of all those like Michele and Connie; they’re busy getting on with it without ever knowing that there is a word to describe what they’re doing and, therefore, that there are services to support them.


If your child has special needs, if you are doing a relative’s shopping or gardening, if your partner suffers periods of depression that they wouldn’t survive without your support, if your parent is in residential care and it’s you who visits three times a week and liaises with the staff, if your single mum can’t cope on her own and you’re helping bring up your brothers and sisters, then you’re a carer.


Carers Trust says ‘a carer is anyone who cares, unpaid, for a friend or family member who due to illness, disability, a mental health problem or an addiction cannot cope without their support’. It doesn’t matter whether you’re spending a few hours a week taking someone to their medical appointments or you’re looking after someone round-the-clock, 365 days a year. If you’re not being paid then you’re a carer.


Out of sight, out of mind


It’s because every carer’s situation is so different that we may find it hard to recognise ourselves. It’s so easy to think of other people who are having a harder time, who are having to do a great deal more than we do.


Carers I’ve interviewed for this book almost always qualify any woes or complaints by assuring me they know other people have it much harder. I felt the same when I was telling you about my caring roles in the Introduction. OK, it’s been almost two decades but at least I’ve always been able to escape back behind my own front door. At least I’ve been able to continue doing some paid work. I haven’t had to give up my friendships. Carers are people forced to give up everything to look after someone else, aren’t they?


The other thing that may stop us recognising ourselves as carers is living in a society for whom we are often invisible – despite the fact that, according to Carers Trust, ‘three in five of us will be carers at some point in our lives in the UK’. Just consider:




• Have you ever been given the chance to tick a box labelled ‘and carer’ on a form that asks for your occupation?


• At the library or bookstore, have you ever spotted a section for carers similar to those for gardening or cooking or any other occupation seven million people are involved in?


• When you chat to friends or colleagues, how able do you feel to share the details of what being a carer involves for you?


• How often when you are talking to health or social services about the person you’re caring for do they ask, ‘And how are you?’


• Has any part of officialdom stepped in to offer to fully reimburse you for the lost working hours, or the additional outgoings on everything from travel to laundry to food on the go?





‘As every carer knows, to become a carer is to become invisible. Invisible, helpless and, all too often, hopeless. How can this be? How can even our most minor “celebrity” command more column inches in our newspapers than this army of people who – unpaid and unlauded – are doing one of the most important jobs a person can do?’


Marianne Talbot in Keeping Mum: Caring for Someone with Dementia


Your choice to care


Another reason we may not notice we’re signed-up members of this invisible army of carers is because of the way so many of us simply fall into it, as I did with my uncle.


For Graeme, there was no single moment when life turned upside down. It was just that his widowed father seemed to need more and more from him. ‘I didn’t wake up one morning and think that’s it – I’ll be his carer. But when I met up with friends, I’d realise that I didn’t have much to talk about apart from looking after Dad. Apart from getting up and going to work, that was all I did. There wasn’t time for anything else.’


‘You don’t choose it. It chooses you,’ is how Stephanie puts it. She gave up a teaching career to nurse her partner when he was paralysed from the neck down in a road accident. ‘It was never a question of choice. The hospital said Gerry wouldn’t walk so I just got on and fixed things at home so I could take over.’


Many of us would agree that we didn’t actively choose to be carers. Like Graeme and Stephanie, it’s something life thrust on us. Something we do out of love for the person we’re caring for, out of a sense of duty or responsibility – or because we think no one else will. In every life, things happen and we do our best to cope.


How did you get here? Do you feel as if you had a choice?


Why recognising you’re a carer matters


The thing is, recognising you’re a carer and recognising that every day you go on caring you are – at some level – choosing to go on doing so really matters. Maybe not to the part of our world for whom we are invisible, but to ourselves – our mental and physical well-being and sense of ourselves.


Here’s why.


Supporting someone else to have the best quality of life they can is one of the most life-affirming things we can do with our time. From those who are dying, we hear this truth repeatedly: that when our time comes, what will count is not the hours we spent in the office or chasing the things society told us we should want, but the time we spent on human connection, with family and friends, loving and being loved.


That’s the positive side of being a carer. The challenging side is that caring can sometimes be stressful, demanding, emotional and lonely. Whatever your circumstances, the moment the ‘Oh, I’m a carer’ light goes on over your head is the moment you can start thinking about the ways in which you need to start caring for yourself, too. You start to have choices about accessing the help and support that exists out there for you.


Someone once told me that becoming a carer is a bit like crossing a road without a kerb. Normally, the kerb is our signal to stop, pay attention and look around for the sake of our safety. When there’s no kerb, it’s hard to say where the journey begins. We are underway before we realise it, suddenly aware of cars hurtling towards us.


Let me say that again, because if you take nothing else from this book and the experiences of every carer I have ever spoken to, it is this: you have to care for yourself. You matter as much as your loved one and your ability to go on caring for them depends on you knowing that and acting on it. If you don’t, then one of those cars is going to hit you.


Living your values is a choice, too


Moving home can be one of the most stressful experiences we can put ourselves through as we wait on other people, contracts, dead-slow solicitors, and systems belonging to the Dark Ages. The stresses of caring are remarkably similar, above all the sense that events are out of our control. Events that affect our lives profoundly depend entirely on the actions and choices of others. We feel stress most acutely when we believe we have no control or choice over our own lives.


As you allow yourself to recognise you are a carer then thinking about how you got here and why you do what you do may help you to take back a little of that control. When we say we have no choice we are forgetting who we are, forgetting that acting on the compassion we feel, honouring our belief in the importance of family, friendship, neighbourliness, even duty, are very much choices.


These are your values; the qualities that make you you. If tomorrow you wake up and decide you don’t want to be a carer any longer, then someone else will have to pick up the pieces, however imperfect, inconvenient or inadequate that might be. Each day you wake up and continue with the business of being a carer – no matter the size or shape of your commitment, whether you do it in their home, remotely or in a residential home, for one hour or thousands – you are choosing to live your values.


And, by the way, you are also making the world a fractionally better, kinder place for all of us.




‘Mum and I had a massive row and in the middle of it she shouted, “Why are you doing this anyway?” It stopped me in my tracks; we didn’t have the kind of relationship where we spoke about serious stuff. I mumbled something about wanting to help her, helping her stay in her home, about knowing she’d do the same for me. She didn’t say anything for a while but she was shaking her head. “You do it because we love each other,” she said and I realised she was right. That was what it was about.’


Maureen







You Are Not Alone


Carers tell me that it’s one of the loneliest jobs there is – which is ironic when you see how many of us there are:


• Around 7 million people in the UK are carers – one in ten of us is looking after ill, disabled or elderly partners, children, relatives, friends and neighbours.


• By 2030 that figure will rise to around 10.4 million (or one in seven of us) as our population lives longer.


• 42 per cent of UK carers are men and 58 per cent are women.


• A survey by the BBC in 2010 estimated there are around 700,000 ‘young (school-age) carers’ in the UK.


• At the other end of the scale, one in five people aged 50–64 are carers.


• Also on the rise are ‘sandwich carers’ – according to a YouGov poll in 2012, 2.4 million people carry the dual responsibility of caring for young children alongside elderly or disabled relatives.


Figures: Carers Trust 2018








CHAPTER 2



Finding Your Way through the Care Maze


‘Dad had been in the nursing home for nine months before I stumbled on a reference to Continuing Nursing Care – it was in a magazine article. The article said some people in care homes can qualify for a contribution from the health authority towards their fees. Well, after a long assessment process we heard he not only qualified, they’d pay his nursing home fees in full. But what if I’d never read that magazine?’


Julie


For most things in life, there’s a recognised ‘gateway’ you can go to to get help and information from experts. If you’re moving house you visit an estate agent who’ll guide you through the process. If you want to book a holiday, the travel agent will take the strain (and your money).


Caring’s not like that. Instead of a one-stop shop, you’re confronted with a row of doors leading to a maze of arcades; and instead of joining up, each arcade leads only to a whole row of more doors – and sometimes dead ends.


I’d been caring for years before one particularly lovely adult social worker heard the wobble in my voice and suggested I should get a carer’s assessment. Because carrying it out was contracted out to the local carers support group, that then became a gateway to proper tea, sympathy and all the vast array of resources that carer support organisations hold.


But why did it take so long? Why did the 2017 ‘State of Caring’ report from Carers UK find that although two-thirds of carers say their doctors know about their caring role, they don’t offer any extra support as a result? Or why did a survey reported in Carers Trust’s ‘Key Facts about Carers’ find that 35 per cent of carers are missing out on state benefits because they didn’t realise they could claim them?


That’s an awful lot of people passing under the radar of health and social services, considering that, together, those services form the gateway to a whole range of support.


So that’s the first problem: discovering what it is you don’t know.


In this chapter, I want to give an overview of the kinds of support that might be available and who provides them. I’ve also included a general checklist at the end of the chapter so you don’t have to try and remember everything you read.


What’s stopping you from asking for help?


But before we go there, I want to make the case for taking a deep breath and tackling the care maze. It’s tempting, I know, the first time you are confronted with the twenty tightly packed pages of a financial assessment or blue badge application form to hurl them through the window and swear you’ll damn well go it alone.


There’s the time factor; you’ve already got your hands full being a carer. How on earth are you expected to conjure up non-existent time for appointments and meetings, form-filling and telephone calls?


Or perhaps you fear that bringing in outside agencies will mean giving up what little control you have. You think the moment health or social services poke their heads round the door they’ll make the rules and life will become even more complicated than it already is.


Alternatively, you may – like so many of us – be suffering from that well-known carers’ complaint – the curse of the strong. Like Tony who told me how close he came to breaking under the strain of caring for his severely disabled wife and their daughter with Downs Syndrome: ‘Being a male carer, I was seen by everyone as being in charge, as coping, while inside I was screaming. I wasn’t good at asking for help – but if I had asked, I would have seen that as me failing. It was up to me to look after them.’


We’re copers – until the day we’re not.


And that’s the thing. Ten years on, Tony says if he had his time again he’d do it differently: ‘Tell people not to do what I did. As carers, we have to preserve ourselves. All the time I was getting on with it alone I neglected my own needs.’


Those agencies that do offer some support to carers say it’s often only when people reach crisis point that they hear from them. But just think how much harder it is to do anything when you’re in crisis – you’re feeling emotional, not thinking straight and you’re desperate for something to change now.


I won’t try to kid you that getting involved in the care maze isn’t complicated, time-consuming and often downright infuriating. But the clue is in the name – our government, health, social and voluntary services exist to serve. It’s their job to put you in touch with the practical, medical and financial support that will make life a little easier for you and the person you care for. They’ll also be your backup should a crisis arise.



Understanding who does what



There are four sectors you may want or need to deal with:




• Local government – the local council where you and the person you’re caring for live (and possibly two councils if you live in different areas). They’re primarily responsible for the practicalities of providing care as part of daily life.


• Health services – GP surgeries, hospitals and a whole raft of specialists for everything from incontinence to end-of-life care.


• Central government – I’m talking mainly about our benefits system and financial support for you and your loved one.


• Voluntary services – the charities and support groups, including those specifically for carers, that pick up so many of the pieces.





From here on, when I’m talking about the people whose job is to support you, I shall call them the ‘professionals’. That’s not because you’re not a professional – most unpaid carers I’ve met do a better job than even the most committed professional who is paid to care. I just want to save you ploughing through more words than you need to.


Details of who does what, and who you’re most likely to come across, are spelt out below.


Local government


Social worker – Social services departments at your local council are where you will find social workers, who may be called ‘case workers’ or ‘care managers’. They’re responsible for the assessments of the person you care for – and for you as their carer, for producing the ‘care plan’, and also for liaising with other areas of the local council’s services that may need to be involved, such as day centres, home care, education services and child health.
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