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Introduction

Who is a carer? 

To those people who have a relative or friend that they care for, it 
might seem odd that this is even a question. It needs to be asked 
for two reasons. First, because sometimes the people who are 
paid to care for another person as part of  their job are also some-
times called ‘carers’. And second, because family and friends who 
do caring work often say that they are not ‘carers’. The position 
is very different between, on the one hand, those who work 
with older people as their job and, on the other hand, family and 
friends who are caring for someone. Sometimes also known as 
‘informal carers’ or ‘unpaid carers’ or even ‘family carers’, the 
carers in focus in this book are people who provide care as an act 
of  love, loyalty, duty, kindness – or even by accident – looking 
after an ill, older or disabled family member, friend, partner or 
someone in their community. It may be a few hours a week or 
round the clock every day, in their own home or from a distance. 
It may be temporary or for the rest of  the life of  the carer, or 
the person cared for. To make things as clear as possible in these 
pages I will always talk about nurses, social workers, home helps, 
care assistants and other people who care for their living as ‘care 
workers’. Only friends, neighbours, family and partners will be 
described as ‘carers’ throughout this book.

Carers and Caring.indd   1 17/03/2022   12:05



2	 Carers and Caring	

You may be a family member or friend who rejects the idea 
of  being called a ‘carer’.

I am NOT her carer. I am her HUSBAND. (Older man at a carers’ 
support meeting)

Having been her husband for forty years, this man doesn’t like 
anyone coming along and defining their relationship and label-
ling the ordinary acts of  his daily life as ‘care’. Anyone can 
understand why he objects to being branded like this. But here is 
a signal – throughout this book you will see advantages of  allow-
ing others to call you ‘a carer’. Because what others say doesn’t 
change your relationship, you may as well allow them to use this 
label. This is because a lot of  the outside help that is on offer is 
only available to anyone defined as a carer. Obvious examples 
are when health and social services talk about ‘Carer’s Allow-
ance’ and ‘carer’s rights’. The language used in their regulations, 
laws and administration is an imposition, but it is vital to you 
and to the one you are caring for to take any help that is labelled 
in this way. It opens the door to a range of  rights and possible 
benefits. Anything you can do to maintain your fundamental role 
and position as husband, daughter, wife, son, friend, neighbour 
or relative is important to you and the person you care for, but if  
you allow yourself  to be known in addition as their ‘carer’, it just 
makes your life easier. No one likes being put in a box, but there 
is a good reason to be pragmatic about this definition.

About this book

Who needs this book? Carers, as defined. The aim is to save you 
time and reduce the cost of  caring by advising on common prob-
lems and ways round the system, and sources of  help. Carers 
need practical advice that is easy to read and based on experience 
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and evidence. Some official processes are complicated and look 
like they were devised and written by a person who has never 
actually had to care. It can take time to search for answers, being 
referred from pillar to post, when dealing with health and social 
care processes. 

The focus here is on those carers who are caring for older, 
frailer people. Many of  the problems are similar for people who 
care for younger people, people with complex health needs or 
children, but there are very important differences which are 
not the main subject of  this book and cannot be covered here. 
However, the Useful Contacts and Resources section contains 
links to resources for carers on a range of  conditions that impact 
throughout life, and these also highlight resources that might 
help parents and others who are carers for children and young 
people. 

Caring can be a joy and a privilege. It’s part of  human life 
to care for others, and for many people the involvement is a 
source of  great happiness. Being close to the person you care 
for, expressing love and making them comfortable and happy is 
a wonderful experience. Especially in old age and towards the 
end of  life it is a chance to give back to people who have given 
of  themselves all their lives. If  you are having such a wonderful 
experience, some of  the things in this book will seem antagonis-
tic. This is because the book is about helping, and the focus is on 
where things have gone wrong, are difficult, or could be made 
better. This is not to suggest that caring is always tough. The ‘Joy 
of  Caring’ is maybe the next book for me to write. Highlighting 
and offering solutions to the tough stuff  is intended to make your 
caring experience less difficult now, allowing more space for the 
joyful stuff.

A lot of  the time, when you are a family or friendship carer, 
some aspects of  life will not have changed from how it was 
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4	 Carers and Caring	

before you were caring. You are living with or caring for the same 
person that you have always known. You know the sort of  thing 
that makes them happy and relaxed. You have a shared history. 
You also know what will upset them and even set them off  on a 
negative way of  thinking or responding. You are the expert on 
this person and how they live. But even an expert needs some 
fresh ideas occasionally. 

The population of  carers is not static, so the number of  
people who might benefit from a book like this is greater than 
the number of  carers at any point in time. It’s clear that more 
than half  of  us will become a carer at some stage. So, if  it has not 
started for you yet, you have time to prepare by thinking about it 
now, both from the point of  view that you might be a carer but 
also that one day you might need to get someone to care for you 
or help you find an alternative such as residential care.

I tease my mother when she is telling me off. I say, ‘Be nice to me 
because I’ll be choosing your nursing home.’ She laughs, but I’m not 
exactly joking. (C, 23)

In many countries, children legally must either pay for care or 
otherwise provide care for their frail older parents. It is not an 
optional kindness that is done by fond children for their revered 
elders. It’s just a law, even if  you are estranged from your parent. 
You can read more about family dynamics in Chapter Four.

There is already a trend of  demanding resources from adult 
children in the UK, over and above what we willingly give or do 
for our elderly parents. Normally people in need of  care must 
use their own cash or sell any property they own to pay for it. 
When they run out of  resources, the state will pick up the bill. 
But if  they have previously made gifts to their own children in 
advance of  needing this care, the local authority, unsurprisingly, 
will claw back significant amounts of  that cash or property from 
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the children. If  your parent gives you a substantial gift, it is not 
really your property until it is clear that your parent won’t be 
dependent on state-funded care. You need to be ready to hand it 
back, so don’t spend it. 

My dad gave me this money five years ago to help me start my 
business. Now the council want it back. I’m effectively being charged 
for my parent’s care! (Son)

There is a whole chapter on finance in Chapter Three. Families 
are often involved in topping up care home fees, over what the 
local authority gives, if  the preferred local care home costs more 
than the state is prepared to pay. This often happens if  the parent 
has no resources and is getting care paid by the local authority. It 
is meant to be a voluntary contribution and for luxurious extras, 
but in some places the difference between the council rate and 
the local care home charge is significant, so topping up by the 
family is more or less required. 

At the time of  writing, in early 2022, the world is still reeling 
from the COVID-19 pandemic. This tragedy, which started to 
unfold in late 2019, has seen a disproportionate number of  deaths 
in older people, including devastation of  care home resident 
populations and deaths in hospital. The long-term impact on the 
health of  the population can only be imagined at present. The 
long-term impact on economics and public deficits is already 
obvious. Life was very hard for older people during the pandemic, 
confined to their homes and often not allowed any visitors. When 
they were eventually allowed to go out many were still too afraid 
to, having lost their confidence, and in some cases their skills. 
Depression was common and cognitive decline increased. 

The pandemic has hit the fast-forward button on ageing for millions of  
older people. (Caroline Abrahams, Director, Age UK)
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The increased burden of  caring remotely and worry about the 
older people in families and communities had a significant cost 
for carers. Social services and the NHS rely on carers. Most of  
us will need help at some point, especially as we ourselves reach 
later middle age. The pandemic has increased this need at the 
same time as causing financial and health difficulties for people 
who have caring responsibilities. This book aims to help you with 
this.

In other books that I have written, readers have noted that 
I repeat some information in more than one chapter. That is to 
make it easier to use the book. 

You will find sections that are dedicated to big subjects like 
money, family relationships and your health. Further on there is 
a big alphabetical list of  practical advice in Chapter 7. You might 
not need all the advice at the same time, so an A to Z should help 
for anyone who is just dipping in. Right at the end is a list of  key 
organisations in Useful Contacts and Resources, where you will 
get more information when you need it.

You can read this book from end to end, but if  you only want 
to find out about one issue that is currently relevant for you, rep-
etition of  key information saves you from the effort of  checking 
back and forth with a lot of  cross-referencing. If  you are a carer, 
time is short for you, and I don’t want to take up more time than 
is necessary. Some key terms and organisations are given in bold 
to help you do further online research if  you wish. It is hoped 
that the information, sources of  help, and experience shared in 
this book will give you a gift of  time, to more than repay any 
time you spend reading it. I know that this book can only scratch 
the surface for some people, but it should act as a signpost and 
encouragement, focused in one volume, when your time and 
energy are in short supply.

One last important point is this. There are two readers to 
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address here. One is anyone who is caring now. The other reader 
to address is anyone who might one day be cared for. And that 
could be any of  us. Maybe you should be thinking now and 
talking to family and friends about how care will be organised for 
yourself, however far into the future. Anyone who knows what it 
is like being a carer will surely want to make life easier for those 
who might in turn have to organise or provide care for them in 
the future. You know from experience how hard it is, and a key 
message is that we all need to plan ahead.
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Chapter	1	

What sort of  person 
becomes a carer? 

This book is not about me, though I am a carer too. How many 
carers there are depends on the way they are counted, but we are 
numbered in millions, including those who do not think of  them-
selves as carers. Carers UK, a charity that supports carers, said 
in 2019 that one in eight adults (around 6.5 million people) were 
carers in the UK. Women have a 50:50 chance of  providing care 
by the time they are 59; men by the time they are 75. This reflects 
the fact that currently, working-age women are likely to have 
caring responsibilities in addition to work and family obligations. 
Men are more likely to become carers after retiring from employ-
ment. The ‘young old’ are caring for the ‘old old’ in many cases. 
At 75 a man may be driving his mother to the shops, doing her 
garden and cooking for her. A 70-year-old woman may already 
have been doing this for years for her father who is entering his 
nineties. If  he lives to be 100, as many of  us will, she’ll be his carer 
in her eighties. If  she doesn’t look after herself, she may even die 
before him. Either way, it is a far cry from what many people 
think of  as ‘retirement’. And then there are the huge numbers of  
children and young people who are balancing caring with trying 
to get on with school or college. This chapter explores some dif-
ferent kinds of  carers.

Sometimes people wake up and discover that they have 
become a carer without even noticing. It starts with a little bit of  
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help with the shopping, and doing a bit of  paperwork now and 
again, and the next thing you know, you are cooking, doing clean-
ing and changing beds. Or it starts with you having to respond to 
occasional comments from a neighbour, and odd phone calls at 
night or when you are at work. Or a call from the police. After 
that you may find yourself  having to deal with issues every day 
and night of  the week. There is no job interview. The job just 
happens to you. There may be others who are equally qualified 
to do it, such as other family members, but they just transpire 
not to be around or believe they don’t have the necessary skills, 
so you are appointed. And, unlike any other employer the person 
you are working for may spend a lot of  their own energy draining 
your energy by telling you to go away, and to stop what you are 
doing. That makes it even more exhausting. You not only have to 
do the work but argue about it or find a way of  doing it covertly. 
Even more difficult, if  you call in some extra help for yourself  
and them, such as a social work service or a nice local cleaner or 
gardener, the person you are trying to support may send them 
away and refuse to accept them. They say they don’t need help, 
and then you as the carer end up having to provide it anyway.

I couldn’t bear it. The neighbours could see the state his house was in. 
I felt it reflected badly on me, and so I used to go in and clean as much 
as I could until he would tell me to ‘beat it’. I did my best. He wouldn’t 
allow a cleaner. I did get one but he ‘sacked’ her. (Daughter, 70, of  
Graham, 96)

When we provide care, it is not always from a sense of  emotional 
or moral responsibility. It might be more a matter of  circum-
stance and practicality. People may choose to do required care 
themselves as much as possible, to reduce the financial cost to 
the whole family and conserve the family resources, or it might 
be that the system is too puzzling to navigate.
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There is too much paperwork for me to deal with. No matter what I 
do to try to get into the system, it’s like this is a club that I can’t get 
membership of. (Carer)

In some languages there is no word for a ‘carer’. The concept 
doesn’t exist for those people who look out for older people in 
that culture. The things that ‘carers’ do for their older friends, 
neighbours and family are just part of  normal living and not 
noticed or described in their language. It didn’t have the current 
meaning in the English language in the past. Why do we now 
need the word? The answer is mainly because the level of  care 
that must be provided is so much greater every year, and it has 
a significant impact on the physical, mental and economic well-
being of  the people doing the caring. Why has that changed? 
The numbers of  people living into greater old age have increased 
radically, and the numbers of  older people living with chronic 
health conditions have also increased. Older people are older. 
Poorly people are more poorly. And so, many people are living 
with even greater age-related impairments. Also, significantly, 
the wider responsibilities of  people who might become carers 
have increased, as more women have become active in the work-
place and their children are dependent for longer. 

My dad was out at work by the time he was 14, and in the army doing 
his National Service at 18, abroad, and came back home married 
with a child at 21. At 23 my twins are still in full-time education and 
being looked after by me at home. And I look after Dad as well. (Mary, 
daughter of  Dan, 93)

Mary has a full-time job, cares for her father and still supports her 
children in their twenties. This is modern life.

Carers of  older people can be family or friends. They may be 
older, or younger, in some cases considerably younger, than the 
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person they are caring for. They may be nearby or a long distance 
away. It has been said in this book that more than half  of  family 
carers are female relatives, but any of  us will be a carer at some 
point in our lives. It can happen because you are ‘that sort of  
person’, but it also happens to people who would not see it as 
part of  their nature. Research in 2020 done by Carers UK dem-
onstrated that every day another 6,000 people take on a caring 
responsibility. That is over 2 million people each year in the UK. 
About 25 per cent of  carers have a disability themselves.

That same report outlined that almost 40 per cent of  carers 
are struggling to make ends meet. Many use their own income 
regularly to pay for care or support services, equipment or prod-
ucts for the person they care for. Carers, clearly, do not save for 
their retirement. There is more about finance in Chapter Three.

According to the NHS website it takes carers an average of  
two years to acknowledge their role. For a long time, things go 
along with changes so small you don’t notice, and then one day 
you take stock and realise that a significant percentage of  your 
waking life is being spent putting someone else’s needs before 
your own. Sometimes it is a crisis in your own circumstances or 
health that brings it to your attention. 

I had been feeling unwell from time to time but just put it down to my 
age. Then one day I had some symptoms that had me call the doctor 
and it turned out I had to go into hospital quickly. My first thought 
was how was my mother going to survive. Who was going to take her 
food in? Did I have time to fill up her freezer and arrange for someone 
to go round and heat a meal up for her? When I spoke about this to the 
nurse in the emergency room she said, ‘As you are a carer, here is the 
number of  an organisation that might be able to help.’ It never crossed 
my mind before then that this is what I am. (Morika, daughter of  
Emrie, 86)
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As with Morika, it sometimes just happens. It goes on for so long 
that you just see it as part of  normal life. This is because it is 
hard to separate the caring role from the relationship you already 
have. It may even be that you have become ill and the illness you 
have has been made worse by caring. You have been burning the 
candle at both ends, by trying to do everything for someone else 
as well as living your own life. It doesn’t always start because you 
are planning to take over someone’s needs and prioritise them.

I go to see my dad because I just want to see my dad. I’d miss him. 
He’s so kind and funny. Over time, it has started that when I get there 
I notice little jobs that he hasn’t done, and I just end up doing them 
for him. I didn’t regard myself  as a carer. But when the pandemic 
lockdown started and it was said I couldn’t go to his house, I realised 
he’d be in a pickle, so I registered myself  as his ‘carer’ and that meant 
the new rules allowed me to come and go. Because he really needed me 
by then. (Dolores, daughter)

Particularly if  you are very young, others may not realise you 
are a carer. A young person might not tell other relatives, friends, 
schoolteachers or health and care professionals about the respon-
sibilities that they have taken on. They may be afraid of  being 
separated from those they are caring for. 

After Dad died, Mum just went AWOL. I was doing all right with my 
brother, making sure that he was fed and washed and going to school. 
I realised the social work might come and split us up. He’d already lost 
him and her and I didn’t want him to lose me as well. So I told no one 
and told him to lie about Mum but I got caught stealing. (Agnes, 15)

Despite her best efforts, Agnes got found out, and the system 
swung into action. In this case a good outcome was achieved 
because a foster placement was found for her and her brother, 
to keep them together, keep him in school and allow her to start 
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an apprenticeship. Many young carers are like Agnes, caring for 
siblings, but sometimes they are closely involved in the care of  
older or very old relatives.

On the days when Mum is on a late shift at the hospital I go round to 
Grandad’s after school and make his tea and get him ready for bed. I 
do my homework there until Mum gets back at about nine. (Ellis, 14)

The anxiety about social workers moving in and taking over 
which was felt by Agnes is also experienced by older carers. Even 
when told about benefits that might come from contact with the 
social work service of  the local authority, an older person might 
not want to involve them. 

I don’t want them round here asking their questions and prying into 
my business. They’ll be telling me that Arnold has to go in a home, 
and I’d never see him again. I’m managing fine and they can just stay 
away. (Mavis, 89, wife of  Arnold, 92)

Although more than half  of  us will have a caring role at some 
point in our lives, it is more likely for women. The responsi-
bilities that you carry then may need to be juggled with other 
responsibilities, such as a job. And you may be caring both for 
an older generation and a younger generation at the same time, 
because you care for grandparents or parents while still support-
ing children. 

The sort of  person who becomes a carer and the responsibili-
ties that a carer undertakes are so wide-ranging that it is hard to 
cover all of  these in one book. You may know a young person 
like Ellis who is a carer, but you do not identify them as such. 
Every carer is different, but in this chapter we look at some of  
the different sorts of  people who become carers, with challenges 
of  their own in being identified and in accessing care and support 
from professionals. This includes young carers, very old carers, 
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carers from specific ethnic communities, carers from the LGBT+ 
community and remote carers.

Becoming a carer

Everyone responds to the challenges of  caring in different ways. 
I am in awe of  the carers I meet and how they manage. Becom-
ing a carer can feel as if  you have lost something major. You have 
lost some freedoms and you may be mourning the loss of  health 
and well-being of  the older person you are caring for. Here are 
some of  the common feelings people have when discovering that 
they are a carer.

Denial is when you do not let yourself  see what is happen-
ing. You notice change but you don’t accept it for what it is. Not 
everyone wants to talk or even think about it when they find that 
they are needing to care for someone, perhaps a person who has 
a terminal illness or who has become frail, and not the strong 
person they used to be. It can take time to find ways of  coping 
with that reality, and there will be moments when you don’t want 
to accept what is happening. It’s not unusual to feel like this. It is 
a coping mechanism that gives you time to adjust, but you can’t 
stay like that forever. Just as you are reading this book, at some 
point every carer must start looking at the practical implications 
of  what is happening and get the information that is needed to 
work out a plan. But that doesn’t happen in the first stage. 

Anger is understandable. Your frustration and concern about 
how unfair this is may build up so much that you want to express 
it, but you need to find a place where it is safe to do so. In the 
heat of  the moment it is possible to say things that you will 
later regret. You may have worked hard all your life and be on 
the threshold of  a well-earned leisurely retirement, which now 
looks like being stolen. Of  course you are angry. You may be 
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exhausted with the demands of  work and your children, and now 
in addition an older relative needs your time and attention. Not 
expressing that anger but bottling it up causes stress. At this time, 
you need to talk to someone. Anger can make you unwell. 

Grief may arise from the sorrow you feel for what the other 
person is losing, and what you are losing yourself. The need to care 
for one parent may coincide with the death of  another. Instead of  
taking rest and distraction from your grief  you may find yourself  
busier than ever. You may be caring for someone who constantly 
mourns the parent that you have lost, and seeks your support and 
sympathy at a time when you need support and sympathy for 
yourself. Don’t undervalue yourself  and the wonderful work you 
are doing as a carer. Take consolation from your religion or faith. 
Take comfort from friends and family. You are allowed to grieve.

Stress is the reaction of  your body to pressure. Research has 
shown that the three major causes of  stress are poor health, 
money and work. You will probably experience pressure in all 
three of  these areas as a carer. Caring often adversely affects 
the health of  the carer. It causes additional unexpected and 
sometimes unmeasured financial burdens, and it creates work 
pressures that will interfere with the other work in your life, 
whether that is employment or your other family or social obli-
gations. Juggling all those responsibilities creates stress. So, three 
major causes of  stress are on your plate, not counting other 
issues that will emerge from time to time. Stress is greater when 
there are things that you can’t control. The advice given often 
to reduce stress is to ‘let go’, but there is so much here that you 
cannot let go of. Hopefully some of  the information in this book, 
or the organisations mentioned here, will be helpful in reducing 
some of  the stresses so that you can scrape together some time 
to relax. Who knew that twenty minutes to close your eyes and 
listen to music, or meditate, or pray would be such a rare gift? 
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Resilience is the ability to recover from setbacks. You still feel 
the anger, grief  and pain, but you are able to keep functioning. 
To do this you need to take care of  yourself  and not be afraid 
to ask others to help take care of  you. Your resilience may be 
knocked, but you can recover. Remember that friends are not 
a luxury; they are a necessity for maintaining your health and 
sanity. You need friends for you to be happy and you may need to 
tell them overtly that you need them. If  you give them specific 
jobs to do for you it will help them know what you need from 
them. 

In those languages where there is not even a word for ‘carer’, 
caring for someone when they are sick and vulnerable is simply 
what you do. We use the word in English because our system 
needs to identify the people who are doing the work of  caring. 
There are ‘Carer’s Allowance’ and ‘carer’s assessments’ and ‘carer 
support groups’. You can’t access any of  these unless you are 
identified as a carer. Organisations like Carers Trust and their 
partner organisations around the UK are there to help you with 
advice on caring … but also with companionship at what can be a 
lonely time. Their details are at the end of  this book. In Scotland 
there is a website called Care Information, and NHS Choices in 
England has a wealth of  wide-ranging information for carers on 
its website. This includes advice on getting time off  work, types 
of  carer breaks, how to take care of  yourself, managing rela-
tionships and other issues, including hints for male carers who 
sometimes face practical problems because our society in general 
unfairly expects carers to be female. This advice is backed up by 
tools to assess your physical fitness and mental well-being. They 
take only moments to use and are connected to good advice 
about staying well. You must look after yourself  if  you are going 
to be able to help others. 
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