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4 Carers 

Summary 
The Department of Health and Social Care defines informal carers as: 

…people who look after family members, friends, neighbours or others because of 
long-term physical or mental ill health or disability, or care needs related to old age. 
This does not include any activities as part of paid employment.1 

How many carers? 
The Family Resources Survey estimated that in 2017/18 around 4.5 million people in the UK 
were providing unpaid care. This represents around 7% of the UK population.  

Contribution made by carers 
Research commissioned by Carers UK and published in November 2015 estimated that 1.4 
million people were providing 50 or more carer hours a week for a partner, friend or 
family member in the UK. As such they made a significant contribution to society and the 
NHS.2 The NHS has acknowledged this contribution, saying that it was “critical and 
underappreciated … not only to loved ones, neighbours and friends, but to the very 
sustainability of the NHS in England”.3 

Carers’ incomes, health and wellbeing 
Employment and income 
The DWP’s Family Resources Survey reports that half of informal carers were in 
employment in 2017/18 (including carers aged 65 and over).4 32% of carers were working 
full-time and 18% were working part-time.  

25% of carers were retired while 22% were economically inactive (in other words, not in 
work and not looking for work) for other reasons.5  

For just over half of carers, their main source of income was earnings from employment 
(54% of carers in 2017/18). State or private pensions were the main source of income for 
just over a quarter of carers (26%), while around one in six carers (18%) drew most of their 
income from other benefits or tax credits.  

55% of adult carers had weekly disposable income (after taxes and benefits) below £300 
per week.6  

Benefits 
Carers could be entitled to a range of benefits, but the main cash benefits for those caring 
for disabled people are Carers Allowance and the carer premium, payable with means-
tested benefits such as Income Support, Pension Credit and Housing Benefit. Recipients of 
Carers Allowance must not be in full-time education, and must not have an income of 

                                                                                                 
1  DOH, How can we improve support for carers? March 2016 
2  Buckner, L. and Yeadle.S. for Carers UK, Valuing Carers 2015 – the rising value of carers’ support, 12 

November 2016 
3  NHS England press release, ‘We must recognise the vital contribution of carers’, 10 June 2015.  
4  DWP, Family Resources Survey 2017/18, 28 March 2019  
5  DWP, Family Resources Survey 2017/18, 28 March 2019, Table 5.4 
6  DWP, Family Resources Survey 2014/15, 16 March 2017, Table 5.5 

https://www.gov.uk/government/collections/family-resources-survey--2
https://consultations.dh.gov.uk/carers/how-can-we-improve-support-for-carers/
http://www.carersuk.org/for-professionals/policy/policy-library/valuing-carers-2015
https://www.england.nhs.uk/2015/06/contribution-of-carers/
https://www.gov.uk/government/statistics/family-resources-survey-financial-year-201718
https://www.gov.uk/government/statistics/family-resources-survey-financial-year-201718


5 Commons Library Briefing, 12 June 2019 

more than £123 per week after deductions. Consequently, individuals can experience 
problems combining receipt of Carers Allowance with paid work.  

In November 2018 there were 1,289,000 Carer’s Allowance claimants in Great Britain, of 
whom 68% were women. 

Other support for carers 
In schools: carers in schools may be able to access counselling services. They may also 
attract additional Pupil Premium funding for their schools if they are, or have previously 
been, entitled to free school meals. Data suggests a large proportion of young carers fall 
into this category.  

In further education: students in England with caring responsibilities may be able to 
access discretionary 16-19 bursary support. However, being in full-time education means 
they cannot claim Carers Allowance.  

In higher education: mainstream student support funding includes additions for students 
with qualifying adult dependents.  

Social services: carers are entitled to a statutory assessment of their support needs, 
undertaken by the local authority. The assessment must consider a range of factors such 
as what assistance the carer requires to continue providing care, and their own 
independent needs, and, in the case of young people, whether it is appropriate for the 
child to provide care in light of their own needs.   

Since 1 April 2015, any adult carer who meets national eligibility criteria must be provided 
with services to meet their needs. Even when these eligibility criteria aren’t met, local 
authorities have discretionary powers to provide support. For young carers, there are no 
national eligibility criteria and local authorities need only consider their assessment in 
deciding whether to provide support.  

Health: The UK Government’s 2018-19 Mandate to NHS England states that “carers should 
routinely be identified and given access to information and advice about the support 
available”.  NHS England’s Commitment to Carers also recognises and highlights the 
importance of carers to the NHS.7 The Carers Action Plan 2018-2020: Supporting carers 
today, published in June 2018 included a commitment that the NHS England and the Care 
Quality Commission would work together to develop quality standards for general 
practitioner surgeries to demonstrate how effective they are in identifying and supporting 
carers.8 The NHS Long Term Plan, published in January 2019, repeated the  commitment to 
improve how the NHS identifies unpaid carers, and strengthen support for them to address 
their individual health needs.9 On 11 June 2019, NHS England announced a voluntary scheme 
for GP practices, aimed at young carers. This will encourage practices to identify and support 
children and young people providing informal care for family members.10  

  

                                                                                                 
7    NHS England, Commitment to Carers, April 2014  
8  DHSC, Carers Action Plan 2018-2020: Supporting carers today. June 2018 
9  NHS England, NHS Long Term Plan, January 2019 
10  NHS England press release, ‘NHS sets out ‘care for young carers’ offer in GP surgeries’, 11 June 2019 

https://www.gov.uk/government/publications/nhs-mandate-2018-to-2019
https://www.england.nhs.uk/wp-content/uploads/2014/05/commitment-to-carers-may14.pdf
https://www.gov.uk/government/publications/carers-action-plan-2018-to-2020
https://www.gov.uk/government/publications/carers-action-plan-2018-to-2020
https://www.longtermplan.nhs.uk/publication/nhs-long-term-plan/
https://www.england.nhs.uk/wp-content/uploads/2014/05/commitment-to-carers-may14.pdf
https://www.gov.uk/government/publications/carers-action-plan-2018-to-2020
https://www.longtermplan.nhs.uk/publication/nhs-long-term-plan/
https://www.england.nhs.uk/2019/06/nhs-sets-out-care-for-young-carers-offer-in-gp-surgeries/
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Other House of Commons Library briefings on carers 
This paper is one of a series of briefings on carers. Other Library briefing papers include: 

• House of Commons Library briefing, Carer’s Allowance  

• House of Commons Library briefing, Carer's Allowance and the Retirement Pension. 

https://researchbriefings.parliament.uk/ResearchBriefing/Summary/SN00846
https://researchbriefings.parliament.uk/ResearchBriefing/Summary/SN06349
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1. Who gives unpaid care? 
The Family Resources Survey estimated that in 
2017/18 around 4.5 million people in the UK were 
providing unpaid care. This represents around 7% 
of the UK population.  

Figures have fluctuated over the past decade as 
shown in the chart opposite.  Numbers peaked at 
5.6 million in 2012/13 and 5.4 million in 2016/17. The 
2017/18 estimate of 4.5 million is the lowest 
recorded since 2007/08. In each year shown, 
around 60% of informal carers are women.  

 

The reduction in carer numbers in 2017/18, 
compared with the peak of 5.6 million in 2012/13, 
may be due to fewer people providing smaller 
amounts of care per week. There has been a slight 
increase in numbers providing over 35 hours care 
per week and a decrease among the proportions 
providing fewer hours care per week.  

 

Adults aged 55-64 were most likely to care for 
others. In most age groups, women were more 
likely to provide informal care than men. However, 
among adults aged over 75 years men were more 
likely to provide informal care. 

 

Carers UK and Age UK published a report in April 
2015, Caring into later life.11 Using a range of data 
sources, the report concluded there were 1.2 million 
people in England aged 65 and over providing 
unpaid care to a disabled, seriously ill or older 
relative or friend. This represented: 

[A]n increase of 35% in just ten years, compared to 
an 11% rise in the number of all carers, and a 4% 
rise in the number of carers aged 25-64 in the 
same time period. 

The fastest growing group is carers aged 85 and 
over, whose numbers have more than doubled, 
growing by a huge 128% in ten years to over 
87,000.  

 

                                                                                                 
11  Carers UK, Caring into later life, April 2015 

 

 
Source: Family Resources Survey 2017/18 
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http://www.carersuk.org/for-professionals/policy/policy-library/caring-into-later-life
http://www.carersuk.org/for-professionals/policy/policy-library/caring-into-later-life
https://www.gov.uk/government/statistics/family-resources-survey-financial-year-201718
https://www.gov.uk/government/statistics/family-resources-survey-financial-year-201718
https://www.gov.uk/government/statistics/family-resources-survey-financial-year-201718
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These numbers will continue to grow, with estimates suggesting 
the number of older carers in England is set to increase to over 
1.8 million by 2030. More than 200,000 of these carers will be 
aged 85 and over.12  

The report also found that although, overall, carers were more likely to 
be female than male, this changed as the carers get older, with 59% of 
carers aged 85 and over being male.13  

The report concludes that older carers are a very diverse group and 
consequently had different needs: 

This report looks at some of these differences, highlighting the 
varying health and support needs of male and female carers at 
different stages in later life. Solutions must be found to better 
identify and support these different groups.14 

Those over 85 were especially in need of support, it argued: 

[T]hose carers aged 85 and over identified as a priority in the NHS 
Five Year Forward View who are more likely than other carers to 
be caring around the clock, to be suffering anxiety and 
depression and to be in poor physical health themselves.15 

  

                                                                                                 
12  Carers UK, Caring into later life, April 2015., p6 
13  Ibid., p8 
14  Ibid., p24 
15  Ibid. 

http://www.carersuk.org/for-professionals/policy/policy-library/caring-into-later-life
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2. Carers’ employment, incomes and 
earnings 

2.1 Statistics on employment, incomes and 
poverty 

Employment 
The DWP’s Family Resources Survey reports that half of informal carers 
were in employment in 2017/18 (including carers aged 65 and over).16 
32% of carers were working full-time and 18% were working part-time.  

25% of carers were retired while 22% were economically inactive (in 
other words, not in work and not looking for work) for other reasons.17  

A 2012 study by researchers at the London School of Economics 
highlighted the challenges faced by those who combine work and 
caring:  

… Research clearly demonstrates that caring has a negative 
impact on people’s ability to remain in work. Overall it is 
estimated that approximately 315,000 carers aged 16–64 in 
England have left employment to provide unpaid care and are 
currently out of employment. Of these, 120,000 are men and 
195,000 are women.18 

                                                                                                 
16  DWP, Family Resources Survey 2017/18, 28 March 2019  
17  Ibid., Table 5.4 
18  Linda Pickard, Derek King, Martin Knapp and Margaret Perkins, (2012) Overcoming 

barriers: Unpaid care and employment in England, Personal Social Services Research 
Unit (PSSRU) at London School of Economics and Political Science 

Carers by employment status, 2017/18

Source: DWP Family Resources Survey  
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https://www.gov.uk/government/statistics/family-resources-survey-financial-year-201718
http://www.lse.ac.uk/LSEHealthAndSocialCare/pdf/SSCRAnnualConfPresentations/Linda-Pickard.pdf
http://www.lse.ac.uk/LSEHealthAndSocialCare/pdf/SSCRAnnualConfPresentations/Linda-Pickard.pdf
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Incomes and poverty 
For just over half of carers, their main source of income was earnings 
from employment (54% of carers in 2017/18). State or private pensions 
were the main source of income for just over a quarter of carers (26%), 
while around one in six carers (18%) drew most of their income from 
other benefits or tax credits.  

55% of adult carers had weekly disposable income (after taxes and 
benefits) below £300 per week.19  

Older analysis by the New Policy Institute, commissioned by the Joseph 
Rowntree Foundation, looked at poverty levels among carers over the 
period 2011/12 to 2013/14. It estimated that 1.2 million carers were in 
poverty, defined as being in relative low income after housing costs (this 
is the number of carers living in households with income below 60% of 
median household income, where income is measured after deducting 
housing costs). 

On this basis, the poverty rate was 22% for carers compared to 20% for 
non-carers. Among carers of working-age, the poverty rate was 25% 
compared to 21% for working-age non-carers. 

However, the poverty rate varied markedly by the number of hours of 
care provided each week. 14% of working-age carers providing fewer 
than five hours’ care per week were in poverty, rising to 37% for 
working-age carers providing at least twenty hours’ care per week.  

These estimates exclude income from disability benefits when 
calculating the poverty threshold, so may differ from estimates 
published by the Government or other organisations. Income from 
disability benefits is excluded on the grounds that these reflect 
additional living costs faced by people with disabilities, so “do not make 
the recipient materially better off”.20  

Other findings from the New Policy Institute/Joseph Rowntree 
Foundation analysis include:  

• 2.6 million working-age carers provide less than 20 hours 
and have a lower poverty rate than the average non-carer 
(of 21%). 1.4 million working-age adults provide at least 20 
hours of care and have a poverty rate of 37%. 

• Despite the challenges of combining care with 
employment, 400,000 people are doing a full working week 
alongside long hours of care (20 hours or more). 

• Working-age people who provide care for 20 hours or 
more each week tend to have lower qualification levels. 
Overall, 70% of those who cared for 20 hours or more had 

                                                                                                 
19  DWP, Family Resources Survey 2014/15, 16 March 2017, Table 5.5 
20  Hannah Aldridge and Ceri Hughes, Informal carers and poverty in the UK: an 

analysis of the Family Resources Survey, New Policy Institute, May 2016, based on 
data from the Family Resources Survey for the three years 2011/12 to 2013/14 

http://npi.org.uk/publications/income-and-poverty/informal-care-and-poverty-uk/
http://npi.org.uk/publications/income-and-poverty/informal-care-and-poverty-uk/


11 Commons Library Briefing, 12 June 2019 

no or low qualifications compared with around half of low 
intensity carers (52%) or non-carers (48%). 

Combining paid work with Carer’s Allowance 
Carers may experience difficulties trying to combine paid work with 
their caring duties while also satisfying the conditions for the main 
social security benefit for carers, Carer’s Allowance (covered in detail in 
section 3 below).  In particular, carers can find that increases in the 
National Minimum/Living Wage can push them above the Carer’s 
Allowance earnings limit.  

2.2 Employment rights of carers 
Flexible working 
Carers for adults have had the right to request flexible working from 
their employers since the introduction of the Work and Families Act 
2006. The 2010 Government extended this right beyond carers to cover 
all employees as part of the Children and Families Act 2014.21 Employers 
are only able to refuse a flexible working request on limited grounds 
identified by statute.22 

The Taylor Review, published in July 2017, briefly considered issues 
surrounding flexible working and made the following recommendation: 

As part of the statutory evaluation of the Right to Request Flexible 
Working in 2019, Government should consider how further to 
promote genuine flexibility in the workplace. For example it 
should consider whether temporary changes to contracts might 
be allowed, to accommodate flexibility needed for a particular 
caring requirement. Government should work closely with 
organisations like Timewise and Working Families to encourage 
flexible working and initiatives like “happy to talk flexible working” 
to a wider range of employers.23 

In May 2018, the Work and Pensions Committee published a report on 
carers and employment.  Amongst other things, the report 
recommended that the Government make flexible working a ‘day one’ 
right, rather than one that only available after 26 weeks of continuous 
employment.24 

In March 2018, the Department for Business, Energy and Industrial 
Strategy (BEIS) set up the Flexible Working Task Force, which it co-
chairs with the Chartered Institute of Personnel and Development 
(CIPD).  The Task Force is made up of various different stakeholders and 

                                                                                                 
21  Children and Families Act 2014, part 9 
22  For more information see House of Commons Library Standard Note SN01086, 

Flexible working 
23  Good Work: The Taylor Review of Modern Working Practices, 2017, p95 
24  Work and Pensions Committee, Employment support for carers, HC581, 9 May 2018, 

para. 36 
 

http://www.legislation.gov.uk/ukpga/2014/6/pdfs/ukpga_20140006_en.pdf
http://www.parliament.uk/business/publications/research/briefing-papers/SN01086/flexible-working
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/627671/good-work-taylor-review-modern-working-practices-rg.pdf
https://publications.parliament.uk/pa/cm201719/cmselect/cmworpen/581/581.pdf
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considers a wide range of issues surrounding flexible work.25  The Task 
Force is currently considering a Government proposal, announced in 
October 2018, to create a new duty for employers to consider which 
jobs can be done flexibly and make clear in advertising which jobs can 
be done flexible from Day 1.26  The Task Force has also published 
guidance for employers on flexible hiring and is promoting the Happy 
to Talk Flexible Working campaign. 

Describing this approach, the Government’s response to the Work and 
Pension Committee’s report states: 

43. This is a little different from the Select Committee’s 
recommendation in an important respect as it places the 
responsibility on the organisation to offer flexible working, rather 
than on the employee to ask.  

44. Government considers that the key challenge is designing 
work so that it can be flexible. That question needs to tackled 
organisationally to achieve real change. Businesses need to 
explore how flexible working can work across the board – rather 
than just in relation to specific roles. That is a broader and more 
challenging question which is why we are seeking to work with 
business and other organisations through the taskforce.27 

Time off for dependants 
In addition, employees have the right to reasonable time off if a 
dependant is ill, injured or their care arrangements are disrupted. A 
dependant, as well as being a spouse, civil partner, parent or child, can 
also be a person living in the same house as the employee (although 
not an employee, tenant, lodger or boarder).28 

Discrimination by association 
Carers of disabled and elderly people may also be protected at work 
from “discrimination by association”.  Associative discrimination occurs 
where a person is treated less favourably not because of a protected 
characteristic that they possess but because of their association with 
another person who has a protected characteristic.  

Prior to the enactment of the Equality Act 2010, it was unclear whether 
discrimination by association was, in fact, prohibited, given the ways 
that the different pieces of predecessor legislation were worded.  
Section 3A of the Disability Discrimination Act 1995, for example, 
prohibited less favourable treatment “for a reason which relates to the 
disabled person’s disability”. 

                                                                                                 
25  Government and employers unite to kick-start flexible working, CIPD, 14 January 

2019 
26  New measures to support workers, businesses, and entrepreneurs, Gov.uk, 1 

October 2018 
27  Work and Pensions Committee, Employment Support for Carers: Government 

Response to the Committee’s Thirteenth Report, HC 1463, 31 July 2018, paras. 43-44 
28  Employment Rights Act 1996 as amended, section 57A  
 

https://www.cipd.co.uk/about/media/press/flexible-working-taskforce
https://www.gov.uk/government/news/new-legislation-to-ensure-tips-and-gratuities-go-to-employees
https://publications.parliament.uk/pa/cm201719/cmselect/cmworpen/1463/1463.pdf
https://publications.parliament.uk/pa/cm201719/cmselect/cmworpen/1463/1463.pdf
http://www.legislation.gov.uk/ukpga/1996/18/section/57A
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In 2008, the European Court of Justice confirmed that associative 
discrimination was prohibited under the Equal Treatment Framework 
Directive (2000/78/EC).29 

Under the Equality Act 2010, it is now settled that discrimination by 
association is prohibited.  In contrast to the predecessor legislation, 
section 13 of the 2010 Act prohibits direct discrimination based on “a” 
protected characteristic.  The Explanatory Notes state: 

This definition is broad enough to cover cases where the less 
favourable treatment is because of the victim’s association with 
someone who has that characteristic (for example, is disabled), or 
because the victim is wrongly thought to have it (for example, a 
particular religious belief). 

This prevents carers being treated unfavourably at work, or not being 
offered a job, because of their caring role, as well as protection from 
harassment. The Act also prevents victimisation of carers, and provides 
protection when buying goods and using services.30 

Dedicated employment rights for carers 
The Work and Pensions Committee’s 2018 report also recommended 
that the Government consider creating certain dedicated employment 
rights for carers: 

Statutory unpaid leave would be a welcome solution for some 
carers but simply unaffordable to many others. An existing model 
of parental leave, paid at a statutory rate, already assists parents 
while providing compensation to employers, including special 
assistance for small businesses. In supporting the Parental 
Bereavement (Leave and Pay) Bill, the Government has 
demonstrated a willingness to extend this assistance into further 
circumstances. There is a strong case for five days’ statutory paid 
carer’s leave based on the existing statutory leave system. We 
recommend the Government introduce this policy when 
resources allow and provide a full impact assessment for such a 
policy in response to this report.31 

In the Carers Action Plan 2018-2020, published in June 2018, the 
Government announced that it had set up an official level working 
group involving various Departments to consider the creation of 
dedicated employment rights for carers to exist alongside existing 
employment rights (e.g. flexible working).32 

Additional cost of living  
Carers UK carried out a 12 month investigation into the financial 
situation of carers and their families, the results of which were published 

                                                                                                 
29  Coleman v Attridge Law and Law C-303/06 
30  Government Equalities Office/ Citizens Advice Bureau, Equality Act 2010: What do I 

need to know as a carer?, 2010 
31  Work and Pensions Committee, Employment support for carers, HC581, 9 May 2018, 

para. 47 
32  Department for Health and Social Care, Carers Action Plan 2018-2020, June 2018, 

para. 2.3. 

https://eur-lex.europa.eu/legal-content/EN/TXT/PDF/?uri=CELEX:32000L0078&from=EN
https://eur-lex.europa.eu/legal-content/EN/TXT/PDF/?uri=CELEX:32000L0078&from=EN
http://www.legislation.gov.uk/ukpga/2010/15/notes/division/3/2/2/1
http://curia.europa.eu/juris/document/document.jsf?text=&docid=67793&pageIndex=0&doclang=en&mode=lst&dir=&occ=first&part=1&cid=7480119
https://www.citizensadvice.org.uk/Documents/Advice%20booklets/equality-act-2010-carer.pdf
https://www.citizensadvice.org.uk/Documents/Advice%20booklets/equality-act-2010-carer.pdf
https://publications.parliament.uk/pa/cm201719/cmselect/cmworpen/581/581.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/713781/carers-action-plan-2018-2020.pdf
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in February 2014 as a report, Caring & Family Finances Inquiry.   The 
inquiry found there were significant additional costs associated with 
caring for loved ones who are older, disabled or seriously ill: 

Experiences of carers who gave evidence to the Inquiry, included 
the need to keep the vulnerable and ill warm, meant families 
footing bills for running heating for 12 and more hours a day, with 
no let-up in warmer months when those with serious illness must 
be kept cool; costs of travel to medical appointments and the 
need to rely heavily on taxis; the need to wash three or more 
loads of washing a day when caring for someone with continence 
problems, or who is tube fed; the increasingly prohibitive price of 
buying in care to simply get out of the door for work or respite, 
compounding the isolation caring can bring; the cost to future 
financial security and resilience of quitting work or cutting hours 
to care.33  

One recent survey of careers found that many were struggling to make 
ends meet, or were in, or had been in, debt as a result of caring.34 

2.3 Employment Support for Carers 
Work, Health and disability green paper 
In the Work, health and disability green paper the Government reported 
that “an estimated 2 million people have given up paid work to care”. It 
also reports that 315,000 of these did not return to work and remained 
unemployed after their caring role ended.35 

The green paper cited two of the reasons why carers can find it difficult 
to balance caring with employment: 

• A risk-averse attitude among employers to recruiting those with 
caring responsibilities. 

• A lack of flexible working arrangements in many organisations. 

It goes on to outline the support that the government will provide to 
carers: 

A key objective of our future work will be to support carers of all 
ages to enter, remain in and re-enter work. The government’s 
Fuller Working Lives programme focuses on the challenges for 
older workers to remaining in or returning to work due to caring 
responsibilities, ill health or disability. As part of the programme a 
series of Carers in Employment pilots was launched in April 2015, 
to help support carers to stay in work or return to paid work 
alongside their caring responsibilities. Early next year the 

                                                                                                 
33   Carers UK,  Caring & Family Finances Inquiry: Carers struggling with alarming levels 
      of hardship, February 2014 
34  Carers UK, State of Caring 2018, July 2018.  Note that this survey is not completely 

representative of all carers - respondents were more likely to be female and caring 
for a high number of hours every week. 

35  DWP/DH, Work, Health and disability green paper: improving lives, 2 November 
2016 

 

http://www.carersuk.org/for-professionals/policy/policy-library/caring-family-finances-inquiry
https://www.carersuk.org/news-and-campaigns/press-release-rss/580-nation-s-carers-struggling-with-alarming-levels-of-hardship
https://www.carersuk.org/news-and-campaigns/press-release-rss/580-nation-s-carers-struggling-with-alarming-levels-of-hardship
https://www.carersuk.org/images/Downloads/SoC2018/State-of-Caring-report-2018.pdf
https://www.gov.uk/government/consultations/work-health-and-disability-improving-lives/work-health-and-disability-green-paper-improving-lives
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government will publish a new, cross-government and employer-
led national strategy, which will set out the future direction of this 
Fuller Working Lives agenda.36 

Fuller Working Lives 
In February 2017 the DWP published the Fuller Working Lives 
publication. This publication announced that a new cross-Government 
Carers Strategy, led by the Department of Health, would support carers 
to remain in and re-enter employment. It also announced that a final 
evaluation report of the ‘Carers in Employment’ pilots would be 
published in 2017: 

Led by the Department of Health, we are aiming to support carers 
through a new cross-Government Carers Strategy. We intend it to 
include measures to provide further support to carers to remain 
in, and re-enter, the workforce; balancing their working life with 
their essential caring role. There will be an important role for 
employers, building on the work described throughout this 
document to ensure that the working environment both supports 
and values carers. 

In addition, the Department of Health and the Government 
Equalities Office (GEO) have provided funding for nine ‘Carers in 
Employment’ pilot projects to explore, through close working with 
Local Authorities, how working carers can be supported to stay in 
paid work alongside fulfilling their caring responsibilities. Interim 
findings are expected in Spring 2017 with the final evaluation 
report to follow later in the year. 37 

Further information on the Carers Strategy is provided in section 9 of 
this paper. 

Institute for Employment Studies project: Carers in 
Employment 
In January 2018 the Institute for Employment Studies published an 
evaluation of the Carers in Employment project.38 

This project provided a range of support to carers and evaluated the 
impact of this support. The support provided ranged from light touch 
contact, such as advice and guidance materials, to more intensive 
support, such as regular ongoing contact with a support worker. 

A key finding of the project was that carers receiving the more intensive 
support were more likely to report benefits, and that having a 
personalised caseworker for carers may help them to continue in work. 
It states that: 

                                                                                                 
36  DWP/DH, Work, Health and disability green paper: improving lives, 2 November 

2016 
37  DWP, Fuller Working Lives, February 2017, p37 
38  Institute for Employment Studies, Evaluation of the Carers in Employment Project, 

January 2018 
 

https://www.gov.uk/government/publications/fuller-working-lives-a-partnership-approach
https://www.gov.uk/government/consultations/work-health-and-disability-improving-lives/work-health-and-disability-green-paper-improving-lives
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/587654/fuller-working-lives-a-partnership-approach.pdf
https://www.scie.org.uk/carers/employment
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The evaluation suggests that named caseworkers assigned to 
deliver bespoke information, advice and guidance to working 
carers may be effective in facilitating job retention and helping 
working carers to continue in work. Advocacy and support worker 
services provided by the project were reported to have helped 
working carers cope better at crucial ‘tipping points’ or domestic 
crises that otherwise were likely to have had a more detrimental 
effect on maintaining the balance of care and work.39 

Another finding from the project was that the use of assistive 
technology helped carers to stay in employment. 

Those employers who interacted with the project also reported an 
increased awareness of the challenges faced by working carers. This led 
to some employers introducing “carer-friendly” HR policies and 
practices, such as the promotion of flexible working arrangements. 

                                                                                                 
39  Institute for Employment Studies, Evaluation of the Carers in Employment Project, 

January 2018, pii 

https://www.scie.org.uk/carers/employment
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3. Benefits 
A carer could potentially be entitled to a range of benefits, but cash 
benefits specifically for people caring or a disabled person consist of: 

• Carer’s Allowance, currently worth £66.15 a week (2019-20 rate); 

• The carer premium/addition payable with means-tested benefits 
such as Income Support, Pension Credit, and Housing Benefit.  It 
is payable to those who satisfy the conditions for Carer’s 
Allowance and is £36.85 a week for 2019-20.40 

3.1 Carer’s Allowance 
Carer’s Allowance – formerly Invalid Care Allowance – is a non-
contributory, non-means-tested benefit paid to people who care full-
time for someone who is severely disabled.  To be entitled to Carer’s 
Allowance, a person must be providing at least 35 hours of care a week 
for someone in receipt of a qualifying disability benefit,41 not be in full-
time education, and, if in paid work, have earnings after certain 
deductions of no more than £123 a week. 

In November 2018 there were 1,289,000 Carer’s Allowance claimants in 
Great Britain, of whom 68% were women. 

Only two-thirds of Carer’s Allowance claimants (857,000) actually 
receive a payment. The remaining third of claimants (432,000) fulfil the 
entitlement criteria for Carer’s Allowance by virtue of their caring 
responsibilities but receive no payment due to the ‘overlapping benefits 
rule’ (see below) or to other income. 

Among pensioners claiming Carer’s Allowance, the vast majority (96%) 
receive no Carer’s Allowance payment, mainly due to the way that State 
Pensioners are affected by the overlapping benefits rule (see below). 

Between 2003 and 2018 the number of Carer’s Allowance claimants 
more than doubled from 600,000 to just under 1.3 million by the end of 
2018. The caseload growth was mainly driven by working-age recipients 
of Carer’s Allowance payments, up from 380,000 in 2003 to 844,000 by 
November 2018. 

                                                                                                 
40  DWP policy paper, Benefit and pension rates 2019 to 2020. These benefits are 

increased annually each April in line with the Consumer Prices Index. 
41  The qualifying benefits are Disability Living Allowance (middle or higher rate care 

component), the Personal Independence Payment daily living component, 
Attendance Allowance, Constant Attendance Allowance at or above the normal 
maximum rate with an Industrial Injuries Disablement Benefit or basic (full day) rate 
with a War Disablement Pension, and Armed Forces Independence Payment. 

https://www.gov.uk/carers-allowance/overview
https://www.gov.uk/government/publications/benefit-and-pension-rates-2019-to-2020/proposed-benefit-and-pension-rates-2019-to-2020#carers-allowance
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Source 

DWP Stat-xplore 

 

 
Total expenditure on Carer’s Allowance in Great Britain in 2018-19 is 
estimated to have been £2.87 billion. It is forecast to rise to £2.98 billion 

Carer's Allowance claimants, Great Britain, November 2018
of whom:

Male Female
Total 1,288,592 408,410 880,185
of whom: payment status:

Claimant receiving payment 856,758 231,988 624,776
No payment: entitlement only (b) 431,837 176,424 255,410

receiving payment as % of total claimants 66% 57% 71%

Working age: total 941,551 259,079 682,469
of whom: payment status:

Claimant receiving payment 843,997 228,725 615,272
No payment: entitlement only (b) 97,556 30,357 67,205

receiving payment as % of working age total 90% 88% 90%

Over State Pension age: total 347,044 149,332 197,714
of whom: payment status:

Claimant receiving payment 12,763 3,262 9,502
No payment: entitlement only (b) 334,279 146,069 188,206

receiving payment as % of pension age total 4% 2% 5%

Note

Total (a)

(a) Statistical disclosure control was applied at source to this table to avoid the release of 
confidential data.  Components may not sum to totals due to the disclosure control applied.

(b) Claimants recorded as having underlying entitlement to Carer's Allowance but who 
receive no CA payment due to overlapping benefits or other income.
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in 2019-20, and then to £4.05 billion in cash terms (£3.75 billion in 
2019-20 prices) by 2023-24.42 

There is no firm estimate of the proportion of carers eligible for Carer’s 
Allowance who actually take up the benefit.  Past research undertaken 
for the Department for Work and Pensions suggested that the take-up 
rate for Carer’s Allowance might be around 65% or above43, but DWP 
argues that given the complex entitlement conditions for Carer’s 
Allowance there is “no basis on which we could accurately make …an 
assessment on take-up rates.”44 

There is often confusion about the role of Carer’s Allowance, and about 
the rules on who can and cannot get it.  Formally, Carer’s Allowance is 
an “income replacement” benefit – it is intended to provide a measure 
of income maintenance where someone cannot work full-time because 
of their caring responsibilities.45  It is not a payment for the care they 
provide or a “carer’s wage.”  The weekly rate of Carer’s Allowance 
(£66.15 for 2019-20) is however lower than most other income 
replacement benefits; Jobseeker’s Allowance for people aged 25 or 
over, for example, is currently £73.10 a week.  The reasons for paying 
Carer’s Allowance at a lower rate than other income replacement 
benefits are obscure, but it appears to be related to its origins in the 
mid-1970s as a new benefit not dependent on National Insurance 
contributions.46 

Carer’s Allowance is only one of several income replacement benefits; 
others include contribution-based Jobseeker’s Allowance, contributory 
Employment and Support Allowance, and the Retirement Pension.  The 
long-standing “overlapping benefits rule” means that a person cannot 
get more than one income replacement benefit in full at the same time.  
The group mainly affected by this rule are carers over State Pension 
Age – section 4 of this briefing looks at this in more detail. 

Since 7 November 2016, households receiving Carer’s Allowance (or the 
carer element of Universal Credit – see below) have been exempt from 
the Benefit Cap, which limits the total amount in benefits a family can 
receive.47 

3.2 Working and claiming Carer’s Allowance 
Carer’s Allowance supports those unable to work full-time, but the rules 
allow people in receipt of Carer’s Allowance to undertake some paid 
work.  There is no limit on the number of hours of paid work a person 

                                                                                                 
42  DWP, Benefit expenditure and caseload tables: Spring Statement 2019 
43  Richard Berthoud, The take-up of Carer’s Allowance: A feasibility study, DWP 

Working Paper No 84, 2010 
44  PQ 37081 [on Carer’s Allowance], 23 May 2016 
45  See for example HC Deb 27 March 2007 c1502 
46  See section 3.2 of Commons Library briefing CBP-846, Carer’s Allowance 
47  See Commons Library briefing CBP-6294, The Benefit Cap 

https://www.gov.uk/government/publications/benefit-expenditure-and-caseload-tables-2019
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/207552/wp84.pdf
http://researchbriefings.parliament.uk/ResearchBriefing/Summary/SN00846
http://researchbriefings.parliament.uk/ResearchBriefing/Summary/SN06294
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can do, but Carer’s Allowance is not payable if earnings (after certain 
deductions) exceed a certain amount in any week. 

The earnings limit has been increased substantially in recent years, but 
carers’ organisations still argue that the rules make it difficult for carers 
to combine paid work with their caring responsibilities.  A person loses 
entitlement to Carer’s Allowance completely as soon as their earnings 
exceed the threshold – the “cliff edge” problem. 

More recently, attention has focused on the problem whereby increases 
in the National Minimum Wage (now the National Living Wage (NLW)) 
mean that carers working 16 hours a week (in order to qualify for 
Working Tax Credit) can find themselves earning above the Carer’s 
Allowance earnings limit – and are forced to choose between giving up 
their Carer’s Allowance, or reducing their working hours to stay within 
the earnings limit and losing their WTC.  With the NLW expected to 
reach around £9 an hour by 202048, there are fears that this could 
become an even more widespread problem for carers. 

In response to a parliamentary question on what assessment had been 
made of the impact of the NLW on the Carer’s Allowance earnings limit, 
and if the Government would bring forward proposals to increase the 
earnings limit, the then DWP Minister Penny Mordaunt said on 12 
September 2016: 

The primary purpose of Carer's Allowance is to provide a measure 
of financial support and recognition for people who give up the 
opportunity of full-time employment in order to provide regular 
and substantial care for a severely disabled person. It is not, and 
was never intended to be, a carer’s wage or a payment for the 
services of caring, nor is it intended to replace lost or forgone 
earnings in their entirety. 

The earnings limit for Carer's Allowance is a net figure which is 
the figure left once income tax, National Insurance contributions 
and half of any contributions to an occupational or personal 
pension are deducted from earnings. There are also a number of 
other deductions which can be made that mean that people can 
earn significantly more than £110 per week and still be eligible for 
Carer's Allowance. 

Whilst the Government does not link the earnings limit to any 
other particular factor (including the National Living Wage), we 
do keep it under regular review and increase it when it is 
warranted and affordable, and this will continue to be our 
approach. Most recently in April 2015 the earnings limit was 
increased by 8% to £110, far outstripping the general increase in 
earnings.49 

                                                                                                 
48  See Commons Library briefing CBP-7735, National Minimum Wage Statistics 
49  PQ 45121 [on Carers’ Benefits: Living Wage] 
 

http://researchbriefings.parliament.uk/ResearchBriefing/Summary/CBP-7735
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Since then, the earnings limit has increased further and now stands at 
£123 a week.  

In its May 2018 report on Employment support for carers50, the Work 
and Pensions Committee recommended that, in addition to 
improvements to guidance for carers on the earnings rules and better 
support for carers who want to work, the DWP- 

• address the “cliff edge” problem by introducing a “taper” at the 
same rate as used for Universal Credit, so that Carer’s Allowance 
is withdrawn gradually as earnings increase; and 

• formally link the National Living Wage to the Carer’s Allowance 
earnings limit so that the threshold is equivalent to no less than 16 
hours at the NLW. 

The Department rejected both recommendations.51  It argued that the 
earnings limit serves a different purpose from that of a taper – the 
former is a test of whether the person is in “gainful employment”, 
whereas tapers are designed to make sure that work pays.  It also 
pointed out that for a taper to be “cost neutral”, benefit would have to 
start to be withdrawn at a level lower than the current earnings limit – 
introducing a disincentive to work for carers with the lowest incomes, 
and adding complication. 

On linking the earnings limit to the National Living Wage, the 
Department noted that as the earnings limit is net of certain expenses, 
many carers can work for 16 hours a week while retaining access to 
Carer’s Allowance and benefits such as Working Tax Credit.  It believes 
that the earnings limit “is generally working well for many claimants and 
allows them to keep a foothold in the labour market while undertaking 
their full-time caring responsibilities.”52 

3.3 Carer’s Allowance overpayments 
In 2018 it emerged that the DWP had detected higher rates of 
overpayment of Carer’s Allowance than in the past, following an 
exercise to match claims to earnings data.  Most of the overpayments 
identified were caused by carers’ earnings exceeding the earnings limit, 
though few cases involved proven fraud.  The Department had however 
been slow to take compliance action, due to staff shortages.  It is now 
aiming to recover around £150 million overpaid Carer’s Allowance from 
just under 80,000 carers. 

Further information can be found in a National Audit Office report, 
Investigation into overpayments of Carer’s Allowance.53  The Work and 
Pensions Committee has also been investigating overpayments of 
Carer’s Allowance and has held two evidence sessions, the first with 

                                                                                                 
50  HC 581 2017-19, 17 May 2018 
51  HC 1463 2017-19, 31 July 2018 
52  Ibid. para 23 
53  HC 2103 2017-19, 26 April 2019 

https://www.parliament.uk/business/committees/committees-a-z/commons-select/work-and-pensions-committee/inquiries/parliament-2017/support-carers-inquiry-17-19/
https://www.nao.org.uk/report/investigation-into-overpayments-of-carers-allowance/
https://www.parliament.uk/business/committees/committees-a-z/commons-select/work-and-pensions-committee/inquiries/parliament-2017/inquiry14/
https://www.parliament.uk/business/committees/committees-a-z/commons-select/work-and-pensions-committee/inquiries/parliament-2017/inquiry14/
https://publications.parliament.uk/pa/cm201719/cmselect/cmworpen/581/58102.htm
https://publications.parliament.uk/pa/cm201719/cmselect/cmworpen/1463/146302.htm
https://www.nao.org.uk/report/investigation-into-overpayments-of-carers-allowance/
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Emily Holzhausen of Carers UK on 28 November, and the second with 
NAO and DWP officials on 15 May 2019. 

3.4 Studying and claiming Carer’s Allowance 
A person cannot receive Carer’s Allowance if they are in full-time 
education.  A person is treated as being in full-time education if the 
school, college or university describes the course as such, or if the 
course involves at least 21 hours a week supervised study.54 

The reasoning behind this is that people in full-time education, 
including those with caring responsibilities, are already supported 
through the educational maintenance system, via its range of loans and 
grants.55  The rule has however been criticised as a barrier to carers 
wishing to expand their skills with a view to entering or returning to the 
labour market.  In 2008 the House of Commons Work and Pensions 
Committee said that carers faced a “stark choice between engaging in 
education and training without any financial support or living on 
benefits”, and recommended that the Government consider lifting the 
21 hour rule and reducing education and training fees for Carer’s 
Allowance recipients.56  In its response, the Labour Government said 
that rather than make piecemeal changes to Carer’s Allowance, it 
intended to look specifically at the support offered to carers through 
the benefits system as part of its wider plans to develop a single benefit 
for people of working age.57  No detailed plans were set out before the 
2010 General Election; and subsequent administrations have not 
indicated any desire to revisit the 21 hour rule. 

3.5 Carers and Universal Credit 
Universal Credit (UC) is replacing means-tested social security benefits 
and tax credits for working-age families.  UC is being introduced 
gradually and under the latest roll-out schedule the benefit will not 
have replaced the existing “legacy” benefits completely until December 
2023.58 

Carer’s Allowance will remain outside Universal Credit and the 
maximum amount of UC payable will be reduced pound for pound by 
any Carer’s Allowance a person/family receives.  Where a person 
satisfies the care conditions for Carer’s Allowance, a “carer element” will 
be included in the calculation of their UC maximum amount.  This 
mirrors the carer premium/addition currently payable with means-
tested benefits, and is worth £160.20 a month (2019-20 rates).  A person 

                                                                                                 
54  For details see section 3.4 of Commons Library briefing CBP-846, Carer’s Allowance 
55  See for example PQ 219974 [on Carer’s Allowance], 14 January 2015; PQ 12005 [on 

Carers' Benefits], 20 October 2015 
56  Work and Pensions Committee, Valuing and supporting carers, HC 285 2007-08, 21 

July 2008, para 163. 
57  HC 105 2008-09, 19 December 2008, para 39 
58  See section 2 of Commons Library briefing CBP-7446, Universal Credit changes from 

April 2016 

http://data.parliament.uk/writtenevidence/committeeevidence.svc/evidencedocument/work-and-pensions-committee/overpayments-of-carers-allowance/oral/93085.html
http://data.parliament.uk/writtenevidence/committeeevidence.svc/evidencedocument/work-and-pensions-committee/overpayments-of-carers-allowance/oral/102246.html
http://researchbriefings.parliament.uk/ResearchBriefing/Summary/SN00846
http://www.publications.parliament.uk/pa/cm200708/cmselect/cmworpen/485/48502.htm
http://researchbriefings.parliament.uk/ResearchBriefing/Summary/CBP-7446
http://researchbriefings.parliament.uk/ResearchBriefing/Summary/CBP-7446


23 Commons Library Briefing, 12 June 2019 

does not have to be in receipt of Carer’s Allowance or have made a 
claim for it to receive the claimant element – the calculation of the UC 
award will include the carer element for as long as the person satisfies 
the care conditions.  An award of UC can include the carer element 
even if Carer’s Allowance would not be payable because the person’s 
earnings exceed the Carer’s Allowance earnings limit. 

The introduction of Universal Credit is being accompanied by a new 
“conditionality” regime setting out what people will be required to do in 
return for receiving it.  People who satisfy the conditions for the carer 
element will be in the “no work-related requirements” group.  This 
means that they will not be expected to look for work or undertake any 
work-related activities to receive UC. 

3.6 Carer’s Allowance in Scotland 
The Scotland Act 2016 devolves responsibility for disability and carers’ 
benefits to the Scottish Parliament.  The Scottish Government has 
introduced a Carer’s Allowance Supplement, backdated to April 2018.  It 
is paid twice yearly and is calculated using the formula Jobseeker’s 
Allowance minus Carer’s Allowance, multiplied by 26 weeks.  The 
increase is not clawed back elsewhere, and does not affect other 
benefits which remain reserved, including Income Support, tax credits 
and Universal Credit.  The Scottish Government also plans to provide 
additional financial support for carers or more than one disabled child, 
from spring 2021. 

From winter 2021, new claims for “carer’s assistance” (replacing Carer’s 
Allowance and the Carer’s Allowance Supplements) will begin, and 
under current plans existing Carer’s Allowance claimants in Scotland will 
transfer to carer’s assistance between spring 2022 and 2024.59  Carer’s 
assistance will initially mirror Carer’s Allowance (plus the supplements), 
but the Scottish Government intends to consult on longer term changes 
to the benefit in 2021.60 

 

 

                                                                                                 
59  For further details of the timetable see Commons Library Debate Pack CDP-2019-

0084, Devolution of welfare, 8 April 2019 
60  Scottish Government Position Paper: Support For Carers, 28 February 2019 

https://www.mygov.scot/carers-allowance-supplement/
https://researchbriefings.parliament.uk/ResearchBriefing/Summary/CDP-2019-0084
https://www.gov.scot/publications/support-carers-policy-position-paper/
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4. Older carers 
4.1 Government support for older carers 
In a 2016 PQ Baroness Wheeler asked about the resources the then-
government was providing to support carers over 80: 

Carers over 80: Support 

Asked by: Baroness Wheeler  

To ask Her Majesty’s Government what additional social care 
resources they will provide to support the numbers of carers aged 
over 80, in the light of estimates that half of those are providing 
over 35 hours caring per week. 

Answered by: The Parliamentary Under-Secretary of State, 
Department of Health (Lord Prior of Brampton) 

My Lords, we recognise the invaluable contribution carers make 
to society and that many provide long hours of wonderful care. 
We support wholeheartedly the implementation of the improved 
rights for carers established by the Care Act 2014, providing just 
over £186 million of funding to local authorities for these 
improved rights. We are committed to continuing to improve 
support for carers through the publication of a new national 
carers strategy by the end of 2016.61 

4.2 Carer’s Allowance and the State Pension 
Carers reaching State Pension age, and people who become carers after 
State Pension age, are often unhappy to discover that Carer’s Allowance 
(see section 3 above) cannot be paid in addition to the State Retirement 
Pension.  This is due to the “overlapping benefits rule”.62  The rule 
applies not only to people eligible for Carer’s Allowance and the 
Retirement Pension, but to people who would satisfy the conditions for 
more than one non-means-tested “income replacement” benefit.  
Income replacement benefits also include Incapacity Benefit, 
contributory Employment and Support Allowance, contribution-based 
Jobseeker’s Allowance, Bereavement Allowance, and Widowed Parent’s 
Allowance. 

If a person eligible for Carer’s Allowance is also in receipt of another 
overlapping income replacement benefit, they will not be paid any 
Carer’s Allowance if the other benefit is paid at an equivalent or higher 
rate.  If the other benefit is less than the amount of Carer’s Allowance, 
then the difference is made up. 

The rationale is that Carer’s Allowance is paid to provide income for a 
person unable to work because of their caring responsibilities.  It cannot 
therefore be paid in addition to any of the other income replacement 

                                                                                                 
61  HL Deb 13 June 2016 vol. 773 cc994-7 
62  For further information see CBP-6349, Carer's Allowance and the Retirement 

Pension 

https://hansard.parliament.uk/lords/2016-06-13/debates/72962D7C-5B8B-499A-81B0-16618C0A32FE/CarersOver80Support
http://researchbriefings.parliament.uk/ResearchBriefing/Summary/SN06349
http://researchbriefings.parliament.uk/ResearchBriefing/Summary/SN06349
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benefits.  To do so would be against the long-standing feature of the 
social security system that “double provision should not be made for 
the same contingency”.63 In response to a PQ in April 2019, Work and 
Pensions Minister Justin Tomlinson said: 

There is no upper age limit to claiming Carer’s Allowance, but it 
cannot normally be paid with the State Pension. Carer’s Allowance 
provides a measure of replacement income where the duties of 
caring for a severely disabled person limit the prospect of full-
time work and the earnings it would yield. State Pension provides 
a replacement income in retirement. 

It is a long-standing and basic principle of the social security 
system that only one benefit at a time can be paid for the same 
purpose. Even though the circumstances which give rise to 
entitlement to Carer’s Allowance and State Pension are different, 
they are both designed to provide a degree of replacement for 
lost or foregone income. 

The overlapping benefits rules, which prevent both benefits being 
paid, were established to reflect the general principle that flat-rate 
benefits designed to help with income maintenance e.g. Carer’s 
Allowance and State Pension, should not be added together and 
paid in full, even though a person may qualify for both. However, 
if a carer’s State Pension is less than Carer's Allowance, State 
Pension is paid and topped up with Carer's Allowance to the basic 
weekly rate of Carer's Allowance which, from April 2019, increased 
to £66.15.64 

In 2019-20, around 296,000 people over State Pension in Great Britain 
are expected to satisfy the care conditions for Carer’s Allowance, but 
only around 9,000 will actually receive the benefit.65 

People over State Pension age may however still benefit from claiming 
Carer's Allowance even though they may not actually receive it because 
of the overlapping benefits rule.  This is because an “underlying 
entitlement” to Carer’s Allowance means that they are eligible for the 
carer premium/addition in means-tested benefits such as Pension 
Credit and Housing Benefit.  At November 2018, 184,300 people on 
Pension Credit in Great Britain (9.5%) had an underlying entitlement to 
Carer’s Allowance and so qualified for the Pension Credit carer 
premium.66 

Nevertheless, the overlapping benefits rule as it affects older carers 
continues to cause confusion, anger and distress.  Older carers 
interviewed as part of a study undertaken by Independent Age in 2015 

                                                                                                 
63  National Insurance Advisory Committee, Report on overlapping benefit regulations, 

HC 36 1948/49 
64  PQ 243551 15 April 2019 
65  DWP, Benefit expenditure and caseload tables: Spring Statement 2019, accessed 31 

May 2019 
66  DWP Stat-xplore benefit combinations dataset, accessed May 2019 
 

https://www.parliament.uk/written-questions-answers-statements/written-question/commons/2019-04-10/243551
https://www.gov.uk/government/publications/benefit-expenditure-and-caseload-tables-2019
https://stat-xplore.dwp.gov.uk/webapi/jsf/dataCatalogueExplorer.xhtml
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generally perceived the rule to be “grossly unfair.”67  Successive 
governments have however resisted calls to abolish the overlapping 
benefits rule.   

 

                                                                                                 
67  Independent Age, “You don’t stop the worrying”: The difficulties of caring in later 

life, June 2015 

https://www.independentage.org/sites/default/files/2016-05/%27You%20don%27t%20stop%20the%20worrying%20%27%20report.pdf
https://www.independentage.org/sites/default/files/2016-05/%27You%20don%27t%20stop%20the%20worrying%20%27%20report.pdf
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5. Parent carers of disabled children 
Under section 97 of the Children and Families Act 2014, as amended, 
any parent carer of a disabled child who may have support needs is 
now entitled to a local authority assessment. As with young carers, the 
local authority must only consider whether to provide any services the 
parent carer is assessed to need. 

The Breaks for Carers of Disabled Children Regulations state that a local 
authority must, as far as is reasonably practical, provide a range of 
services to assist parent carers to provide care.68,69 

The local authority must also produce a short breaks services statement 
setting out these services and their eligibility criteria for accessing them. 
Government guidance states that services can be provided to families 
without an assessment, and that, based on legal precedent, eligibility 
criteria cannot be applied mechanistically without a consideration of a 
family’s needs.70 

The National Network of Parent Carer Forums (NNPCF) was launched in 
2011, and is funded by central government. They are a network of over 
150 parent forums in England and each Parent Carer Forum has parent 
carer members with a wide range of experiences in Health, Education 
and Social Care as their children have a wide range of conditions. The 
parent forums work with local authorities and health authorities at all 
levels. 

                                                                                                 
68  Links to Statutory Instruments and Acts in this note may be to legislation as made 

and may not reflect subsequent amendments.  
69  SI 2011/707 
70  Department for Education, Short break care. How local authorities should provide it, 

24 March 2011 

http://www.legislation.gov.uk/uksi/2011/707/pdfs/uksi_20110707_en.pdf
https://www.gov.uk/government/publications/short-breaks-for-carers-of-disabled-children
http://www.nnpcf.org.uk/
https://www.gov.uk/government/publications/short-breaks-for-carers-of-disabled-children
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6. Young carers 
6.1 How many young carers are there? 
The Family Resources Survey does not provide 
detailed information on young carers. However, 
Census data provides some information. 

The 2011 Census found that there were 491,000 
young carers aged 24 or younger in the UK, an 
increase of around 87,000 since 2001. Numbers 
increased in all constituent countries of the UK, 
with the exception of Scotland which had a slight 
decrease (around 400 fewer in 2011).71 

In 2011, Northern Ireland had the highest percentage 
of young carers among the 0-24 year olds population 
(3.6%,) and Scotland had the lowest rate (2.4%). 

 

The majority of young carers were providing 1 to 19 
hours of care per week, but over 10% were providing 
weekly care of 50 or more hours.  

The rate per 1,000 population providing over 50 hours 
care per week increased in all countries between 2001 
and 2011. 

Census data also provides figures on the number 
children aged under 16 providing unpaid care. The 
latest data shows that in 2011 there were around 
134,000 children aged 0-15 providing unpaid care in 
the UK, an increase of around 20,000 since 2001. 

The rate of 0-15 year olds providing unpaid care per 
1,000 population increased between 2001 and 2011 in 
all countries except Scotland. In 2011, Northern Ireland 
had the highest rate of 0-15 year olds providing 
unpaid care (14.4 per 1,000). 

 

Most children provided 0-19 hours of care per week, 
but across the UK around 12,400 were providing 50 
hours or more care per week in 2011. 

 

                                                                                                 
71  Office for National Statistics, 2011 Census: Population Estimates for the United 

Kingdom, March 2011 
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6.2 The lives of young carers 
The 2015 Conservative Government commissioned a research project 
into the lives of young carers in England. The resulting report was 
published in February 2016.72  

Key findings included that: 

• Parents reported that most of the young carers aged 5 to 17 were 
caring for someone inside the home. Of these, over half (55%) 
were caring for their mother and one in four (25%) were caring 
for a sibling. Lone parent families were over-represented in the 
sample. 

• Cared-for parents/siblings all had a single or dual diagnoses of 
physical or mental health illnesses/disabilities, however these were 
often also accompanied by other physical and/or mental health 
issues that had not been formally diagnosed. 

• Nearly eight out of ten (78%) young carers were reported by their 
parents to be undertaking practical tasks as part of their caring 
responsibilities, such as cooking, cleaning, doing paperwork or 
helping with household chores. As might be expected, caring 
responsibility increased with age. Over one in four (26%) were 
providing nursing care and parents considered over half (57%) 
also provided emotional support. 

• Although the majority of parents (53%) reported that their child 
was providing up to an hour or so of care a day during the school 
or college week, around one in seven (14%) reported four or 
more hours caring each day rising to over one in four (26%) at 
the weekends. 

• School holiday periods were particularly challenging for most of 
the young carers due to an increase in their caring responsibilities 
at home and reduced opportunities to engage in other activities 
both inside and outside the home as compared to term-time. 

• Caring was seen to be a very rewarding role by the majority of 
the young carers – regardless of age or length of time caring - 
bringing with it a range of positive emotional and psychological 
benefits. However caring also had adverse effects: anxiety, stress, 
tiredness, strain within family relationships, restrictions in social 
activities and relationships and under-engagement in education. 

• Formal or informal support helped reduce the extent of young 
carers’ responsibilities. However not all parents were comfortable 
disclosing their condition to health and social care professionals 
due to a fear of the potential repercussions for their family.  

                                                                                                 
72  Department for Education, The lives of young carers in England, February 2016 

https://www.gov.uk/government/publications/the-lives-of-young-carers-in-england
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6.3 Support for young carers in England  
Under the Children Act 1989 as amended, local authorities have a duty 
“to safeguard and promote the welfare of children within their area who 
are in need”.73 Prior to 1 April 2015, however (when the relevant sections 
of the Children and Families Act 2014 came into force), there had been 
no legal provisions in force specifically for young carers.74  

Section 96 of the Children and Families Act 2014 amended the Children 
Act 1989 to give young carers under the age of 18 in England the same 
right to a needs assessment as adult carers, including the 
appropriateness of the child providing care in light of their own needs. 
This was articulated in a written statement on the Children and Families 
Bill75 by the then Secretary of State for Education, Michael Gove: 

It is clear therefore that we need to do more to support young 
carers. With the Care Bill also under consideration by Parliament, 
this is an ideal opportunity to ensure that young carers get equal 
consideration and protection. That is not to say that they should 
be treated the same as adult carers. We are committed to 
ensuring that young people are protected from excessive or 
inappropriate caring responsibilities. The best way to achieve that 
is to ensure that the person being cared for, whether that is an 
adult or a child, is assessed and has all their eligible needs met 
first. To do this effectively requires local services working together 
across the statutory and voluntary sectors to consider the whole 
family’s needs.76 

Unlike carers assessments provided for adult carers, there are no 
national eligibility criteria for provision of services, and local authorities 
need only consider the assessment in deciding whether to provide 
support. 

Regulations under the Care Act 2014 set out how assessments of adults 
in England must be carried out to ensure the needs of the whole family 
are considered. This could include assessing what support an adult 
needs in order to ensure that a young person does not undertake 
inappropriate caring responsibilities.77 

The Carers Trust has published several briefings on the rights of young 
carers in England.  

Department for Education research (January 2017) reported that fewer 
than one in five (19%) parents of young carers helping within the 
household reported that their child had received an assessment of the 
child’s needs by the local authority, falling to 13% among those caring 
outside the household. Nearly two thirds (64%) were receiving no 
                                                                                                 
73  Children Act 1989 as amended, section 17 
74  The Carers and Disabled Children Act 2000 defined a carer as someone over 16. 
75  When Parliament is debating legislation, it is called a Bill.  When Parliament has 

approved legislation, and it has received Royal Assent, the Bill becomes an Act. 
76  HC Deb 8 October 2013 cc11WS-12WS 
77  The Care and Support (Assessment) Regulations 2014 S.I. 2827/2014 
 

http://www.legislation.gov.uk/ukpga/1989/41/contents
http://www.legislation.gov.uk/ukpga/2014/6/contents/enacted
http://www.legislation.gov.uk/ukpga/2014/23/contents/enacted
https://professionals.carers.org/new-rights-young-carers-england
https://professionals.carers.org/new-rights-young-carers-england
http://www.legislation.gov.uk/ukpga/1989/41/part/III/crossheading/provision-of-services-for-children-and-their-families
http://www.legislation.gov.uk/ukpga/2000/16/contents
http://www.publications.parliament.uk/pa/cm201314/cmhansrd/cm131008/wmstext/131008m0001.htm#13100836000021
http://www.legislation.gov.uk/uksi/2014/2827/contents/made
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support, whether formal or informal. Of those receiving help, the most 
common source was a young carers’ project, followed by their school or 
college.78 

In an earlier study for the DfE (published February 2016) parents and 
young carers identified a number of factors that would promote access 
to support. These included:  

• increasing the inclusivity and availability of young carers’ services 
(e.g. greater support for younger carers and enabling access 
through central locations or transportation to and from services);  

• ensuring that health and social care support services 
communicate the availability and nature of young carers’ services 
quickly and effectively;  

• standardising age-appropriate activity and information across 
young carers’ services; and 

• improving support for cared-for family members to help meet 
diverse needs.79  

6.4 Benefits for young carers 
The main benefit for carers – Carer’s Allowance – may be claimed from 
the age of 16, although those in full-time education are excluded from 
claiming the benefit. At February 2017, only 2,280 young people under 
18 were receiving Carer’s Allowance in Great Britain.80 

At present, families with young carers may be able to get additional 
help through the Severe Disability Premium (SDP), worth £65.85 a week 
(2019-20 rate).  SDP is not a benefit in its own right but is an additional 
amount payable with certain means-tested benefits including income-
related Employment and Support Allowance.  SDP is intended to give 
additional help to those severely disabled people who, because they 
live independently and do not have someone caring for them who 
receives Carer’s Allowance, are most likely to rely on bought-in care.  
SDP is not payable if there are other “non-dependants” residing with 
the person, but for these purposes anyone under 18, or aged 18-19 and 
qualifying for child benefit, does not count. 

As noted above, Universal Credit (UC) is replacing existing means-tested 
benefits and tax credits for working age families.  Under UC there will 
be no equivalent of the Severe Disability Premium81, and there are 

                                                                                                 
78  Department for Education, The lives of young carers in England omnibus, January 

2017, p8 
79  Department for Education, The lives of young carers in England, February 2016, p10 
80  Department for Work and Pensions, Quarterly statistical summary: August 2017 

[accessed 26 September 2017] 
81  See section 6.2 of Commons Library briefing SN06548, Draft Universal Credit 

Regulations 2013 
 

https://www.gov.uk/carers-allowance
https://www.gov.uk/disability-premiums-income-support/what-youll-get
https://www.gov.uk/government/publications/the-lives-of-young-carers-in-england
https://www.gov.uk/government/publications/the-lives-of-young-carers-in-england
https://www.gov.uk/government/statistics/dwp-statistical-summaries-2017
http://researchbriefings.parliament.uk/ResearchBriefing/Summary/SN06548
http://researchbriefings.parliament.uk/ResearchBriefing/Summary/SN06548
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concerns this could have a disproportionate impact on families with 
young carers.82 

Under the new welfare powers devolved by the Scotland Act 2016, the 
Scottish Government is to introduce a new “Young Carer Grant” – worth 
£300 a year – from autumn 2019.  This will be payable to young people 
aged 16-18 who provide at least 16 hours of care a week to a person 
receiving a qualifying disability benefit, but do not qualify for Carer’s 
Allowance. This is part of a broader planned package of support which 
will also include free bus travel from 2020/2021, “subject to successful 
piloting.”83  The Scottish Government states that the Young Carer Grant 
will “help around 1,700 young carers each year get respite and access 
life opportunities which are the norm for many other young people, as 
they make the transition into adulthood.”84 

6.5 Participation and attainment in education 
The Children’s Society 2013 report (which analysed the findings of the 
Department for Education’s Longitudinal Study of Young People in 
England) found that: 

• Around 1 in 20 young carers missed school because of caring 
responsibilities. 

• Young carers had significantly lower educational attainment at 
GCSE level, the equivalent to nine grades lower overall than their 
peers e.g. the difference between nine B’s and nine C’s. 

• Young carers were more likely than the national average to be 
not in education, employment or training (NEET) between the 
ages of 16 and 19.85 

Department for Education-commissioned research published in January 
2017 compared the experience of young people with caring 
responsibilities to those with no such responsibilities. On schooling, this 
found: 

Most parents across both the face to face and comparison 
surveys reported that their children were happy at school and 
considered they were attending well and performing better than 
average. […] 

However, parents of young carers were significantly more likely 
than those in the comparison survey to report that their child was 
being bullied. The greatest difference was among 16 to 17 year 
olds of whom over one in five parents (16%) considered their child 
was being bullied, compared to only 4% of parents of children the 
same age in the comparison survey. […] 

                                                                                                 
82  Disability Benefits Consortium submission to the House of Lords Secondary 

Legislation Scrutiny Committee, 2013 
83  Scottish Government Position Paper: Support For Carers, 28 February 2019 
84  Ibid. 
85  The Children’s Society, Hidden from view. The experience of young carers in 

England, May 2013 

https://young.scot/information/rights/young-carer-grant/
https://www.gov.uk/government/collections/statistics-youth-cohort-study
https://www.gov.uk/government/collections/statistics-youth-cohort-study
http://www.parliament.uk/documents/lords-committees/Secondary-Legislation-Scrutiny-Committee/Disability-Benefits-Consortium-submission-Universal-Credit.pdf
http://www.parliament.uk/documents/lords-committees/Secondary-Legislation-Scrutiny-Committee/Disability-Benefits-Consortium-submission-Universal-Credit.pdf
https://www.gov.scot/publications/support-carers-policy-position-paper/
http://www.childrenssociety.org.uk/sites/default/files/tcs/hidden_from_view_-_final.pdf
http://www.childrenssociety.org.uk/sites/default/files/tcs/hidden_from_view_-_final.pdf
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Just over half (55%) of parents of young carers reported their 
child had been absent from school at least a few times in the last 
year compared to around one third of parents in the comparison 
survey. Further, 12% of parents of 12 to 15-year-old carers were 
aware that their child had fallen asleep at school at least a few 
times in the last 12 months compared to only 3% of parents of 
children the same age in the comparison group. […] 

When asked about being late for school, absenteeism and falling 
asleep, young people in both surveys were more likely than the 
parents to report all of these occurrences […].86 

Pupil Premium 
The Government has cited research suggesting that around 60 per cent 
of young carers aged 14-16 were eligible for free school meals (FSM).87 
Children in England who are eligible for FSM, or who have been eligible 
at any point in the last 6 years, (‘Ever 6’) attract the Pupil Premium. This 
is extra funding for schools to support the education of disadvantaged 
children. The annual value of the deprivation pupil premium in the 
2019-20 financial year is £1,320 per primary-aged pupil and £935 per 
secondary-aged pupil.88 

Information about support for young carers in schools in Scotland, 
Northern Ireland and Wales can be found online:  

• MyGov.Scot website article, ‘ Young carers: support’, 20 March 
2019.  

• NI Direct website article, ‘Young carers – support at school’, 
undated. 

• Welsh Government guidance, ‘Young carers toolkit’, 1 September 
2017.  

The young carers in schools programme, run jointly by Carers Trust 
and The Children’s Society, works with schools across England to share 
good practice, and provide training and support to local authorities and 
young carers services to increase the identification of young carers in 
their area- and to increase school engagement. 

6.6 Further and higher education 
In England, eligible young carers aged 16-19 in further education may 
be entitled to a discretionary 16-19 bursary. This is extra money 
intended to remove barriers to learning. Government guidance to 
schools and FE providers on administering the bursaries makes clear 
that they should encourage young carers to apply: 

                                                                                                 
86  Department for Education, The lives of young carers in England. Omnibus survey 

report Research report, January 2017, pp 9-10. 
87  PQ 243309, 23 April 2019 
88  See: Gov.uk guidance, ‘Pupil premium: conditions of grant 2019 to 2020’, 17 

December 2018. 
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Young people with caring responsibilities, for example, caring for 
a parent or other relative, may be reluctant to say so because of 
fear of being stigmatised. Institutions should ensure 
confidentiality to reduce these concerns, publicise the availability 
of help from the bursary fund and encourage young carers to 
apply.89 

Information on financial and other support for further education in the 
rest of the UK can be found at: 

• Care Information Scotland, ‘Help for carers who work or study’, 
January 2019.  

• NI Direct website article, ‘Carers and learning’, undated.  

• Student Finance Wales website (general information, not specific 
to carers) 

The 2015 Government acknowledged that young carers “face challenges 
participating in higher education and they may require additional 
support to do so effectively”.90 English-domiciled higher education 
students who have caring responsibilities for children can apply for 
funding to help with childcare, in addition to mainstream student loans. 
Some students with adult dependants who meet eligibility criteria may 
qualify for an Adult Dependants’ Grant. This is non-repayable and in 
2019/20 the maximum amount will be £3,007. 

Many higher education institutions have adopted Carers Policies to 
support students who are carers as part of their equality 
agenda.  Carers Policies aim to allow flexibility for student carers and 
attempt to make sure that students are not disadvantaged by their 
caring responsibilities, whilst ensuring that any accommodations made 
for students do not compromise academic standards.  In 2015 the 
Carers Trust published a guidance document to help universities 
formulate their carers policies,  Supporting Students with Caring 
Responsibilities: Ideas and Practice for Universities to Help Student 
Carers Access and Succeed in Higher Education England version – this 
document contains examples of universities’ carers policies.91   

Further information about support for HE students with caring 
responsibilities in other parts of the UK can be found online: 

• Student Awards Agency for Scotland (SAAS), Support for student 
carers, undated. 

• Student Finance Wales, Dependants’ Grants (2019/20) 

• Student Finance Northern Ireland collection on undergraduate 
support. 

                                                                                                 
89  DfE, 16 to 19 Bursary fund guide: 2018-19, June 2018.  
90  See: PQ 20664 (on Carers: young people), 17 December 2015 
91  The Carers Trust,  Supporting Students with Caring Responsibilities: Ideas and 

Practice for Universities to Help Student Carers Access and Succeed in Higher 
Education England version, 2015 
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7. Carers’ health and wellbeing 
Analysis of the 2011 Census, widely cited by the Government and carers’ 
organisations, found that the general health of carers deteriorates 
incrementally with the increasing hours of care provided: 5.2% of carers 
reported their own health as ‘not good’ and this rose to almost 16% 
among those caring for more than 50 hours a week.92 

Carers UK’s State of Caring 2018 survey similarly found that caring 
responsibilities impacted upon an individual’s health, including that: 

• Across the UK, 72% of carers said they had experienced mental ill 
health as a result of their caring responsibilities. 

• 61% said they’d experienced physical ill health. 

• 81% of people caring for disabled children reported mental ill 
health, as did 80% of ‘sandwich carers’ (i.e., those caring for a 
non-disabled child under 18, plus someone else) and carers 
struggling to make ends meet financially.  

• Those most likely to experience physical ill health as a result of 
their caring responsibilities were carers providing end-of-life 
palliative care (72% of this group), those struggling to make ends 
meet financially, and those providing round-the-clock care – 69% 
and 66% of these groups, respectively.  

The previous year’s survey (2017) found that caring affected carers’ 
ability to find time to exercise, maintain a balanced diet and get 
sufficient sleep. It also found that in over two thirds of those surveyed 
said their GP knew they were a carer, but did not do anything different 
as a result. As a result, Carers UK called for: 

…a new duty on the NHS to put in place policies to identify carers 
and to promote their wellbeing.93 

The Government’s mandate to NHS England for 2017-18 included an 
expectation that: 

Carers should routinely be identified and given access to 
information and advice about the support available.94 

This expectation was reiterated in the NHS mandate for 2018-19.  

Successive Governments have also acknowledged that carers, and 
young carers in particular, are more likely to develop mental health 
problems.95  

As part of its Commitment to carers programme (launched in 2014), 
NHS England published An integrated approach to identifying and 
assessing Carer health and wellbeing in May 2016, setting out 

                                                                                                 
92  DH et al. Supporting the health and wellbeing of adult carers (2014) 
93  Carers UK, State of Caring 2017, July 2017 
94  DH, The Government’s mandate to NHS England for 2017-18, March 2017, para 2.4 
95  PQ 19558 [Carers: Mental Health], 15 December 2015 
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approaches to joint working between organisations. This also set out 
principles for improved support for carers, including: 

• Improving the identification and assessment of carers in primary 
care 

• Providing an integrated support package in order to help carers’ 
with physical and mental health needs 

• Giving carers choices about how support is delivered96 

The Government has emphasised the importance of integrated care as 
a way to better meet carers’ health and wellbeing needs: 

The National Health Service contribution to the Better Care Fund, 
which helps to join up health and care, includes funding to 
support the implementation of the Care Act 2014, including £130 
million earmarked for the provision of carers’ breaks.97 

More information on the Better Care Fund can be found in the 
Commons Library briefing paper, Health and social care integration. 

In July 2016, NHS England established a Young Carers Health Champion 
Programme to support health literacy and promote health and 
wellbeing among this group.98  

On 11 June 2019, NHS England announced a voluntary scheme for GP 
practices, aimed at young carers. This will encourage practices to identify 
and support children and young people providing informal care for family 
members.99 

7.1 Access to health services 
Problems faced by carers in accessing health services 
Carers' organisations have raised concerns about the problems faced by 
carers accessing health and social services for themselves, and for the 
people they care for. NHS England has also cited research showing that 
health professionals only identify around one in ten carers, and 66% of 
carers feel that healthcare staff don’t help to signpost them to relevant 
information or support.100 

In September 2016 Carers UK published Pressure Points: carers and the 
NHS, which found widespread problems faced by carers in accessing 
primary and community support services for the people they care for.101 
Carers UK state that it is important that the huge contribution of carers 
is recognised across the NHS and taken into account, especially when 
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developing services to support out of hospital care. It notes that “Carer 
Passports” are one way in which the NHS can make sure that carers are 
identified and signposted to available support. Carers UK has written a 
research summary on Carer Passports, drawing on existing best practice 
that looks at how hospitals can introduce passports in order to identify 
carers as well as promote additional support in hospitals for carers, such 
as discounted or free parking.102 

NHS England's commitment to carers 
The NHS Five Year Forward View (FYFV), published in 2014, committed 
the NHS to find new ways to support carers, to build on the new rights 
created by the Care Act and to help the most vulnerable carers – the 
approximately 225,000 young carers and the 110,000 carers who are 
themselves aged over 85. The FYFV also recognised the contribution 
carers make to the NHS: 

The five and a half million carers in England make a critical and 
underappreciated contribution not only to loved ones, 
neighbours and friends, but to the very sustainability of the NHS 
itself.103 

In May 2014 NHS England also published its Commitment to Carers, 
setting out the recognition and support they need.104 It included 37 
commitments spread across eight key priorities which included raising 
the profile of carers, education and training, and person-centred 
coordinated care and primary care, that were developed in partnership 
with carers, patients, partner organisations and care professionals. 

As part of its commitment to carers, NHS England published 
Commissioning for Carers: Principles and resources to support effective 
commissioning for adult and young carers, to help Clinical 
Commissioning Groups (CCGs) better identify and help carers to stay 
well. The 10 principles aim to help CCGs deliver the best outcomes for 
carers, with a self-assessment questionnaire for commissioners to 
identify where they can provide further support at a population level.   
The Principles have been published alongside other materials for 
commissioners and providers from the Royal College of General 
Practitioners, to provide improved support for unpaid carers. 

The Carers Action Plan 2018-2020: Supporting carers today, published 
in June 2018 included a commitment that the NHS England and the 
Care Quality Commission would work together to develop quality 
standards for general practitioner surgeries to demonstrate how 
effective they are in identifying and supporting carers.105 The NHS Long 
Term Plan, published in January 2019, repeated the  commitment to 
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improve how the NHS identifies unpaid carers, and strengthen support 
for them to address their individual health needs.106 

7.2 Sharing patient information with carers and 
involvement in care 

Difficulties can arise when health and social care staff have to balance 
the need to inform families and carers with professional and legal 
requirements to protect patient confidentiality. In most cases such 
issues are avoided by a patient giving consent for their private 
information to be shared. However, staff may need to make a decision 
on what is in the patient's best interest before sharing information if the 
patient lacks capacity to consent. When considering whether to share 
confidential information with a carer or family member, the 
confidentiality guidance for health and care staff should be followed: 

• Professionals should establish with the service user or patient 
what information they want to be shared, with whom, and in what 
circumstances. 

• Confidential information should be shared with the carer when 
the service user or patient has given explicit, informed consent 
and when the carer consents to be told. 

• Where the service user or patient does not have capacity to give 
valid consent, confidential information should be shared with the 
carer where it is in the person’s best interests.107 

Chapter 5 of the Code of Practice to the Mental Capacity Act 2005 
(MCA) provides detailed guidance for health and social care staff on 
taking “Best Interests” decisions, where someone lacks capacity. In 
particular, health and social care staff have a duty under section 4(7) of 
the MCA to take into account the views of anyone involved in caring for 
the person and anyone interested in their welfare (for example family 
carers and other close relatives) as part of a best interests decision. 

The National Institute for Health and Care Excellence recommends that 
carers are involved in decisions about patient’s hospital discharge plans, 
if the patient and their carers agree.108  

 

                                                                                                 
106  NHS England, NHS Long Term Plan, January 2019 
107  HSCIC (now known as NHS Digital), A guide to confidentiality in health and social  

care  (2013). Information can also be found in NHS England’s quick guide to sharing 
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108  NICE, Transition between inpatient hospital settings and community or care home 
settings for adults with social care needs Quality standard [QS136], December 2016, 
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8. Local authority assessments and 
health and social care support for 
carers 

8.1 Local authority assessments and support for 
adults 

Any carer who may have needs for support, whether currently or in the 
future, is entitled to a carer’s assessment by their local authority. Carers 
assessments were introduced by the Carers (Recognition and Services) 
Act 1995 and have been since been strengthened by subsequent 
legislation, most recently the Care Act 2014. 

The assessment must look at any assistance that the carer requires to 
continue to provide care, and a carer remains entitled to an assessment 
even if the care recipient refuses an assessment for themselves. It must 
also look at the carer’s needs independent of the needs of the care 
recipient, including care breaks, and a carer’s outside interests.109 

There was previously no duty on local authorities to meet a carer’s 
assessed needs, only for them to be taken into consideration. Since the 
Care Act 2014 came into force, however, any carer who meets national 
eligibility criteria must have services provided to meet their needs. Local 
authorities also retain the power to provide support to those who have 
been assessed, even if they are do not have a statutory duty to under 
the eligibility criteria. 

Where a local authority provides services following a carer’s assessment, 
the carer is entitled to request a direct payment to give them control 
over how these services are provided. 

Legislation on carer’s assessments states that someone providing care 
as an employee under any form of contract or as a volunteer for a 
voluntary organisation is not entitled to an assessment. 

Scotland 
In Scotland, during the summer of 2017 the Government undertook two 
consultations on carers.   

The first concerned the “Carers Charter”, intended to provide a 
summary of carers’ rights in a “readily accessible and understandable 
format for both young and adult carers alike”.110 

Additionally, the Scottish Government consulted on regulations under 
the Carers (Scotland) Act 2016, and sought views on “the specific 
circumstances in which an adult carer support plan and young carer 
statement must be reviewed”, and “what type and level of information is 
                                                                                                 
109  Carers (Recognition and Services) Act 1995, Section 1  
110  Scottish Government, Carers (Scotland) Act 2016: Consultation on a Carers’ Charter 
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to be included in short breaks services statements, and to set out when 
and how these are to be published and reviewed by the appropriate 
authorities”.111 

Both consultations are now closed, and the responses are being 
analysed. 

8.2 Changes in force from 1 April 2015 under the 
Care Act 2014 

Section 10 of the Act gives the right to an assessment to any carer who 
may have needs for support now or in future. This changes the previous 
right to assessment, which was limited only to those who provided a 
“substantial amount of care on a regular basis”112 

Prior to the Act coming into force, carers also needed to request an 
assessment from the local authority in order to have their needs 
considered. The Care Act 2014 instead puts the responsibility on the 
local authority to identify those in need of an assessment and carry this 
out, although the carer remains able to refuse an assessment. 

In a significant change to previous carers’ legislation, section 20 of the 
Care Act 2014 introduces a legal duty to meet carers’ needs should 
these fall within national eligibility criteria. These are set out in 
regulation 3 of the Care and Support (Eligibility Criteria) Regulations 
2015.113  

The then Care and Support Minister, Norman Lamb, described this 
change as an “historic step forward”: 

[W]e’re giving carers new rights to support that put them on the 
same footing as the people they care for. In the current system, 
local authorities weren’t required to provide support to carers. We 
are changing that. All carers will be entitled to an assessment. If a 
carer is eligible for support for particular needs, they will have a 
legal right to receive support for those needs, just like the people 
they care for.114 

Mr Lamb also set out the estimated cost of this change: 

We have legislated to give carers new rights, which mean that for 
the first time, they will have a legal right to receive support of 
their eligible needs. To meet the cost of these new rights, we are 
providing over £100 million in 2015-16 to local authorities, with 
consequent increases rising to around £300 million in 2019-20 
and subsequent years.115 
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8.3 Respite breaks 
The stress and physical demands of care have been argued to have a 
detrimental effect on carer’s health. Iain McKenzie raised this issue in a 
House of Commons debate on 20 June 2013, and highlighted the 
importance of respite breaks: 

Carers’ health can also suffer. People providing high levels of care 
are twice as likely to fall sick. The fact that 625,000 people 
suffered mental and physical ill health last year as a direct 
consequence of the stress and physical demands of caring 
illustrates the true impact on carers’ health. Research by Carers 
Scotland found that almost half of carers with health problems 
reported that their conditions began after they started caring. Of 
those whose condition pre-dated their caring role, a quarter said 
that their condition had worsened since becoming a carer. 

Caring clearly takes a huge toll on carers’ physical and mental 
health, and those not receiving respite are far more likely to suffer 
from mental health problems. The impact is often exacerbated by 
carers being unable to find time for medical check-ups or 
treatment for themselves, with two in five carers saying that they 
are forced to put off treatment because of their caring 
responsibilities. Research by Carers UK includes cases of carers 
discharging themselves from hospital because of an absence of 
alternative care.116 

Lord Rix, the then chairman of the learning disability charity MENCAP, 
attempted in 1996 to introduce a legal right to respite care, and 
highlighted the absence of this provision from the 1995 Act.117 His 
Disabled Persons and Carers (Short-term Breaks) Bill did not make it on 
to the statute book. 

The power for local authorities to offer respite breaks through 
assessments was introduced in the Carers and Disabled Children Act 
2000. This allowed the provision of vouchers for temporary care 
through community care services, so giving the carer a short term break 
from their caring responsibilities.  

The right to care breaks have been strengthened with the introduction 
of the Care Act 2014, as set out above, as the eligibility criteria for 
carer’s support include an inability to achieve the following: 

• developing and maintaining family or other personal 
relationships; 

• engaging in work, training, education or volunteering; 

• making use of necessary facilities or services in the local 
community, including recreational facilities or services; 

• engaging in recreational activities.118 
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On top of the money made available to local authorities to meet their 
statutory duties with regards to care, additional funds for carers’ breaks 
are made available through a joint fund between NHS England and 
local authorities. In 2015-16 this became part of the Better Care Fund 
and this joint fund set aside £130m for carers’ breaks in 2015-16.119 

Carers UK has raised concerns that as this allocation in the Better Care 
Fund is not ring-fenced, the money could end up being used elsewhere 
in local authority budgets.120 The Carers Trust has criticised previous 
joint funds earmarked for carers’ breaks where the money was not ring-
fenced, as this led to the money allegedly being spent elsewhere in the 
health service.121 

8.4 Carers Innovation Fund 
On 12 June 2019, the Government provided further details on its new 
Carers Innovation Fund, originally announced in 2018’s Carers Action 
Plan.122 The fund will provide £5 million in funding over the next two 
years, for innovative projects that can demonstrate impacts in terms of: 

• carers’ health and wellbeing 

• carers’ ability to manage work alongside caring responsibilities 

• carers’ ability to take a break from their caring role 

• reducing loneliness and social isolation 

Details on how to apply for funding are available on the Gov.uk website.  
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9. Past and future Government policy  
9.1 The proposed Carers Strategy and the 

forthcoming social care Green Paper 
Government’s March 2016 consultation and response  
In March 2016, the Government launched a call for evidence on what 
should be included in its planned Carers Strategy for England.123 Setting 
out the reasoning behind the call for evidence, the Department of 
Health said:  

Caring for others should not be to the detriment of the carer’s 
own health and wellbeing and carers can receive support in a 
number of ways – including from social services, the NHS, or the 
benefit system. 

We think that we need a new strategy for carers setting out how 
we can do more. One which reflects their lives now, the health 
and financial concerns they have, and gives them the support 
they need to live well whilst caring for a family member or friend. 

The call for evidence closed on 31 July 2016.   

The Government response was not published until June 2018 – perhaps 
because of uncertainty about how to proceed with the Carers Strategy 
(see below). 

In the Government’s response, the DHSC noted that it had received “an 
overwhelming response; 6,802 people and organisations took the time 
to give us their views, experiences and suggestions”.124  In addition, five 
focus group events were held around the country during 2016. 

Six topics were consulted upon: 

• Impact of caring – respondents “reported that caring had a 
significant effect on their physical and mental health, on their 
ability to pursue educational opportunities and to maintain full-
time employment”; 

• Identifying carers – “half of carers who responded to this question 
said they had not received any help to identify themselves”, while 
“most people agreed that there were things that health, care and 
educational organisations and workers could do to help identify 
people as unpaid carers”; 

• Valuing carers – while roughly half of carers felt valued and 
involved in the cared for person's care, “most respondents felt 
strongly that it was important that services valued and involved 
carers more in future” 
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• Information and advice – only half of carers said they had 
“received information about caring and the support available to 
them” and “most people commented about things that they 
would like to see happen in future, rather than things that had 
worked well for them in the past”; 

• Supporting adult carers – “individuals and organisations felt it was 
a priority to improve support”, and, looking ahead, “responses 
said that accessible and affordable respite care or sitting services 
would significantly improve their lives”; 

• Supporting young carers – “most respondents on this theme said 
they had not received any services or other formal support for 
young carers and had not had help to maintain their education or 
balance life outside caring”.125 

Dropping of the proposed Carers Strategy 
Although the consultation closed in July 2016, no Carers Strategy was 
forthcoming and a parliamentary question tabled in July 2017 asked the 
Government whether it still intended to publish it.  The response did not 
mention the Carers Strategy, saying only that “we have said that more 
widely we will consult on proposals to improve social care. Next steps 
will be set out in due course”.126 

In June 2018, the Government confirmed that it would not now publish 
a Carers Strategy.  Instead, the Government said that carers would be 
included in the proposed Green Paper on social care, as this presented 
“an opportunity for a more fundamental approach to tackling the 
challenges carers face, by considering them alongside our strategy for 
social care”. 

Although at that point the Green Paper was due to be published before 
the end of July 2018 (since postponed further, see below), it would only 
have been a consultation paper – even if it had been published then, it 
would have been expected that several months would pass following 
publication to allow responses to be submitted, and then for the 
Government to consider them and devise its own response.  Therefore, 
to bridge this gap, the Government also published in June 2018 the 
Carers Action Plan 2018–20 which “set out a cross-government 
programme of work to improve support for carers over the next two 
years”.127 

Carers Action Plan 2018–2020 
The cross-departmental Carers Action Plan for the period 2018 to 2020 
was also published in June 2018. 

The introduction to the Action Plan stated: 
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This action plan outlines the cross-government programme of 
work to support carers in England over the next two years and 
builds on the National Carers Strategy. It retains the strategic 
vision for recognising, valuing and supporting carers from 2008, 
which has been the vision of successive governments. It sets out 
this Government’s commitment to supporting carers through 64 
actions across five priorities emerging from the carers' Call for 
Evidence. The actions focus on delivery and tangible progress that 
can be made in the near future, and give visibility to the wide 
range of work that is planned or already underway across 
government to support carers, their families and those they care 
for.128  

A helpful summary was provided by the Minister for Care, Caroline 
Dinenage: 

The cross-government Carers Action Plan is an essential step 
towards realising the Government’s commitment to value, 
recognise and support carers to provide care in a way that 
supports their own health and wellbeing, employment and other 
life chances. 

The plan sets out a two-year programme of targeted work to 
support unpaid carers. It puts a focus on practical actions to 
support carers and gives visibility to the work already underway 
or planned within government. 

[The consultation responses] have informed its development and 
content, helping us to focus actions around the following five 
themes: 

• Services and systems that work for carers 

• Employment and financial wellbeing 

• Supporting young carers 

• Recognising and supporting carers in the wider community 
and society 

• Building evidence and research to improve outcomes for 
carers 

In this way, we will seek to build accessible carer friendly 
communities and public services, promote innovative local 
projects and support carers to stay in work. 

[…] 

The Government wants to ensure that caring is a choice or 
responsibility that is always recognised and valued. The 
publication of this Carers Action Plan today is an important part 
of that commitment.129 

                                                                                                 
128  Department of Health and Social Care, Carers Action Plan 2018 – 2020: Supporting 

carers today, June 2018, p7 
129  HCWS732 5 June 2018  
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The forthcoming social care Green Paper 
As noted above, a planned, standalone, Carers Strategy was dropped in 
preference to including the topic of carers in the forthcoming social 
care Green Paper.  

Although it had published the two-year Carers Action Plan, the 
Government subsequently said in December 2018: 

We recognise that there is still more to do and that is why the 
forthcoming Adult Social Care Green Paper will include a focus on 
how society supports carers as a vital part of a sustainable health 
and social care system so that they are properly valued, 
recognised and supported to provide care in a way that supports 
their own health and wellbeing.130 

The date of publication of the Green Paper is unknown – five stated 
publication dates have already been missed (the first of which was 
summer 2017).  The current position is that it will be published “at the 
earliest opportunity”.131 

For more information on the Green Paper, see the Library briefing 
paper Social care: forthcoming Green Paper (England). 

9.2 Carers’ benefits 
Major changes to the benefits system are currently underway as a result 
of the Coalition Government’s welfare reform programme, and further 
measures initiated by the 2015 Government. Some changes have 
already been introduced while others are either being phased in. As it 
stands, the full impact of the overall welfare reform package will not be 
felt until the mid-2020s. 

Carers will be affected by some of these changes – Universal Credit in 
particular – but perhaps less so than other claimant groups. Carer’s 
Allowance will remain outside Universal Credit, and the rules around 
working or studying and claiming Carer’s Allowance, its level and how it 
interacts with other benefits, are basically unchanged.  Carers’ 
organisations continue to press the case for these and other issues to 
be addressed.132 

Welfare provision for carers was last examined in detail in Parliament in 
2008, when the Work and Pensions Committee published its report 
Valuing and Supporting Carers.133 The report argued that the current 
system of benefits for carers was outdated and recommended the 
introduction of two distinctive “tiers” of support for carers, offering: (i) 
income replacement support for carers unable to work, or working only 

                                                                                                 
130  PQ 196242 5 December 2018 
131  PQ 259016 6 June 2019 
132  See for example Carers UK and Age UK, Walking the tightrope: The challenges of 

combining work and care in later life, 15 July 2016 
133  Work and Pensions Committee, Valuing and supporting carers, HC 485 2007-08, 29 

August 2008 
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part-time; and (ii) compensation for the additional costs of caring for all 
carers in intensive caring roles. 

In its response in December 2008 the Labour Government accepted the 
general principle put forward by the Committee that a future system of 
support for carers should distinguish between income replacement and 
the extra costs faced by carers.  However, it gave no specific timetable, 
saying that any changes would be looked at as part of its wider welfare 
reform programme.  No further announcements were made before the 
2010 General Election.134 

 

 

                                                                                                 
134  Valuing and Supporting Carers: Government Response to the Committee's Fourth 

Report of Session 2007–08, HC 105 2008-09, 19 December 2008 
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