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Whose rights are they anyway?: Carers and the Human Rights Act

■ Executive Summary
“I became ill overnight. I was
haemorrhaging internally and
needed immediate hospital
admission. I called Social Services
emergency line. In short it took 10
hours to get adequate help
organised before I could get
myself to hospital. The consultant
said I was lucky not to have died.”
This experience is one which will, sadly, be
recognised by many carers - yet it is
completely preventable. Too often carers
remain invisible, their rights ignored. Yet we
can all claim a right to life, along with other
fundamental human rights, and carers are no
exception. Of course the rights of carers will
always need to be balanced against the rights
of the person who receives care or support
from them. That is precisely why the Human
Rights Act has such potential to transform
their lives. Its framework is one of balancing
different or completing rights - against each
other and against the interests of the wider
community.
Yet so far it appears that the Human Rights
Act has not yet been of value to carers.
It is not being used by social care
professionals as they plan and design
services or put care packages in place.
Individual carers may face human rights
violations which could be open to challenge
in the courts and the social care system too
often seems to be incapable of balancing the
rights of carers with the rights of those they
support, relying instead on “one size fits all”
policies and services.
Right to life
Carers have delayed emergency medical
treatment, which could cost them their life, or
put their lives at risk during the course of
treatment. One carer was told, while on a
drip in hospital, ‘you’ve had your six weeks
respite care break this year’. It is hard to
see how such a blanket policy can be
considered compliant with the Human Rights
Act – and easy to see the risk to the lives of
carers that this lack of support presents.

In some cases the person at risk is not the
carer – it is the person who they support.
One carer stated: “The social worker just
wrote down that there would be no one to
replace me as the primary carer.” This does
not demonstrate that the right to life of either
the carer or the person they support have
been considered.
Right to be free from inhuman or degrading
treatment
It is obvious that many carers face risks to
health which are not implicit in the lives of
others who do not care. Carers who suffer
mental health problems or physical illness as
a result of caring could argue that the state
should have taken steps to prevent this,
where contact with health or social care staff
means it is aware of the problem.
Failing to take account of risks to a carers’
health, failing to put in place services which
could prevent a decline in health, or failing to
provide services which allow a carer to
access medical treatment might in some
circumstances constitute a violation of this
human right.
Right to respect for private and family life
Caring can lead to carers (particularly
women) being unable to continue work, to
develop family and other relationships, to
pursue outside interests or even to rest.
Older couples who would prefer to stay
together are separated, because adequate
support cannot be provided to back up the
carer in the community. All of this interferes
with a carer’s private and family life.
The report quotes a woman who was “told by
social services to give up my job to care after
my husband had a stroke”. Many carers still
face assumptions from staff that they will
take on caring responsibilities, and this could
constitute a breach of this human right.
Carers can find that the rights of paid care
staff take precedence, regardless of a
carer’s concern about the risks to them and
the person in need of care.
Carers could more actively challenge such
decisions if they knew their rights, and
sometimes a positive duty exists to provide
information to people to enable them to
make decisions about their rights. Yet many
carers receive no information.
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Right to an education
A substantial minority of young carers have problems with missing school, particularly where
they support someone who has drug or alcohol problems. Since only 18% of young carers had
been assessed, it is hard to see how adequate support is being provided to enable them to
attend school in the same way as a child without caring responsibilities. This is likely to
interfere with a child’s right to an education and is potentially a human rights violation.
Four key themes emerged from the research reviewed for this report:

• Carers’ rights are not adequately considered. The Human Rights Act offers a framework
for ensuring that the rights of an older or disabled person can be balanced against the
rights of a carer. Balancing rights would also allow consideration of the interests of the
wider community (presumably financial), alongside the rights of the carer.
The framework does not mean that social services will have to put in place everything a
carer asks for. It does mean they can demonstrate that they have considered the carer’s
rights before making a decision, rather than relying on a blanket policy, which is open to
legal challenge.
It appears that this balancing rarely happens. Social services teams regularly tell carers
that they cannot have a service the carer wants before their needs have even been
assessed. Statistics on carers’ health suggest that carers’ human rights are not
adequately considered in making decisions, since the outcomes put carers under such
severe physical and/or mental strain.

• Carers’ rights are not real. One of the safeguards required for the protection of human
rights is that they are practical and effective, not abstract proposals. Yet all too often
carers’ rights are simply not real.
For example a carer’s assessment should ensure that their needs are considered, and
presumably met. Yet many carers have no idea that they are entitled to a carer’s
assessment. Without access to an assessment and without the ability for social services
teams to follow through, carers’ will continue to find that their rights are not real.

• Resources are inadequate to allow rights to be protected. The literature presents a
picture of carers who find that the services they need are not available to them because
of inadequate resources –either cost or staff time.
It may be that the lack of resources available in order to guarantee rights could itself be
considered a breach of the Human Rights Act. However the courts have been reluctant to
intervene in the allocation of resources.

• Good practice need not be expensive. There was some evidence of imaginative good
practice that did help to safeguard carers’ human rights. For example, in one area a 24hour carers’ helpline enabled support arrangements to be put in place in the case of an
emergency, protecting article 2 rights (the right to life). But such good practice was thin
on the ground.

2

02092 Carers NI

8/3/06

1:48 pm

Page 3

Whose rights are they anyway?: Carers and the Human Rights Act

The government’s own research suggests that carers can be a socially vulnerable and excluded
group with very different life chances to the rest of the population, even after the caring role
ends.
There is therefore a positive obligation on the UK under the Human Rights Act to address the
causes of this social exclusion. Proper guidance from government in relation to the Human
Rights Act could help to prevent legal challenge and ensure that services are delivered in line
with the Act’s principles.

■ Summary of Recommendations for Action

1

Legislation to prevent discrimination against people with caring responsibilities

2

Guidance for service providers within health and social services to ensure that service
providers are clear about their responsibilities.

3

Advice and information on carers’ rights. People need to be able to make decisions
about their rights.

4

Ensuring that health and social services are complying with human rights standards,
particularly the positive obligations which they may have.

5

An investigation into whether the Human Rights Act is being correctly applied

6

Raising awareness about human rights of disabled people and older people and of those
who are providing support or care.

3
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■ Introduction
The government’s National Strategy for Carers estimates that there are six million carers in the
UK. Yet the term “carers” is still not generally understood and is not uncontested, particularly
by the disability rights movement. This report will use Carers UK’s definition:

“Carers look after family, partners or friends in need of help because they
are ill, frail or have a disability. The care they provide is unpaid.”
In growing recognition of the level of
unpaid caring, for the first time ever
the 2001 Census included a
question about whether people
provided unpaid care – for a family
member or friend – and if so, how
much time this took. The results
(which are likely to be underreported) show that 5.2 million
people in England and Wales alone
provide unpaid care. More than one
million of those people provide more
than 50 hours care a week. 1In
Scotland the census reports
481,579 carers with 116,426
providing 50 hours or more of care a
week. In Northern Ireland there are
185,066 carers bringing the UK total
to nearly six million carers.
Carers UK’s own research shows
that 2 million people in the UK will
become carers each year2. Many of
us will have little choice as to
whether or not we choose to take on
the role of carer; some of us will find
that it is one of the most rewarding
things we have done in our lives,
whilst others will find it a difficult
and frustrating experience, changing
our life in a way we had never
expected. In some cases the
support carers provide enables older
people or disabled people to live
their life independently, or helps a
child to grow and develop; in other
cases it allows a terminally ill
relative or friend to die at home, or a
parent or older relative to be
supported emotionally and
practically after the death of a
husband, wife or partner. Often,
improved support services provided
by statutory or voluntary services to

4

the disabled or older person, on
their own terms, can suit both
parties3. In other cases views may
differ – and both parties require
respect for their rights and interests.
Most carers are women: 58% in the
UK as a whole, and as high as 63%
in Scotland. One in four women aged
between 50 and 59 provides unpaid
care, compared to 17.9% of men
from this age group.4 80% of carers
are of working age , and 6 out of 10
carers providing substantial amounts
of care have given up paid work to
do so.5 So, there is no such thing
as an average carer: every situation
is unique.
Added together, the unpaid work
these carers provide saves the UK
economy £57.4 billion a year6. This
is the equivalent of a second
National Health Service. Over one
million people care for more than
one person and over three million
juggle care with paid employment.
Those who provide high levels of
care are twice as likely to be
permanently sick or disabled
themselves.7 If they provide more
than 35 hours care, some of these
carers will be able to claim Carer’s
Allowance. It is worth just £1.30 an
hour.8
Carers, like everyone else in the UK,
are entitled to rely on the protection
of the Human Rights Act 1998,
which should ensure that public
bodies take account of their human
rights when they provide services,
and seek to uphold these. Public
services play a critical role in
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guaranteeing carers’ human rights. They
can ensure that carers have the support
they need to maintain a normal life, to
take breaks occasionally, and to
maintain their own health. This report
shows that reality falls a long way short
of this ideal.
The Human Rights Act (HRA) offers a
unique framework which could be used
by policy makers and service providers.
This framework, of balancing different or
competing rights against each other, and
against the interests of the wider
community, is particularly relevant to
carers. This is because the rights of the
carer will always need to be balanced
against the right of the person who
receives care or support.
Disabled people, in particular, have
fought a long battle to have their right to
independence recognised and respected,
and to ensure that they can claim their
human rights, including rights to make
decisions about their own lives9. Carers
UK wholeheartedly supports this change.
Carers UK seeks to ensure that carers,
too, are treated with the dignity and
respect that all human beings deserve.
The HRA, with its framework of balancing
rights has a significant contribution to
make to this debate. As Luke Clements
has suggested “we may now associate
disabled people with ideas about hard
rights – such as the right to work and
freedom from discrimination – whereas
‘carers’ are still seen as inhabiting the
soft social rights domain”.10 It is time
for this to change. The Human Rights Act
can play a role here. But what impact
has it had so far?
In order to try and answer this question,
desk research undertaken for the
purposes of this briefing reviewed a
range of existing research and carers’
experiences, mapping them against the
Human Rights Act. The research also
looked at carers’ experience of services
– what impact has the Human Rights Act
had on the way in which they are
designed and delivered?

The context
This section of the report provides some context
for the findings. First, it briefly considers
community care law as it relates to carers.
Secondly it outlines the structure of the Human
Rights Act and explores some of the ways in
which it might be relevant to carers.
Community care law
Carers can rely on a number of different pieces of
legislation to claim a patchwork of social care
support, mostly accessed through the provision of
carer assessments as a first step. The legal
position is outlined briefly below and the journey
from soft rights to hard rights is beautifully
illustrated by the changes in emphasis of the
legislation over time. Carers in England and Wales
will also benefit from a new piece of legislation
which came into force in April 2005, the Carers
(Equal Opportunities) Act, although it is too early
to say what impact this will have on their lives.11

Disabled Persons (Services, Consultation and
Representation) Act 1986
This legislation requires social services to “have
regard” to the carer’s ability to provide care when
they assess the services a disabled person
needs. This duty is in place whether or not the
carer asks for help. ‘Carer’ for the purposes of
this legislation includes volunteers who provide
care – for example from the WRVS or other local
schemes. It does not cover carers who care for
people receiving services under the Mental Health
Act 1983 or the Health Services and Public Health
Act 1968 – usually those who are frail and/or
older.

Carers (Recognition and Services Act) 1995
This law, which began life as a private member’s
Bill sponsored by Malcolm Wicks MP and covers
England and Wales, requires a social services
authority, if they are asked to do so, to carry out
a separate assessment of the carer at the same
time as it assesses the person for whom care is
provided. This is a step on from simply “having
regard” though it is notable that, as has been
remarked “the 1995 Act is misnamed in that
there is only one service it provides for carers,
namely an assessment”: it does not strictly
speaking provide services!12 It is important to
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note that the carer must request the carer’s
assessment, must be providing a substantial
amount of care, and the person for whom
they care must be being assessed for care
also. The phrase “substantial care” is not
defined, but the English guidance to the
Carers and Disabled Children Act 2000 sets
out four criteria which might apply:
• Autonomy – ie. the extent to which the
carer has choice over the tasks the will
perform and over the time that they give
• Health and safety – ie the risks to the
carer’s own health of maintaining the
caring role at its current level
• Managing daily routine – the extent to
which carers are able to look after their
own domestic needs and other daily
routines
• Involvement – the extent to which carers
have freedom to maintain relationships,
employment, interests and other
commitments.
These four criteria are close to many of the
fundamental human rights protected by the
HRA 1998.
If a carer feels they need community care
services in their own right, despite the fact
that they are not providing regular or
substantial care, they can ask for a separate
assessment.

Carers and Disabled Children Act 2000
This Act, sponsored by Tom Pendry MP and
covering England and Wales, enables
services to be provided directly to the carer.
It follows the publication of a strategy paper
in 1999 from the Department of Health,
which acknowledged that existing legislation
prevented carers from receiving help in their
own right.13
As a result of the CDCA, carers over the age
of 16 who provide, or intend to provide, a
substantial amount of care on a regular basis
for another person aged 18 or over, are
entitled to an assessment. They receive this
assessment even where the person for whom
they provide care or support has refused the
delivery of community care services.

6

To ensure best practice, social workers
should not only advise potential carers of
their rights, but should also give them a
leaflet setting out the benefits of receiving a
carer’s assessment. In practice this often
does not happen14. The assessments are
supposed to “focus on outcomes the carer
would want to see help them in their caring
role and maintain their health and wellbeing.”15
Following an assessment a local authority
can under the CDCA provide a range of
services to carers. For example they might
provide equipment or training, or put in place
a service which might give the carer
assistance around the house. The practice
guidance makes it quite clear to local
authorities that they are expected to provide
a full range of services; they should not
refuse to provide help with shopping or
cleaning, as is so often requested by carers.
The definition of services can be extremely
broad – it might include the provision of a
mobile phone, help with travel or the
provision of driving lessons. Respite care,
however, is not a “carer’s service” as a
matter of law under the CDCA, though local
authorities are able to provide vouchers
which can be used by carers to obtain respite
or short term break services. Services can
either be provided by the local authority, or
they can be delivered by way of direct
payments: this effectively offers the carer
cash payments as an alternative to arranging
social care services to meet their needs.
Many people do not in practice find Direct
Payments easy to operate, since they
become legally responsible as an employer,
and need to make arrangements for
employer’s liability insurance, tax and NI
contributions. The government’s current
Green Paper Independence, Well Being and
Choice suggests that Direct Payments may
be reformed and a recent report from the
Prime Minister’s Strategy Unit proposed
individualised budgets that would not
necessarily require the individual to hold the
purse strings – but that do pool resources
and provide greater control to the service
user16.
The CDCA tries to address the issue of
providing support to a carer where the
person for whom they care, or provide
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support, has refused to receive community
care services themselves. Clements cites
the policy guidance which gives an example:
“a cared for person who has refused an
assessment may agree to the delivery of a
non-intimate sitting service provided as a
carer’s service to give their usual carer a
short break.”17
The guidance to the CDCA also provides a
limited framework for young people aged 16
or over who take on caring roles. The
guidance makes it clear that services and
support should be provided to disabled
parents to enable them to carry out their
parental responsibilities. But in some cases,
children do take on caring roles. In such
cases, their needs should be assessed
through direct work with them, and should
bring out any differences in view between
children and a parent as to the amount of
caring that is provided. The ultimate aim of
the assessment should be “to promote the
health and development of young carers
while not undermining the parent.”18 A young
carer may, of course, be a “child in need” for
the purposes of the Children Act.

Carers and Direct Payments Act (Northern
Ireland) 2002
Based on the CDCA, the Northern Ireland
Assembly included most aspects of the
British legislation, but also introduced new
provisions, notably a duty on health and
social services boards and trusts to inform
carers.
As with the CDCA, this Act gives carers in
Northern Ireland the right in law to an
assessment, whether or not the person they
care for is having an assessment.
In responding to needs identified by those
assessments, the Act gives Health & Social
Services Trusts the power for the first time to
give services directly to carers, as well as
providing services to the person being cared
for. Provision for a voucher scheme is
contained within the Act, however it has not
yet been commenced.
The CDPA extends Direct Payments
legislation in order to make Direct Payments
accessible to more people, including carers

aged 16 and over. Health and Social
Services Trusts, who previously had
discretion in whether or not to offer Direct
Payments, now must also make direct
payments available to anyone that asks,
providing they meet the conditions.
The new duty to inform has two elements.
Firstly it places a broad requirement on
Trusts to inform carers of their right to a
carers’ assessment and to take steps to
ensure that carers in each Trust area have
access to such information. In addition, it
requires that where a Trust is aware that
someone is providing care, it must notify the
carer of his/her right to request an
assessment.
It is possible to use the CDPA to assess and
support 16 and 17 year old carers, where for
particular reasons it is in their best interests
to do so. However, the clear policy intention
is that ‘young carers’ should be supported as
children, not maintained inappropriately in a
caring role. To make this explicit, the Act
actually amends the Children Order to
recognise children adversely affected by
caring responsibilities as 'children in need'
under the Children Order.

Community Care & Health (Scotland) Act
2002
From 1st September 2002, the Act gave
carers (including parent carers) the right to
request an independent assessment of their
needs, rather than the previous situation
where their assessments were linked to the
assessment of the people for whom they
provided support or care. Carers of any age
will be able to request an assessment,
including young carers under the age of
sixteen. When a local authority is assessing
a cared-for person, they now have to take
into account the carer's views. Local
authorities have a duty to inform eligible
carers (those who provide or intend to
provide “substantial and regular care”) of
their right to an assessment.
The guidance provided to support the Act
underlines the fundamental principle that
carers should be recognised and treated as
key partners in providing care and its
intention is that the recognition of carers as
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partners rather than service users should
underpin all support given to both carers and
the people they care for or support. A second
principle underlying the new legislation is the
need for adequate resources to enable
carers to continue in their role Such
resources may take the form of paid services
for a disabled or older person, which
complement any unpaid support, as well as
support or advice provided directly to the
carer.19
The Act also sought to simplify joint working
and placed a duty on local authorities to offer
direct payments to eligible disabled people
and other community care groups. Parent
carers for example can consent to and
arrange a direct payment to purchase
services on behalf of their disabled child.
Carers with specific appropriate powers under
the Adults with Incapacity (Scotland) Act
2000 e.g. power of attorney or guardianship
can consent to direct payments on behalf of
the person they care for.
Part of the new Act also imposed a duty on
Health Boards to produce Carer Information
Strategies; these will have to outline how
Health Boards will inform carers in their
areas of these new rights. Information
provision will also cover areas to support
carers in caring – for example, information on
treatment or medication.

Mental Health (Care & Treatment) Scotland
2003
The new Act comes into full effect from
October 2005 (though some areas have
already been introduced). Its relevance to
carers is that one of the ten guiding
principles is a commitment by the Scottish
Executive and NHS to acknowledge the role
of carers and the value of their experience
while ensuring that they receive appropriate
advice and information and have their views
and needs taken into account. Both service
users and carers will have a new right to
request an assessment of the service users’
needs.
Service users will be able to choose a named
person to support them and protect their
interests in any proceedings under the new
Act. If no-one is chosen by the service user

8

then their primary carer will be the named
person. If there is no primary care, the
service user’s nearest relative will
automatically become their named person.

Carers (Equal Opportunities) Act 2004
New legislation affecting carers came into
force in England and Wales in April 2005.
The Carers (Equal Opportunities) Act 2004
was passed as a result of a Private
Member’s Bill supported by Dr Hywel Francis,
MP for Aberavon. The new law does three
things:
• Gives carers new rights to information Section 1 of the Act places a duty on local
authorities to inform carers of their right to
a Carers Assessment.
• Ensures that work, life-long learning and
leisure are considered when a carer is
assessed - Section 2 will mean that when
a Carers Assessment is being completed
it must take into account whether the
carer works or wishes to work, any
courses the carer is taking or wishes to
take, and any other leisure activities the
carer undertakes or wishes to undertake.
• Gives local authorities new powers (in
theory) to enlist the help of housing,
health, education and other local
authorities in providing support to carers.
Section 3 states that if the local authority
requests another authority to plan
services, that authority must give that
request due consideration. Services can
be provided either to the carer or to the
disabled person.
Supporting carers to continue in work, and
placing the carer at the heart of the service
instead of expecting them to negotiate their
way through a complex web of providers
could both help give effect to important
human rights principles, but it is too early to
tell what impact these – still relatively soft –
powers will have.

Discharge from hospital
Many carers find that the most difficult
moment – often the moment when their
transition to identifying as a carer begins – is
when a relative or friend is discharged from
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hospital; at this point they find they either
want to, or in some cases are simply
expected by statutory services to, provide
help and support20. In order to make this
easier for everyone concerned, hospital staff
should always ask if the patient has a carer.
That person should then be introduced to a
member of staff who is supposed to act as a
single point of contact throughout the
person’s stay in hospital, and to involve the
carer in decisions that are made about
hospital discharge which may affect them, or
the patient. At this stage, carers have a legal
right to a carer’s assessment to have their
needs addressed.
Any services which are required should be
put in place before the patient is discharged,
and equipment (such as a commode, or bath
board) should be delivered and ready to use
before the patient comes home. Information
about charging for services should be made
clear and a discharge plan should be
prepared, which sets out the support that will
be put in place. The discharge plan should
give a named person who is responsible for
the patients’ move from hospital to home, as
well as details of their medication and
treatment. Provision of services can involve
joint working between health and social care
staff, and this is not always smooth21.
In theory a carer can refuse to look after
someone who has come out of hospital to try
and force the services to make other
arrangements – or ask the person to stay in
hospital until the relevant help is available. In
practice, neither of these are desirable
strategies though they may be all that is
available as a negotiating tactic to ensure
that services are put in place.

Financial assistance
The Carers UK website lists 13 different
benefits which may be relevant either to a
carer or to the people they support. The two
which are directly relevant to carers are
Carer’s Allowance, and National Insurance
Credits/Home Responsibilities Protection.22
Both have complicated rules which, in
practice, can make them difficult to claim.
At the time of writing Carer’s Allowance is
worth £45.70 a week and can only be paid
to carers who earn less than £82 pounds a

week, and who look after someone who
receives a qualifying disability benefit for at
least 35 hours a week. It is the equivalent of
£1.30 an hour. Claiming the benefit is
complicated and does not fit with the way
many people provide care. For example for
the purposes of claiming benefit, a week
runs from the start of Sunday to the end of
the following Saturday. So someone who
cares for a relative every other weekend
would not qualify as providing 35 hours care
a week because the hours they care on a
Saturday are deemed to be in a different
week from those they care on a Sunday.
People who already receive a state pension
which is higher than Carer's Allowance or
Incapacity Benefit cannot receive Carer’s
Allowance because of the overlapping benefit
rule. Students, too, studying for more than
21 hours a week, regardless of the care that
they provide, are ineligible for the benefit.
People who claim Carer’s Allowance may also
be able to have an additional payment of up
to £25.80 a week maximum included in the
calculation of their Income Support, Job
Seeker’s Allowance (JSA), Housing Benefit, or
Council Tax Benefit (Rent Rebate in Northern
Ireland). Similar rules apply to the calculation
of Pension Credit.
National Insurance Credits/Home
Responsibilities Protection is designed to
ensure that some state benefits remain
available to carers who are not in paid work,
through ensuring their NI contributions are
protected. NI Credits are paid to people who
receive Carer’s Allowance, and protect both a
retirement pension and the State Second
Pension (S2P). They can also help a carer
qualify for Incapacity Benefit or JSA.
Home Responsibilities Protection (HRP) is
paid automatically to carers who claim
Income Support. In order to receive HRP a
carer must be looking after someone for at
least 35 hours a week, for at least 48 weeks
of the tax year, and the person they look
after must get either the care component of
Disability Living Allowance at the middle or
higher rate, or be in receipt of Attendance
Allowance. Once again this is complicated
and people who become carers and who
provide substantial care which falls across
tax years miss out.
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■ The Human Rights Act 1998
The Human Rights Act 1998 came into force in October 2000, and incorporated the European
Convention on Human Rights into UK law. Prior to this date, UK citizens who wanted to rely on
their Convention rights had to take a case to the European Court of Human Rights in
Strasbourg – a time consuming and expensive process.
Now, anyone living in the UK is able to bring proceedings under the Human Rights Act in the
domestic courts (as long as they have standing under the HRA, which means that they must be
a victim for the purpose of the Act – the violation of which they complain must affect them
directly). If a law is found by the courts to be incompatible with Convention rights the courts act
in different ways depending on the type of law:
• If the law is primary legislation – an
Act of Parliament – the courts
cannot overturn it. They can reinterpret it in a way which makes it
compatible with Convention rights.
For example they could give a
judgement stating that legislation
which referred to “married couples”
should be read as also referring to
lesbian or gay partnerships. If it is
not possible to read in rights to an
existing law, the courts can make a
declaration of incompatibility, which
informs Parliament that a law
breaches the Human Rights Act. It
is then for Parliament to remedy the
breach, if it chooses to do so. This
keeps Parliament as sovereign, an
historic part of British political
tradition.

• If it is secondary legislation, for
example the detail of an Act passed
at a later date through Statutory
Instrument or through the devolved
Assemblies the courts may reinterpret the law in a way which
makes it compatible with
Convention rights or, if they cannot
do so, they may overturn it23.
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The Human Rights Act only applies to public authorities, or as the Human Rights Act itself
expresses it “any person certain of whose functions are functions of a public nature”.24 No
more precise definition than this is provided. When the Bill was debated in Parliament it was
argued that it would be easy to recognise such an organisation, and it was also intended that
the Act would be wide enough in application to take into account many bodies which, although
charities or private companies, now carry out public functions. For example, it was envisaged
that Railtrack, then a private company, would be subject to the Human Rights Act, as would
Group 4, the private security company, when it worked under contract to the Prison Service.
Sadly, an early case reversed this progressive view of the Act when it was ruled that the charity
Leonard Cheshire was not a public authority for the purposes of the Act25. At the moment, it is
not always easy to tell whether a body will, or will not, be considered to be a public authority for
the purpose of the Act. Help the Aged have pointed out that the current application of the
Human Rights Act means that a significant group of service users falls outside the scope of the
Act: those who pay privately and have a private contract with the care provider, whether for
residential accommodation or domiciliary care. Since over 90% of care homes and over 60% of
domiciliary care is provided by private companies or charities, this is a significant loophole26.
The health and social care regulators such as the Healthcare Commission or the Commission
for Social Care Inspection are certainly public authorities and their inspection frameworks
should enable them to ensure that people’s human rights are protected. These frameworks will
be consistently applied across public, private and charitably provided services so they do give
some protection to individuals. Currently, however, regulatory frameworks such as equality
legislation or human rights law are not listed in the requirements for compliance.27
The Convention rights which are protected through the Human Rights Act are set out below.
Some of them are absolute – they cannot be restricted. The majority are not: they are either
qualified rights which can be balanced against the rights of others or against issues such as
national security, or they may have restrictions built into the right itself. For example Article 5
protects the right to liberty, but it also allows for people to be detained after conviction by a
court, or in order to bring them to trial, as well as for detention in order to prevent unauthorised
entry to a country, or pending deportation or extradition. The rights are:

Article

Article

Article

2

the right to life gives the absolute right to have your life protected by law.
Everyone in the UK has this right – even people who have committed serious
criminal offences.

3

gives you the absolute right not to be tortured or subjected to treatment or
punishment that is inhuman or degrading. Inhuman treatment could include
serious physical assault. Degrading treatment can include ill-treatment that is
grossly humiliating: bullying or severe institutional racism might reach this
threshold. Degrading treatment does not have to be intentionally degrading.
Its impact is what is important.

4

gives you the right not to be subject to slavery or forced labour. This does
not mean that you have the right to be paid for everything you do – for
example unpaid work as part of a community service order, or in a prison
would not breach this right.
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Article

Article

Article

5

gives you the right to liberty and security of person. It means that you should
not have your liberty taken away from you through arrest or detention except
in the circumstances set out in the article itself.

6

gives you the right to a fair trial. It applies to both civil rights and criminal
matters. It can also apply to dismissal from employment, to the withdrawal of
benefit, or to a decision to withdraw a license to practice a profession. The
right to a fair trial may be relevant to the disclosure of evidence to two sides
in a case, or to the procedures adopted for certain kinds of hearings.

7

gives you the right not to receive punishment without law. If you do
something that was not against the law, or other regulations, at the time, you
cannot be penalised for it later.

Articles 8 – 11 can all be restricted in the interests of others.

8

you have the right to respect for your private and family life, your home and
correspondence. This gives us a right to privacy in British law for the first
time. It also includes what the courts call “bodily integrity” – no one can
interfere with your body unless you consent to it (for example in the case of
an operation), and it includes the right to develop as a person. Domestic
violence or sexual abuse could be a breach of Article 8 rights. A fair decision
making procedure is particularly important in relation to Article 8 rights.

9

you have the right to respect for freedom of thought, conscience and
religion, which extends to the ability to practise or show your religious or other
deeply held beliefs in public or in private.

10

you have the right to free expression. You can say and write what you like and
exchange information freely with other people – as long as it doesn’t harm
anyone else. For example, people who use the internet to exchange child
pornography could not claim that they have the right to do so under the
Human Rights Act.

11

you have the right to free assembly and association in a peaceful way. You
can also join a trade union. So this right might give service users the right to
protest at funding cuts outside a council meeting for example.

Article

Article

Article

Article

Article

Article

12

12
14

men and women have the right to marry and have a family, in line with
national law.

this is also known as the non-discrimination clause. It ensures that people
can enjoy all their other rights without discrimination. It uses the idea of
differential treatment: whether someone has been treated differently to
another person in the same or a similar situation and if so, whether there is a
reasonable justification for this. Difference can be due to “sex, race, colour,
language, religion, political or other opinion, national or social origin,
association with a national minority, property, birth or other status”. Article 14
can only be used if it is linked to another right – it is not free-standing.
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Article 1

Protocol 1

Protects the right to peaceful enjoyment of possessions. People cannot take
away things that are yours, except in limited circumstances – such as in the
public interest for example when gun ownership is restricted. Even in cases
like these, a law must be passed to enable property to be confiscated. This
article does not prevent a country from having tax laws, though some people
have tried to argue that it should. A fair decision making procedure is
particularly important in relation to this area of rights.

Article 2

Protocol 1

Gives the right to an education. No-one can be denied access to the education
system. This right makes it possible for parents to seek an education for their
child which is in line with the parents’ religious and philosophical beliefs.

Protocol 1

Protects the right to free elections which must be free and fair, and take place
using a secret ballot. But countries can still impose some qualifications on
those who can vote: for example the voting age.

Article 3

The HRA can in some situations impose a special duty – called a positive obligation – to
protect rights. This duty is particularly relevant to Article 2 and 3 rights because they are
considered to be of such fundamental importance, and to Article 8 rights because of this
article’s impact on what the court describes as “intimate interests”. These positive obligations
could in some circumstances apply to harm that one individual might cause another even if that
harm is out of the direct control of an organisation subject to the HRA.

Positive obligations may impose:
• a duty to provide resources to
individuals in order to protect a
Convention right. This means that an
organisation may need to provide
the necessary support to someone
to help them protect their own
rights, for example through legal aid.

• a duty to provide information to
those whose Convention rights are
at risk. This means that an
organisation may have to provide
more information than it would have
done prior to the Human Rights Act,
in order to allow individuals to make
decisions to protect their own rights.

• a duty to prevent breaches of
Convention rights. This means that
an organisation may have to
intervene to protect one individual
from the actions of another, even
where that individual is not under its
direct control, for example
preventing a parent from abusing
their child.

• a duty to respond to breaches of
Convention rights. This means that if
rights are violated, an organisation
must do something in response. For
example if someone dies in prison,
there must be an effective and
thorough enquiry.

The state also has a duty to put in place a legal framework which provides effective protection
for Convention rights – for example it must have laws which deter people from committing
murder, and must have effective systems of investigation if someone is deprived of their life.
The rest of this report considers the impact which the HRA might have on carers and their lives,
and assesses whether existing practice delivers services in a way which demonstrates respect
for carers’ human rights.
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■ Findings
Sadly the research reviewed for the purpose of this briefing suggests that the Human Rights Act
has not yet been of value to carers and their lives. At a general level there appear to be some
significant structural weaknesses in the social care system, as well as evidence of practice
which suggests that in individual cases, carers may face human rights violations which could be
open to challenge in the courts.
The broader human rights picture
There are four key areas worthy of comment in relation to carers and their human rights. These
headings summarise the findings which will be discussed in more detail in the next section.
• Carers’ rights are not adequately considered. The Human Rights Act offers
a useful framework for ensuring that the rights of different parties can be
balanced against each other: for example the rights of an older or disabled
person, balanced against the rights of a carer, in order to decide on the
support that is necessary for all. This framework should ensure that the
needs of everyone in the situation are considered when deciding whether (and
how) to provide a service. It also ensures that people’s essential humanity is
respected, placing them at the heart of the process and truly assessing their
individual needs.
From the research reviewed for this project it appears that this rarely
happens: indeed there was no awareness of the Human Rights Act at all.
For example many carers do not receive any individual time with a social
worker where they might be able to speak freely about the help they need.
When help is needed, health and social services departments fail to work
together time and again, forcing the carer to subjugate their needs to the
demands of the service. Social services teams regularly tell carers that
they cannot provide the service the carer wants (for example help with
cleaning or shopping) before their needs have even been assessed.
Statistics about the decline in health of carers would suggest that the
present system of carers’ assessments does not demonstrate an adequate
consideration of carers’ human rights before decisions are made about
service provision since the outcome puts carers under such severe
physical and/or mental strain.
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• Carers’ rights are not real. One of the safeguards which the European
Court requires for the protection of human rights is that they are practical and
effective. Measures which claim to guarantee human rights cannot be abstract
proposals, or measures which will have no practical effect. Yet it is the case
all too often for carers that their rights are simply not real. For example a
carers’ assessment should ensure that their needs are considered, and
presumably met, otherwise there is little purpose in the assessment. Yet
many carers have no idea that they are entitled to a carer’s assessment, and
until the Carers (Equal Opportunities) Act in England and Wales, there was no
requirement for a carer’s assessment to take account of the fact that a carer
may already be working, or be undertaking training.
In addition when a carer’s assessment is asked for, it is not always taken
seriously. Carers UK has heard from carers who are told by a social worker
“have a carer’s assessment done, but there’s no money to provide
anything”, or “it’ll just get put in a drawer”. It is unsurprising that a quarter
of carers told Carers UK that they saw no point in having a carer’s
assessment. Without the ability for social services teams to follow through
on a carer’s assessment, carers’ will continue to find that their rights are
not real, and that their hopes of support are raised in vain.
Both of these points are important because
they show how far the system falls short of
accepted human rights standards. A recent
(and much misreported) case under the
Human Rights Act involved a young woman,
Shabina Begum, who wanted to wear a jilbab
to her secondary school, thus going against
school uniform policy. Media reporting has
given the impression that the court found Ms
Begum had a right to wear the jilbab.
However a closer reading of the judgement
shows that this is not the case. Instead, the
court found that the school should have
considered Ms Begum’s article 9 rights (to
manifest her religion) before making its
decision and it is on these grounds that she
won her case. Lord Justice Brooke in his
judgement helpfully sets out a suggested
decision-making process based on the
Human Rights Act and its framework of
balancing rights which the school could have
used to achieve its aim: that of having a
uniform policy which protected other young
women from unwanted pressure to wear a
type of clothing they might not welcome. This
framework would have allowed the school to
balance the interests of other young women,
and of the wider community, against the
interests of one pupil who wanted to wear
different clothing, before the governors made
their decision. But, since the school took as
its starting point the fact that it had a school
uniform policy (a blanket policy) which was
there to be obeyed, it could not demonstrate

that it had carried out this balancing act, nor
that it had in any way considered Ms
Begum’s individual circumstances28.
It seems that currently social services teams
could be vulnerable to challenge in the same
way. A framework of balancing rights could
usefully be employed when teams are
considering carers’ rights and when putting in
place a follow up mechanism for a carer’s
assessment. By ensuring that a disabled
person or older person can articulate their
support needs, and ensuring that a carer (or
potential carer) is given the opportunity
separately to state the kind of support they
can offer, and the additional help they would
need to do this (without assumptions being
made about what they will provide),
potentially competing rights and interests can
be balanced against each other. This
framework does not mean that social
services teams will have to put in place
everything a carer asks for in their
assessment. But it does mean that they will
be able to demonstrate that they have
considered the carer’s rights before they
make a decision to deny a service, rather
than relying on a blanket policy which is open
to legal challenge. The framework of
balancing rights would allow consideration of
both the interests of the older or disabled
person concerned, as well as the interests of
the wider community (presumably financial),
alongside the rights of the carer.29
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• Resources are inadequate to allow rights to be protected. The literature
reviewed presents a picture of carers who find that the services they need are
not available to them because of inadequate resources – whether this is cost
or staff time. A carer who asks for support in helping someone into bed may
find that help is available – but only at six in the evening, when the person
would not normally want to go to bed until ten. Home help and other help with
household tasks is routinely unavailable and yet for many carers this is an
essential support in their lives: they can manage the care if someone else
can clean the house, mow the lawn, or do the shopping30. But they cannot do
everything and when they try, they find it takes over their life, meaning they
lose friendships and opportunities to interact with the community. In many
cases, their health suffers.
It may be the case that the lack of resources available in order to
guarantee rights could itself be considered a breach of the Human Rights
Act, although the courts have shown themselves to be reluctant to
intervene in the allocation of resources, particularly when decision makers
such as national or local government make a strong case that the costs
would simply be disproportionate to the benefits.
• Good practice need not be expensive. There was some evidence of
imaginative good practice which did help to safeguard carers’ human rights.
For example St Helens in Merseyside runs a 24-hour carers’ helpline which
enables carers to be quickly identified in the case of an emergency, and
additional support arrangements to be put in place. This means that carers
can take up medical treatment in an emergency, safeguarding their Article 2
rights. One local authority tried to find new ways to tell carers about the
support they are entitled to by running stalls at market day, taking information
into local communities, which could be seen as an imaginative way of meeting
their positive duty under Article 8 to provide information in order to help
people claim their rights, particularly taking account of the different needs of
– in this case – rural residents. But such good practice was thin on the
ground.
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Specific human rights issues

Article 2: right to life

This section of the report considers human
rights issues which affect carers in more
detail, focusing on some specific rights
protected by the Human Rights Act. It also
captures good practice where it exists,
particularly practice which might act as a
guarantee of Convention rights.

It may sound extreme to suggest that poor
practice in relation to support for carers
could lead to violations of Article 2, but this
could indeed be the case. Carers have
delayed emergency medical treatment that
could have cost them their life, or put their
lives at risk during the course of treatment,
because of inadequate support. Here are
four examples31:

“

“When I had a heart attack and was rushed to A&E
there was no-one I could contact to arrange care
for my disabled husband. I had to arrange
everything myself by phone. I spent more time in
the phone box than I did in the hospital bed.”
“I was in hospital on a morphine drip and being fed
by a tube, trying to find out what would happen to
my daughter. I was told ‘you’ve had your six weeks
respite care break this year’. I had to arrange for
my daughter to be looked after by family and
friends”
“I became ill overnight. I was haemorrhaging
internally and needed immediate hospital
admission. I called Social Services emergency line.
In short it took 10 hours to get adequate help
organised before I could get myself to hospital. The
consultant said I was lucky not to have died.”
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The example of the carer who was told that
services would be deducted from her respite
care is not alone – another carer who found
that she needed life-saving heart surgery
having gone into hospital for a routine
operation was forced to extend her
husband’s stay in residential care by two
weeks and was told that this would be
deducted from her allocation of services for
breaks from caring. It is hard to see how
such a blanket policy can be considered
compliant with the Human Rights Act – and
easy to see the risk to the lives of carers
that this lack of support presents.
Of course in some cases the person at risk
of an Article 2 violation is not the carer – it is
the person who they support. Yet this does
not seem to be recognised when a carer’s
assessment takes place. ‘Back Me Up’ found
that 9 out of 10 carers said planning for an
emergency was important to them. Yet only
one in three carers have had an assessment
– and of these only three in five
assessments addressed emergencies. One
carer was told “if I am ill my husband could
go into respite care, but they only have two
beds so are almost certain to be full.”
Another’s assessment was unsatisfactory:
“emergencies should have been discussed
with some serious consideration of what
would happen. The social worker just wrote
down that there would be no one to replace
me as the primary carer. This is not good
enough.” 32It is not – and it does not
demonstrate that the Article 2 rights of the
either the carer or the person they support
have been considered.
More attention needs to be paid to ways to
ensure that carers feel able to take up
emergency medical treatment without putting
the person they support at risk if Article 2
rights are to be guaranteed. For example St
Helens in Merseyside has a 24-hour year
round helpline, and provides carers with an
easy identification card in case of
emergencies, to ensure that their caring
responsibilities can be picked up and
appropriate support put in place33. St Helens
reviews the plan drawn up with each carer on
an annual basis. Other local authorities
provide a key fob with an emergency contact
number, which together with an access code,
allows the person answering the phone for

18

the local authority to see the emergency plan
discussed with the carer, and put it into
place.

Article 3, right to be free from inhuman or
degrading treatment
Many of the UK’s six million carers suffer
poor health: for many of them, the health
problems they experience are a direct
consequence of the caring responsibilities
which they take on. In some circumstances,
this might constitute a violation of Article 3
which offers protection from inhuman or
degrading treatment (even if this is not
deliberate). Carers who suffer severe mental
health problems or breakdowns as a
consequence of the strain which the care
they provide has caused, or who suffer
physical illness caused as a result of caring,
might be able to argue that the state should
have taken steps to prevent this, particularly
if it is aware of the problem through a carer’s
assessment or other conversation with social
services or health care staff.
The principle is illustrated by the case of
Price v UK which found a violation of Article 3
when a disabled woman was sent to prison
where she faced conditions which meant that
her disability placed her at a significant
disadvantage: she could not use the bed and
had to sleep in her wheelchair because of
the risk of sores, could not reach any light
switches or emergency buttons and was
unable to use the toilet. She was seen by a
doctor, who noted that the facilities were
unsuitable for disabled people. In ruling that
she had experienced degrading treatment
Justice Greve said “It requires no special
qualification, only a minimum of ordinary
human empathy, to appreciate her situation
and to understand that to avoid unnecessary
hardship - that is, hardship not implicit in the
imprisonment of an able-bodied person - she
has to be treated differently from other
people because her situation is significantly
different’34.
The same principle is true for carers where it
is obvious that they are, because of their
caring responsibilities, facing risks to health
which are not implicit in the lives of others
who do not care. Carers UK’s report In poor
health tells of a carer who had a stroke
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which her GP attributed to the stress of
caring for her husband. Her stroke
subsequently compelled her son to give up
work to care for both his parents, thus
pushing the risk onto the next generation35.

prevent a decline in either physical or mental
health, or failing to provide services which
could allow a carer to access medical
treatment might in some circumstances
constitute a violation of article 3.

Another carer with a serious back problem
who was awaiting surgery was forced to
continue to support her daughter to shower
after the local authority withdrew the two care
staff who had previously provided help after
an assessment that it was too risky for the
health of their backs. The risk to the carer
could have been reduced with an adapted
shower, but the waiting list was a year long36.
This example, and others, in the report,
demonstrate the potential for common
interest between the disability rights
movement and carers’ organisations to
challenge poor practice and restrictive
attitudes to health and safety without
adequate consideration of service users’
rights.

Article 8; right to respect for private and
family life

In another case, a carer with gall-bladder
problems and gynaecological problems which
both require surgery is caring for both her
father (who has a life-threatening heart
condition, requiring home oxygen) and her
mother (who is currently recovering from
cancer treatment, and who was previously
the main carer). The carer is refusing surgery
for her own medical problems because she
could not continue to care after surgery. As a
health and social services professional she
is adamant that services could not provide
the level of care required to allow her to
attend to her own recuperation37.

Article 8 with its broad application is
particularly relevant to carers. A significant
human rights principle for the purpose of this
report is that of the ability to “ensure
development without outside interference, of
the personality of each individual in his
relations with other human beings.”38 This
idea of an “inner circle” within which
individuals can live their lives free from
interference extends to the development of
relationships with others, as well as working
relationships or other business activities.
Of course, Article 8 as a qualified right will
need to be balanced against the rights of
other individuals and the interests of the
wider community. Often in the case of carers
this will mean balancing their rights against
the rights of an older or disabled person (who
also have article 8 rights). From the
experiences of carers as told to Carers UK, it
appears that this balancing act rarely takes
place. The research found a number of
potential human rights violations which relate
to Article 8, are common to carers’
experiences, and illustrate the scope of the
problem.

There is also extensive research which
documents the impact of caring on mental
health; the British Household Panel Survey
found that carers were more likely to report
high levels of psychological distress, and
Carers UK’s own research has found that
52% of people providing substantial amounts
of care had been treated for a stress related
disorder.

First of all many carers still face an
assumption from social services that they
will be willing or able to take on caring
responsibilities, together with a lack of
awareness that many carers will want and
need to carry on earning. This lack of choice
about caring roles may be particularly difficult
for rural carers: four out of five rural carers
considered that they had no “real choice”
about their role as there were so few
alternatives39.

Good social support and breaks from caring
have a positive impact on the ability to cope
with care: it is arguable that failing to take
account of the risks to a carers’ health which
their caring responsibilities may present,
failing to put in place services which could

‘Missed Opportunities’, published by Carers
UK in 2003, found that 69% of carers who
had been in paid work since April 2001 (after
the Human Rights Act came into force) found
their caring responsibilities had either led to
reducing their hours, or to leaving work
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altogether. This appears to be a particularly acute problem for
women, who are far less likely to continue in employment after
they take on caring responsibilities than men40. In addition,
since the peak age for taking on caring responsibilities is in
the fifties, it is likely that many of these women will also have
had a traditionally female career pattern which involved
periods out of the labour market whilst bringing up a family.
The combination of these two factors leaves many women who
care facing poverty in retirement because of the impact of
caring on their pensions. The broken work record affects
both state and private pension contributions
It is not surprising that 26% of working age carers surveyed by
Carers UK said that given the right support they would like to
return to work, or increase their working hours, since financial
difficulty during periods of caring is also common. Carers UK
suggest that 77% of carers become financially worse off after
becoming a carer41 and that one in five carers cuts back on
food, and one in three has problems paying fuel bills. All of
this interferes on a carer’s “inner circle” as it would be
understood in relation to Article 8.
Failing to take account of carers’ individual circumstances and
instead relying on blanket methods of assessment which rely
on the assumptions of staff could constitute a breach of
article 8.
An additional problem is that sometimes carers find that the
rights of paid care staff, when balanced against their own
needs, always take precedence. For example a carer in
Merseyside found that it was impossible to challenge a
decision that paid care workers should empty a basin of water,
used to wash her disabled daughter (who was incontinent) in
the kitchen sink, (crossing through a previously private room
to do so) instead of in the upstairs bathroom. This apparently
took place on occasion while the carer was preparing an
evening meal in the kitchen. The decision was apparently
made to protect the rights of the paid care staff, although the
carer remains concerned about the health risks to her, and to
her daughter44. Again the framework of balancing rights which
the HRA provides could be useful in such situations.
Carers could more actively challenge such decisions if they
knew their rights, and sometimes under article 8 a positive
duty exists to provide information to people to enable them to
make decisions about their rights. Yet many carers receive no
information: a Carers UK study in 2003 showed that only 32%
of carers reported that they had been given a carer’s
assessment, and of those who had not been given one,
almost half (45%) did not know they were entitled to one. The
Carer’s (Equal Opportunities) Act may have some impact on
this low assessment rate, and should also enable
assessments to take account of a carer’s employment or
training commitments, but it is too early to tell.
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“I was told by social
services to give up my job
to care after my husband
had a stroke. I did not. I
stuck to my guns and they
reluctantly gave a home
help for three lunchtime
visits a week. Then after
three months it was
withdrawn. Thank heavens
for my sympathetic
employer.” 42
“When I had my carer’s
assessment I was looking
for work, yet there was
nothing offered or
discussed which would have
enabled me to go to work.
The social worker assumed
that I would not be
working.”
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Even when an assessment is carried out,
carers see a lack of follow through to provide
the services identified. In some cases this
is due to an apparent blanket policy of not
providing certain services, regardless of the
carers assessed needs, which is likely to be
unlawful under the Human Rights Act. It is
not surprising that a quarter of carers saw no
point in having a carer’s assessment when
so often they find it makes no difference and
there are no appropriate services to support
them in their caring role. Carers said:

“I have never received any services and none
have been offered. I’ve not been given any
information on what might be available. I feel
totally ignored by all” 45
“Our social worker told us that although the
assessment was our right, it would be put in
a drawer and would actually make no
difference. What is the point of an
assessment if they won’t deliver the
services?”
“I am always the one who has to chase
things up and unless I ask I am never told
what help is available.” 47
“While my husband is entitled to free
personal care by a care assistant, his choice
that I continue attending to his bathing,
dressing etc does not entitle us to free or
subsidised domiciliary help. I feel carers and
the cared for should be offered a choice.” 48
On a more positive note, many saw direct
payments as a way round some of these
problems, though they struggled with
paperwork. The government’s plans, set out
prior to the election in Independence, wellbeing and choice should help to make direct
payments easier to use, and ensure that they
can be better used to protect carers’ human
rights.

8. Four in five carers, for example, have given
up on holidays49 and when considering this
fact it needs to be remembered that caring
responsibilities may last for many decades.
It is not surprising that work carried out by
Wales Carers Alliance suggested that a key
priority for carers was the need for a break50.
Yet this was discussed in only 67% of carer’s
assessments, (employment was discussed in
only 17%). The example of a carer’s daily
diary set out below illustrates vividly the
difficulty which carers face in balancing their
caring responsibilities with other aspects of
their life.

“The reason I haven’t had a major emergency
yet is only because I’m very careful not to be
out of the house for more than 2 hours. I
rarely make appointments in case they do
not fit in with our routine; I don’t have a
social life and we don’t go on holiday.
Whenever I go out I’m clockwatching the
whole time to make sure I have plenty of
time to return home.” 51
“The social worker undertaking the
assessment was very pleasant and tried to
be helpful but it was difficult to talk in detail
with my husband present. It would have
better if I could have spoken to her in
private.” 52
“I have not had time off for fourteen months,
not a night or a weekend or an evening. I had
a week’s holiday when my brother could give
me some time, but he dictated the days I
could take.” 53
“I was worth £25- 40,000 in the open
market. I lost job skills, advancement,
training, opportunity, social freedom, social
mobility, holidays, the list is endless. I
became unfit.” 54

A lack of consideration of carers’ needs and
failure to provide information leads to
isolation. Many carers point to their inability
to continue to develop family and other
relationships (including working relationships)
during caring, or to have any time for
themselves at all to pursue outside interests
or even to take some time out of their day to
rest, all of which could be caught by Article
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In some cases lack of support mitigates
against being able to continue important
family relationships between those doing the
caring and those whom they support: this
could also potentially be subject to challenge
under Article 8, particularly when it relates to
separating older couples who would prefer to
stay together. It again shows the shared
interests which exist between carers’
organisations and the disability rights
movement.

“It feels like a human rights issue – my
husband can’t get home care because of
funding – his only option is residential care
for older people which is tantamount to
almost us being divorced. It is not right” 55
This exclusion leads to a risk to carers’
mental and physical health. ‘In Poor Health’,
published by Carers UK, found that 21% of
carers in the UK providing substantial care
are not in good health compared to 11% of
those who do not have caring responsibilities
(using data provided by the 2001 Census).
56 An example illustrates the point:

“Joan cares for her son, David, who has
complex disabilities both physical, and
learning difficulties. She provided care 24
hours a day, seven days a week. Without
support her health quickly began to suffer.
As a result of a lack of practical support she
had a nervous breakdown. Because she did
not apply for benefits immediately it is likely
that she will have gaps in her pension record
later in life – leading to lasting poverty”. 57
These examples show how a patchwork of
poor practice combines to make carers –
particularly those providing substantial care –
vulnerable, at risk of harm to health, and
socially excluded. Yet a human rights
framework of balancing rights could lead to a
different outcome.
A good example of the outcome of such a
balancing process is illustrated in a case
brought by two young disabled women
against East Sussex County Council. The
Council refused to allow its care workers to
carry out any work involving lifting the young
women unless they used a hoist; the sisters
wanted from time to time to be able to be
able to go riding, shopping or swimming and
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in such situations a hoist could not be used.
Because of the ban on any form of manual
lifting, they were precluded from taking part
in these activities. The court had to find a
balance between the rights of the sisters to
take part in the life of the community and be
able to develop their personalities, and the
rights of the care staff to be prevented from
harm.
Finding for the sisters, Justice Munby
stressed the importance of their Article 8
rights. His judgement says: ‘The recognition
and protection of human dignity is one of the
core values - in truth, the core value - of our
society and, indeed of all societies which are
part of the European family of nations and
which have embraced the principles of the
Convention...The other important concept
embraced in the "physical and psychological
integrity" protected by Article 8 is the right of
the disabled to participate in the life of the
community...This is matched by the positive
obligation of the State to take appropriate
measures designed to ensure to the greatest
extent feasible that a disabled person is not
"so circumscribed and so isolated as to be
deprived of the possibility of developing his
personality"58.
Another case involving a challenge to the
European Court of Human Rights by a gypsy
family who were fighting eviction from a local
authority site expresses the principle in a
different way, finding that the vulnerable
position of gypsies as a minority meant that
some special consideration had to be given
to their needs, and that the UK had a
positive obligation to facilitate their way of
life.59
The government’s own research suggests
that carers, too, can be considered to be a
socially vulnerable and excluded minority
group with very different life chances to the
rest of the population60. So the identification
and application of these principle to carers
surely follows. There is therefore a
consequent positive obligation on the UK
under the Human Rights Act to address the
causes of this social exclusion by taking
appropriate steps to minimise the impact of
caring on the health, social or employment
opportunities of carers ensuring that they can
take part in the life of the community, are
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able to continue to make meaningful
relationships, and have their human dignity
respected, both during the period of their
caring, and for the future. 61
Information relating to the situation and
exclusion of carers is not new. It has been
extensively documented and government
departments are well aware of the impact
which caring can have on the UK’s six million
carers. Yet no meaningful and consistently
applied measures seem to have been put in
place to compel local authorities and health
authorities to provide services and support
that could minimise the impact of caring on
social exclusion. It is important to remember
that this exclusion is not only for the period
spent caring. It may last throughout life
because of the impact that caring can have
(particularly for women) on the lack of a
pension in later life and the consequent
impact of poverty.
Carers Wales, in discussions with local
carers, found that they expressed this wish
as “the right to an ordinary life”: it is surely
this that Article 8 should guarantee and it
can only be a matter of time before the use
of the HRA to challenge poor practice in
relation to carers becomes routine. Proper
guidance from government in relation to the
Human Rights Act could help to prevent such
legal challenge and ensure that services are
delivered in line with the Act’s principles.

Article 2, protocol 1: right to an education
There are a number of young carers in the
UK: figures from the 2001 Census suggest
that 175,000 carers are under 1862. A recent
report used data relating to 6,178 young
carers to predict that 27% of carers of
secondary school age and 13% of carers of
primary school age have problems with
missing school63. This is a decrease on

previous years, but still a cause for concern,
and potentially a human rights violation. The
incidence of missing school is higher where
young carers support someone who has drug
or alcohol problems where 34% are missing
school. The authors also note that “at more
than a fifth of all young carers the overall
proportion experiencing educational problems
is still high. This remains more marked in the
11-15 age group – the age when young
people are making educational decisions,
taking formal examinations and preparing for
their future.”64
Since only 18% of young carers had been
assessed for their needs, and given that a
fifth of families with young carers received no
support services at all apart from those
provided by their children65, it is hard to see
how adequate support could be provided to
young carers to enable them to attend school
in the same way as a child without caring
responsibilities. In some circumstances this
is likely to interfere with a child’s right to an
education66.
Caring responsibilities can also inhibit adult
carers opportunities for equal access to
education. The Carers (Equal Opportunities)
Act may help address this issue in England
and Wales, but it is still to early to assess
the impact of this legislation.

From this evidence there are
some potential human rights
issues which remain unsolved
despite the Human Rights
Act’s existence. Is there
another way forward?
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■ Recommendations for Action
This report suggests that public authorities may be acting unlawfully by failing to ensure that
they do not interfere with carers’ human rights in the provision of services. It also suggests
that the government may be failing to meet its positive obligations under the European
Convention on Human Rights to take active steps to secure protection for human rights. This
final section sets out six recommendations which could if implemented remedy the situation.

1

Legislation to prevent discrimination against those with caring
responsibilities

1

The first is action for government through the development of legislation to
prevent discrimination against people on the grounds of caring
responsibilities. The Discrimination Law Review recently announced by
government which is to consider the development of a Single Equality Act is a
useful forum to take forward this recommendation. There are a number of
ways in which this protection could be provided and more discussion is
needed about its specific form. Some examples are: caring responsibilities as
a free standing ground for protection against discrimination; a new duty on
public bodies (including health bodies) to take caring status into account when
providing services; amendment of the Disability Discrimination Act to cover
people facing discrimination through association with a disabled person;
extension of the concept of reasonable adjustment to protect carers in
employment. Whatever the change, it should be able to deliver protection for
people who provide support and care for older people as well as disabled
people. Such legislation could ensure that the UK government has provided an
effective legal framework to guarantee human rights, thus meeting the
positive obligations that could be imposed under the Human Rights Act. In
Northern Ireland this issue could be addressed through the Bill of Rights
process which is currently being run by the Northern Ireland Human Rights
Commission.

2

Guidence for service providers urgently needed

2

The second is action for all government departments with responsibility for
health and social services which should urgently issue practice guidance to
set out the extent of the potential impact of the Human Rights Act on carers
and services for carers, to ensure that service providers are clear about the
extent of their responsibilities. Guidance issued to explain the Carers (Equal
Opportunities) Act, and other relevant legislation in Scotland and Northern
Ireland should be reviewed to ensure that it also takes into account the
impact of the Human Rights Act.

3

Advice and information on carers rights

3

The third is once again action for government which should consider providing,
or funding, advice and information services which can give carers independent
and authoritative advice on their rights and signpost them to services which
can help to protect their rights. A service which is based on signposting alone
(particularly if it is to a service which simply says “we don’t provide that for
carers”) may not meet the positive duty to provide information to people about
their rights. Information as well as signposting is necessary if people are to
be able to act to make decisions about their rights.
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4

Ensure health and social services are complying with human rights
standards

4

The fourth is action for inspectorates with an urgent need for a themed and
seamless inspection by both the Healthcare Commission and the Commission
for Social Care Inspection (and their equivalents in the nations of the UK) of
services which are provided for carers. Compliance with human rights
standards should form part of the assessment criteria for these inspections
and the outcome should be to ensure that providers are clear about their
responsibilities under the Human Rights Act, particularly the positive
obligations which they may have.

5

Investigate whether the Human Rights Act is being correctly applied

5

The fifth is action for the proposed Commission on Equality and Human Rights
which should conduct an early investigation of the services provided for
disabled people, older people and carers, with the aim of assessing whether
the Human Rights Act’s framework of balancing rights is correctly applied. In
Scotland this could be a joint project between the CEHR and the Scottish
Human Rights Commission. In Northern Ireland it would best be taken forward
by the Northern Ireland Human Rights Commission and the Equalities
Commission. One suggested outcome could be to help service providers
better to understand their responsibilities under the HRA, as well as to explain
how they might use a framework of balancing rights in a practical way to
deliver better services.

6

6

Raise awareness about human rights of disabled people and older people
and of those who are providing support or care

The sixth is action for the carers’ movement which should take the human
rights agenda forward through its training and awareness raising, working to
ensure that the human rights of both disabled and older people and those
who providing support or care are respected. This should include the
production of material for carers about the Human Rights Act, and may include
the identification of legal cases which could be supported under the Act.

Closing comments
All of these measures should ensure that
carers’ human rights are better protected
and that their lives change for the better. The
Human Rights Act gives carers for the first
time the potential to claim some “hard”
rights, should they wish to do so. And the
Act’s framework of balancing rights, just as
importantly, gives service providers an
opportunity to recognise carer’s humanity, to
treat them as equal partners in a situation.
By doing so, we have an opportunity to
demonstrate that their care, given freely, is
valued and supported.
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need of help because
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provide is unpaid.”
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