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As for anyone else, it is important for older
people to stay in control of their lives and
what happens to them, and to be able to
have a say in the care they receive. As
mentioned earlier, the right to respect for
private and family life under Article 8 of
the ECHR includes the right to respect for
personal autonomy. This is also a central
principle of the UN Convention on the
Rights of Persons with Disabilities (CRPD).
Local authorities can help to fulfil these
human rights requirements by offering
older people a personalised approach to
home care, giving them as much choice
and control as possible over the nature
and timing of services. Providing
personalised services is a central element
of a human rights approach to home care. 

From our interviews with older people, it
was clear that few of them – apart from
some who had made private care
arrangements – had taken much active
part in arranging their care. For most of
those we spoke to, their care was arranged
with the help of their local authority. The
majority of these felt they had had little
say, and some were surprised to hear they
were entitled to any choice.

Even though many local authorities
specify that service users should have
choice and control over their care, most
older people said they had little or no
choice over the tasks that were carried out
or the timing of care visits. Many felt that
home care was something that was being

‘done to them’, rather than a service that
they could engage with and arrange to suit
their lives and needs.

Older people’s
understanding of their
entitlements
We found that most of the older people
using home care had little or no
understanding of how the home care
process works or what they were entitled
to, what they had a right to expect, or the
different options for managing their care. 

Some found the system too complex and
difficult to understand. We heard about
one older person who would have become
homeless had it not been for his family
intervening. 

“The biggest problem with home care is
the complexity of the different services. 

My father-in-law was suffering as he did
not understand the system; he was given
conflicting advice about carers, and he was
left to cope with being made homeless.

My husband got involved, insisted on
talking to managers, got advice from the
CAB, discovered who was responsible and
what he was entitled to, and suddenly the
local authority could not do enough for my
father-in-law.”

Daughter-in-law of an older man
receiving home care

Part 3d: Choice and
control over care 

http://www.equalityhumanrights.com/homecareinquiry
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Even family members supporting older
people to get home care found the systems
too bureaucratic.

Information and advice
Much of the evidence from voluntary
sector organisations flagged up the lack 
of understandable information for older
people on either home care or their
human rights. Even when the information
is available, it is often not easy to find, or
easy to access. For instance, it is often
online, although nearly 6 million people
aged 65 and over have never used the
internet: 42 per cent of those aged 65-74
and 76 per cent of people aged 75 and
over.54 We were also told of information
that is inconsistent, out of date or
incorrect.

For people funding their own care, good
information on how to obtain home care
and how to protect their human rights is
even more vital. Apart from a right to an
assessment of needs, the only thing self-
funders are entitled to from their local
authority is this information. In practice
they may get no more than a list of contact
details for local care providers without any
indication of the quality of the providers
or their areas of specialism.

Older people’s
involvement in
assessing their needs
A human rights approach to assessment
would respect older people’s autonomy by
genuinely involving them in defining their
own home care needs. Most older people
we interviewed had had one or more
formal assessments, but they generally
had no detailed recollection or
understanding of the process. Many older
people found that although home care
workers and payment arrangements were
put in place, they had no clear sense of
having had any input into – let alone
control of – the process.

Anyone can ask for an assessment of their
care needs, for example if they are finding
it increasingly difficult to manage their
basic day-to-day needs. However, there
was little evidence that older people we
interviewed were aware of their right to 
an assessment or had asked for one. 

Many were first assessed for home care 
at a time of crisis – usually encouraged 
by family, or health or social care
professionals. This may partly explain 
why older people often didn’t seem to 
feel involved with the arrangements for
their care, or feel that that they had
control over them. 
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Choosing a provider 
Many older people we spoke to were
unsure how their provider had been
chosen, or assumed there was no choice.
In some cases, individuals who had
expressed a preference felt that they 
were not listened to. 

“[The agency] was provided by social
services. I did not have a choice of
provider, and though when I last came 
out of hospital I did request that the
provider who I had had three months
prior continue to be used, this did not
happen and I had new care staff … I felt 
no one paid any attention to my request. 
It is doubtful it was even considered.”

Woman, over 75, local authority
funded, South of England 

Some older people had had their provider
changed against their preference, causing
upset and disruption. For example, one
older man had recently been told by the
local authority that his care provider had
been replaced. Although he was much less
happy with the services of the new agency,
he felt he had little choice but to accept it,
even though he was paying towards the
cost of care from his own funds.

There was some good practice. In a few of
the interviews it emerged that the local
authority had replaced an agency because
the interviewee was unhappy with the
service they were getting. However, there
was little evidence that the older people
concerned had been consulted or involved
in the change process. They simply
accepted the next agency chosen by the
local authority.

Some older people and their families,
particularly those paying for their own
care, told us about feeling overwhelmed
when faced – often at a difficult time –
with choosing a home care provider. In
some cases they were only given a long list
of care providers, and had no other source
of information. In written evidence, some
explained the difficulty of differentiating
between organisations without any
indication of quality. A provider complying
with CQC standards demonstrates that
they meet the minimum standards rather
than indicating levels of quality.

The CQC used to award ‘star ratings’ as a
guide to the quality of each provider, but it
no longer follows this system. Some older
people told us that they had found this 
very helpful in selecting care providers.
According to ADASS, the star system also
provided information that enabled local
authorities to require improvements from
care providers.

Offering greater choice
and control through
personalisation
If properly implemented, personalisation
has the potential to enhance older people’s
choice and control over their care, and so
promote their human rights – in particular
their right to respect for personal
autonomy.55

In the past, a service-led approach to social
care has meant that individuals have been
expected to fit in with the services
provided. As the Social Care Institute for
Excellence has highlighted, personalisation
challenges those commissioning and
delivering care to take a radically different
approach. 

http://www.equalityhumanrights.com/homecareinquiry
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Personalisation means thinking about care
and support services in an entirely
different way. This means starting 
with the person as an individual with
strengths, preferences and aspirations,
and putting them at the centre of the
process of identifying their needs and
making choices about how and when they
are supported to live their lives.56

Personalised care is typically delivered
through personal budgets, which should
allow people to control the funding
available for their care and make choices
about the support and services that they
need. People can choose how they receive
their personal budget. The most common
ways to receive a personal budget are as a
direct (cash) payment where an individual
takes on management and budgetary
responsibilities or as an account managed
by the local authority (‘managed account’
or ‘virtual budget’) but where the money is
spent as you choose. People can also
benefit from personal budgets through
third party trusts or other third party
services. Local authorities usually decide
how much money to put in a personal
budget by using a formula called a
Resource Allocation System (RAS) which
allocates points according to how care
needs assessments questions have been
answered.

The benefits of personal budgets and
direct payments are widely recognised in
terms of the opportunity to obtain an
individually tailored blend of services
which can give greater freedom of choice
and autonomy. However, it is also
accepted that the benefits may be greater
for some people and for some sectors of
the population than for others.57

Older people’s experiences of
personal budgets 

Consistent with the national picture, only 
a handful of older people and their families
who provided evidence to the inquiry
reported receiving personal budgets. 
Most were positive about their experience,
and preferred the increase in choice and
control. They usually contrasted their
current satisfactory situation to previous
arrangements where poor quality and, in
some cases, unsafe care was provided.

“When I was using [the] agency I did 
not have my decisions taken into
consideration for the most part. I was
expected to conform to behaviour they
found acceptable. 

Now on an individual budget I make all 
the decisions. I am 100 per cent happy
with my support workers.”

Woman aged over 65, North of
England, local authority funded care

“The care agency chosen [by social
services] did not provide an adequate
service. They failed on many occasions 
to give the correct medication, which
severely affected my father’s health.

We transferred to self-directed support
and now employ personal staff. My 
father now gets an excellent service 
which supports the care that we can 
give as a family. They are a lifeline.” 

Daughter of man aged over 75, part-
funded local authority care, North
West
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Factors preventing older
people taking up direct
payments

The Commission has found that some
older people do not wish to use personal
budgets and indeed, the take-up is lower for
older people than for most other groups.58

A number of older people told us that they
were not prepared to change to a personal
budget by way of direct payments, even
some who were unhappy with the care
they were receiving. They voiced practical
concerns about being responsible for a
direct payment, concerns that were
supported by many providers, local
authorities and voluntary sector
organisations:

concerns about responsibilities 

lack of support to manage
responsibilities

lack of information to make an
informed choice

increased risk of abuse or breaches of
human rights. 

Concerns about the responsibilities 

Some older people and their families, who
did not currently receive direct payments,
were nervous that they might be required
to do so. Their concerns included:

the burden of managing employment
responsibilities

feeling unable to cope with the
demands of organising their own care.

The concerns of older people and their
families were echoed by a range of
organisations and individuals who

submitted evidence. Many interviewees
from local authorities and voluntary sector
organisations doubted whether older
people were fully aware of the range of
responsibilities that came with being a
micro-employer. This would include
organising back-up for annual leave,
sickness or maternity cover. Others
pointed out how difficult some older
people were likely to find raising
complaints or areas of dissatisfaction 
with an individual who was not providing
a satisfactory service, given the significant
difficulties that older people experience 
in raising concerns with organisations
providing care.

“The idea that you might just employ an
individual yourself … can work very well
for some people, but can also not be what
people are looking for, partly because 
they don’t want the risks and the legal
responsibilities of that but also because
not everybody wants an employer/
employee relationship with the person
that supports them.”

Director, national voluntary sector
organisation 

Local authority interviewees, in particular,
stressed the important role that
supportive family members play in 
helping their older relatives manage the
bureaucracy of employing a personal
assistant.

The difficulties for some of taking on
managing their own care were spelled 
out by one older person responding to 
the call for evidence.

http://www.equalityhumanrights.com/homecareinquiry
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“Please realise that personalisation will 
not help me at ALL as I am completely
unable to make phone calls and look up
companies who provide care to organise 
it myself, and certainly could not conceive
of trying to employ anyone myself, and
anyway they would need sick cover etc.
How would I organise that? 

I just wish that social services had enough
funding to provide agencies with enough
money to employ the right number of staff
at a good wage to do the job properly.”

Older woman, 75, local authority 
funded care

Although this person uses the umbrella
term ‘personalisation’ it is likely she is
referring to direct payments given her 
fears about being able to use the phone
and organise care at short notice.

Lack of support to manage
responsibilities

If they receive direct payments, people
have to comply with certain accounting
arrangements and paperwork
requirements, which some older people
(particularly those with limited capacity)
cannot manage without support such as a
brokerage or advocacy scheme. A number
of older people preferred to be on a
managed account, where the local
authority manages their personal budget,
because they felt unable to keep all the
necessary records.

Interviewees from voluntary sector
organisations pointed out that, as in most
areas the eligibility threshold for receiving
direct payments is to have critical or
substantial care needs, these older people
would be very likely to need targeted

support to manage their budgets effectively
– particularly as many came into the home
care system at a time of crisis.

Some submissions from organisations
outlined examples of effective support and
advocacy by organisations with an in-depth
understanding of the issues affecting older
people. For example, a local Age UK
organisation described their ‘support
broker’ scheme for self-funders.

“The support brokers visit people and
discuss what they want and help develop a
personal support plan, then assist with
putting the arrangements in place as
instructed by the client. Each support
broker works in a limited geographical area
and so becomes very familiar with what is
available in their local patch. Schemes like
this support people to have an informed
choice of what services they receive and
control over the care that they receive. 
They get as much support as they need
until they have the confidence to take on
the management of their care themselves.
They also have a known point of contact
should they need more help in the future.

Age Concern Wigan Borough support
people in receipt of direct payments and
offer help in recruitment and employment
of staff. The fact that this scheme is
independent from the local authority and is
run by a well respected local organisation
gives people confidence that they will get
the help and support they need when taking
on the complex responsibility of managing
their own care.”

Age UK, North West region

Although a brokerage service is an option
which some older people said was attractive
to them, concerns were also raised about
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the cost of this being taken out of the
money allocated for care, reducing the
amount of care they would be able to
afford. 

Some voluntary sector organisations
supporting older people highlighted the
need for ongoing support with managing
direct payments, rather than just at the
initial set-up phase. 

“They [local authority] might set
everything up for them and say, ‘Look it’s
a really simple system. We’ve got this, it’s
great.’ And then they go away and leave
them to get on with it. But you’re dealing
with elderly carers that are stressed; that
are in a new situation where they’re having
to do all this paperwork. A crisis happens,
and they get stressed … and the paperwork
gets backed up, the care doesn’t get paid
for. It’s not straightforward at all.”

Support worker, voluntary sector
organisation supporting people with
dementia 

Voluntary sector organisations also raised
concerns that some of the available
support has a ‘one size fits all’ approach.
They felt that some organisations
providing this support and advocacy did
not have enough knowledge of specific
issues affecting older people to offer
appropriate support – for instance,
understanding how ageist assumptions
can limit people’s choices. We came across
one organisation commissioned to provide
brokerage whose support appeared to be
influenced by stereotypical assumptions
about older people preferring to ‘stay at
home and put their feet up’ rather than be
involved in their community. This is of
concern, given our findings on the extent
and impact of isolation for older people. 

Our findings highlight that older people
will only be in a position to benefit fully
from options available through personal
budgets where effective and ongoing
support is available through such means
as advocacy and brokerage services – a
point which echoes the Department of
Health’s statement quoted below, and
earlier studies.59 It appears that in some
areas this is available but in others it is
limited, non-existent or only available for
a fee. 

Lack of information to make an
informed choice

In their evidence to the inquiry, the
Department of Health acknowledged the
importance of appropriate information
and support as crucial to implementing
personal budgets successfully.

“We know that people will need support 
if they wish to take on this greater
responsibility. People will have differing
levels of capacity and understanding and
public authorities will have to ensure that
they provide the information and support
that people want and need in order to fulfil
their legal duties under human rights
legislation.”

Department of Health response to
call for evidence 

The evidence to the inquiry indicates that
that support and information is not fully
available yet.

A wide range of interviewees from
providers, local authorities and voluntary
sector organisations flagged up a concern
that there appeared to have been a rush to
put older people onto personal budgets –

http://www.equalityhumanrights.com/homecareinquiry
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either by way of direct payments or
managed accounts – without always
making sure they had the information and
support they needed. 

More generally, in the interviews and
focus groups that we conducted with older
people it was notable how little they were
aware of the personalisation agenda.
Questions on the topic often drew a blank.

Lower safeguards against abuse and
other human rights breaches

As we explained in Part 1, local authorities’
positive human rights obligations may
sometimes include a duty to protect
individuals from the actions of others. If
there is clearly a risk of human rights
being breached, local authorities may have
an obligation to provide information
explaining this risk to individuals who are
under threat. There may also be a duty to
monitor situations where breaches of
human rights are likely. Thus, in certain
limited circumstances, local authorities
could be arguably under a positive
obligation to protect the human rights of
people who receive direct payments – for
example, by giving them information so
they know the steps they can take to
safeguard their fundamental rights.

We took evidence from a small number of
older people who had appointed their own
care workers (often a family member)
using a direct payment. They did not tell
us they felt more vulnerable to abuse of
trust or other problems. 

However, a wide range of individuals and
organisations, including care providers
and local authorities, voiced concerns that
the personal assistants taken on by older

people are not covered by the regulation
that applies to care workers.

“The drive towards personalisation, whilst
welcome because of greater choice and
control of solutions tailored to the needs
of individuals, also means there is a need
to balance risk, choice and safeguarding
people from abuse, harm and neglect. 
This includes consideration of people’s
human rights.” 

Local authority survey respondent

Many contrasted the steps that local
authorities take to guard against abuse
with the lack of any similar safeguards for
personal assistants. Some were also
concerned that it would be easy for people
looking to abuse or exploit older people to
spot adverts by older people wanting a
personal assistant. One older man
expressed his frustration about not having
control over how his care worker spent her
time, but said he would not transfer to a
direct payment because he would feel too
vulnerable to being ‘ripped off’.

Like home care workers, personal
assistants are not required to have any
qualification but unlike home care staff,
personal assistants lack the benefit of
support and supervision from an agency.
Although there are some safeguards
available to older people directly engaging
personal assistants – such as police checks
or references – we were told that few older
people actually carry out such checks. This
was partly because they feel it would
appear mistrustful, or sometimes because
they did not know how to go about doing
this. However we are aware that local
authorities can take various steps to
mitigate risks in employing personal
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assistants; for example, by commissioning
payroll services for recipients of direct
payments, funding independent advocacy
services and developing registers of
personal assistants or supporting local
organisations to do so.

Local authority targets for
personalisation

The Department of Health set a target for
local authorities to have 30 per cent of 
all eligible service users and carers on
personal budgets by April 2011.60 Some
interviewees felt this was leading local
authorities to move people onto personal
budgets in a way that does not give them
the benefits of greater control and choice.

In a small number of local authority areas
it was alleged that older people were
‘pressurised’ into accepting personal
budgets, without being presented with a
balanced picture of all of the alternatives
available to them. 

In some areas, it was also claimed that
older people had been moved to personal
budgets managed by the local authority
without gaining any choice and control
over their care provision. The local
authority continued to commission the
same care provider to carry out the same
tasks as before at the same times. Some
saw this as contradicting the spirit of
personalisation, aimed more at fulfilling
the local authorities’ targets than putting
older people at the heart of the services.

“We received a phone call from a Council
Care Manager who said, ‘By the way, as of
last Monday this service user is on a direct
payment.’ All that’s happened here is that

the Council has just moved the money
from the Council to the individual but is
still in control. They’re still doing the
commissioning. They’re still telling us
what will happen. The actual reality of
what support that person is getting has
not changed one jot. And I would wager
that the service user has absolutely no
understanding of the change.” 

Manager, large private sector
provider 

The European Court of Human Rights has
made it clear that protection of human
rights must be ‘practical and effective’,
rather than ‘theoretical and illusory’.61 The
approach to personalisation adopted in
the example above suggests that this local
authority may be falling short of its HRA
obligations to respect older people’s
autonomy, protected by Article 8.

Concerns about the level of direct
payments 

We were also told that the level of direct
payments from local authorities often does
not allow for the creative, flexible
packages of care that people had been led
to expect from this system of funding. Our
evidence suggests that these packages,
clearly of huge value to service users, are
more readily available for younger
disabled adults. Interviewees, mainly from
voluntary sector organisations, stated that
the funding for older people only covered
essential basic physical care such as
support to get up or eat. 

For example, the daughter of one older
man wanted to spend some of the direct
payment on support with assisting her
father to get out and walk his dog so he

http://www.equalityhumanrights.com/homecareinquiry
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could keep his pet. This was not only very
important to him emotionally, as company
in his home and in terms of exercise, but
also a key way for him to get out and
socialise in his local community, and
would therefore make a fundamental
difference to his quality of life. However
the personal budget was only enough to
cover his essential physical care needs,
such as washing and dressing. 

Providers also told us that in their
experience the amounts allocated to older
people in direct payments gave them little
flexibility, even to buy enough care to
cover their essential needs, and forced
them to buy the cheapest possible care. 

In some cases we were informed that local
authorities may deduct up to 10 per cent
when a service user transfers from
managed care to direct payments,
reducing even further the amount that
older people have to spend on care. 

Personalised service does not
have to mean a personal
budget 

When we asked older people what would
improve their current home care service,
most of those who volunteered an opinion
indicated that they would like it to be
more responsive to their needs and
wishes:

covering a range of different tasks

flexibility to respond to changing
situations rather than a rigid list of
tasks to be carried out at specific times,
regardless of anything else going on in
their life, and

care workers who listened to them. 

These issues indicate a strong desire 
for the theory of personalisation to be
translated into reality in their care – 
to have a flexible, responsive service,
shaped around them as an individual
rather than controlled by organisational
convenience. Essentially, this means 
an approach to personalisation which
genuinely supports their individual 
rights to respect for personal autonomy
and dignity.

Some interviewees felt that older people
were being offered a false dichotomy:
either have services commissioned by 
the local authority, or if the person wants
a flexible and creative service shaped
around their own needs have a direct
payment. These interviewees felt that
older people should be offered a truly
personalised service no matter how the
funding was arranged.

One local authority talked to around
2,000 older people in their area, face-to-
face, to find out what they wanted from
home care. This in-depth listening
exercise showed that older people
wanted flexibility and quality in their
services. As a result, the local authority 
is reshaping their commissioned home
care services, aiming to make truly
personalised flexible services available 
to all older people receiving home care 
in their area, regardless of how these
services are paid for.

In our view, the drive towards
personalisation in social care should be
implemented with greater consideration
of the potential for genuinely promoting
older people’s human rights. Support
should be given to older people to make
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an informed choice about the type of
funding most suitable for them.
Irrespective of funding arrangements,
models of personalised home care that
adopt a comprehensive human rights
approach should be extended so that 
older people’s needs and choices are truly
at the centre of the services they receive.
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