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A step too far?
There has been a policy-driven move towards returning
responsibility for healthcare to the individual; while greater
independence, choice and control over their care sounds
like a positive move, for care providers, this can come with
inherent risk. Clare Connell and Ryan Perrott ask, ‘Is the
concept of individual choice being pushed too far?’

T

ransforming Care has opened the
floodgates for service users to have
greater independence, choice and
control over the delivery of their care and
support. However, in empowering potentially
vulnerable people to make their own decisions,
it should be considered whether the concept
of individual choice, in some cases, has been
pushed too far?

Empowering people
The physical and psychological abuse seen at
the Winterbourne View Hospital in 2011 were
more than enough to make policymakers deliver
drastic changes to the way we care for vulnerable
people. Seven years on, commissioners aim
to place service users in the least restrictive
environment possible. Community care models
that offer service users greater independence
and individual choice have grown dramatically,
with over 100,000 supported living placements
now funded by local authorities.
But with the troubling revelation that a
23-year-old autistic woman had been sexually
exploited by strangers at her supported living
service in Manchester, we are reminded that
empowering vulnerable people to make their
own decisions does not come without some
level of risk. Providers must ensure that they
work closely with service users to balance
individual choice with appropriate levels of
safeguarding, to allow service users to live
within their limitations – free from abuse, harm
and neglect.
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Building the right support
In response to the Winterbourne View
Hospital scandal, the government drew up the
Transforming Care Programme (2015) for people
with a learning disability, autism, challenging
behaviour and mental health problems. The
programme had a very clear and simple
message: inappropriate inpatient settings should
be closed and more vulnerable people should
be cared for in the community.
The strategic plan established to implement
this programme was also drawn up; Building the
Right Support (2015) outlined measures to close
inpatient facilities and develop more community
care provision with a new national service
model that promoted independence, choice,
control and person-centred care (figure 1).

If the ideology goes
too far, providers risk
endangering the people
they have a legal
responsibility to protect

Freedom to choose
The details of Building the Right Support were
a dramatic departure from the reliance on
institutionalised settings such as care homes
and inpatient hospitals. Under the new plans

vulnerable adults would, as far as possible,
live in the community with a choice of where,
with whom and how they live – crucially with
security of tenure. They would be given greater
levels of individual choice over their own lives
– from personal relationships and activities, to
diet and shopping – and personal budgets would
be given to those in receipt of care, enabling
them to choose who provides their support.
As well as providing a vastly better quality of
life to vulnerable adults, the plan also came at
a time when austerity was crippling the social
care budgets of LAs across the country. With
the ability to shift costs to housing benefit
allowance, Building the Right Support also
offered a perfect way to commission more costeffective care while improving outcomes for
service users.

Individual care for individual needs
Three years on from the introduction of the
Transforming Care Programme, supported
living has become a flagship commissioning
option for LAs, particularly for younger adults
(18 to 64) with a diagnosed learning disability,
autism, challenging behaviour, or poor mental
health. With a market value of £1.5 billion
in England, as of 2016/17, there is now a
consensus among social care professionals that
supported living environments offer the most
favourable care setting for vulnerable adults,
allowing them to live less restrictive lives than
they would in a ‘one size fits all’ care home or
inpatient setting.
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Commissioners are keen to see service users
take more ‘risks’ in these environments – allowing
them to develop independence further and take
more control over how they live their lives.
However, while individual choice is an essential
feature of supported living – and one which
should be promoted – if the ideology goes too
far, providers risk endangering the people they
have a legal responsibility to protect.

Defining best interests
Carers working for Engage Support in Manchester
appeared to have gone too far in upholding the
principle of individual choice this year when
not intervening with decisions being made by a
23-year-old severely autistic woman who was
having sex with strangers, sometimes in public,
and sending them sexually explicit photographs.

Men were allowed to visit the woman between
the hours of 10am and 4pm and carers were told
not to intervene, as it was judged to be in her best
interests that she ‘learn from her mistakes’, despite
having an IQ of 53 – well below 70 which is the
cut-off point at which a person is considered to
have a learning disability.
These instructions came from a psychologist
working at Engage Support, who decided it was
in her interests to have unsupervised contact with
men. That decision was supported by a judge
at a Court of Protection, who ruled that carers
were not expected to ‘intervene physically’ if the
woman engaged in public sex. That ruling was
made despite the woman being given 24-hour
care and being accompanied by two members of
staff every time she left home. There was also no
regard for the woman’s background which made

her even more vulnerable – she ran away from
home regularly as a child and is believed to have
been subjected to rapes and sexual violations.

Free to choose
The tragic case of Richard Handley highlights
further what can happen when people are placed
into supported living environments with greater
levels of individual choice when the risks aren’t
properly managed. Aged just 33, Richard died
as a result of a cardiac arrest in 2012, caused
by inhaling his own liquid faeces. Richard
had suffered life-long constipation, which was
managed effectively with a carefully planned
diet while he was in residential care.
The care home that Richard had lived in since
1999 had deregistered to supported living in 2010,
a transition his coroner argued led to ‘significant

FIGURE 1: BUILDING THE RIGHT SUPPORT – NATIONAL SERVICE MODEL

Person-centred care

Choice and control

• Care that is person-centred, planned, proactive and coordinated
• Individualised care and support plans, developed by support staff and key workers
• Information about care and support available in a format that is easy to understand

• Service users being able to decide where and with whom they live, with a choice of housing
• Personal budgets to give people choice and control over who provides their care
• Service users managing their own lives – money, relationships, diet and their tenancy

A good and meaningful life

• Access to education, training and employment
• Support to develop and maintain positive relationships
• Taking part in sport, social and leisure activities

Support to family and staff

• Short-term and respite accommodation available in times of crisis
• Training and support made available to families and carers
• Experienced and trained staff to support people with challenging behaviour

Health and community services

Hospital

• People with a learning disability or autism accessing health services in the community
• Community forensic health functions to support people who may pose a risk to others
• Support to ‘stay out of trouble’ aimed at preventing anti-social and offending behaviour

• Hospital integration with the community
• People should not stay in hospital for any longer than they need to
• Pre-hospital checks to ensure hospital is the right solution

Source: NHS England – Building the Right Support
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changes’ in his care. Richard was taken off his
strict diet, unknown to his family, under the
mantra that he be given more choice over the
management of his life and what he eats. His
family were told at the inquest into his death
– which concluded this year – that ‘he had
the same right as anyone else to make unwise
choices and eat unhealthily’.

Mitigating risks
While these two cases are rare, they serve as
reminders of what can happen when individual
choice is pushed too far by care workers at the
expense of the safety of service users. It cannot
be the case that individual choices made by
people with reduced capacity take precedence
over their safeguarding and well-being.
Stronger conversations need to be had around
allowing for individual choice in care settings
when appropriate, but not letting that go so
far that those choices put service users at risk.
Individual choice is no doubt an important
cornerstone of the social care system, but that
has to stop when those choices lead to unsafe
outcomes.
Commissioners and providers are right to
encourage risks among service users, as this
is essential to developing independence and,
ultimately, achieving the best outcomes for
the service user. Risk-taking is also essential
for ensuring value-for-money, as the progress
made can result in lower-cost care packages.
But, given the vulnerability of some service
users, any risks should not be taken without them
being effectively monitored and safely managed
by care staff with strong oversight. When it
comes to service users choosing their clothing,
for example, providers are becoming more aware
of the risks around synthetic clothing, such as
football shirts and other sports clothes. These
flammable fabrics potentially endanger those
who have a history of self-harm, particularly
with matches and lighters.

A question of quality
These cases also call into question whether the
Care Quality Commission (CQC) could potentially
play a stronger role – scrutinising those very few
supported living providers who aren’t effectively
balancing risk-taking and individual choice with
appropriate safeguarding. Currently, there is only
a requirement for providers of supported living
to have their registered offices, and maybe a

fraction of services, inspected. With vulnerable
people living in community care services –
be that supported living or homecare – and
given the greater levels of individual choice and
control rightly encouraged in these services, a
stronger monitoring role from the CQC, at an
individual service level, could help to prevent
similar episodes from happening in the future.
Andrew Lennox, chief executive of Eden
Futures commented that, “It is a difficult line for
the CQC to walk. Many of the people supported
in the community are not in receipt of ‘regulated
care’ – i.e. their support is for day to day tasks
rather than personal care – and so the CQC has
no legal right to review that person’s care. Until
an alternative framework around supported
living is established their monitoring role will be
limited. Sadly, the forthcoming Green Paper on
social care is unlikely to address these issues.”

Supporting independence
By registering supported living services
with the CQC, providers can demonstrate to
commissioners that they are going the extra
mile to ensure the safety and well-being of their
service users. One provider, Care Management
Group (CMG), is unique in registering all of
their supported living services with the CQC. If
more providers were to follow this example that
would almost certainly bring greater levels of
safeguarding and quality to those in receipt of
supported care. “This effectively captures the
challenge which supported living providers face
in ensuring their staff strike the right balance
between promoting the rights and responsibilities
of people with learning disabilities and their duty
of care to vulnerable people,” Peter Kinsey, chief
executive of CMG, explains.
Overall, there is no doubt that choice-based
care models – such as supported living – can
deliver highly desirable outcomes – they do
deliver more independence and allow service
users to live their lives closer to the community.
Their future prospects for demand look positive
and with increasing demographics and
favourability among commissioners cementing
their role in adult social care, it is clear supported
living will continue to be central to caring for
vulnerable people. However, the two tragic cases
covered here highlight that, when care providers
do not act appropriately, they can take away
from service users all the benefits of what is a
very effective and positive care model. n
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