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Introduction

The challenges facing the NHS are well understood.
There are growing numbers of older people and

people living with long-term conditions and
disabilities. At the same time, health and social care
budgets are under increasing pressure. If we are to
provide high quality care that affords people the
best possible quality of life, we need to rethink the
relationship between people and the services that
provide their care.

In person-centred care, health and social care
professionals work collaboratively with people who
use services. Person-centred care supports people to
develop the knowledge, skills and confidence they
need to more effectively manage and make informed
decisions about their own health and health care.
Itis coordinated and tailored to the needs of the
individual. And, crucially, it ensures that people are

always treated with dignity, compassion and respect.

This might seem a common sense vision for any form
of health care, butitis not standard practice. Often,
health care does ‘to’ or ‘for’ people rather than ‘with’
them, finds it difficult to include people in decisions,
and views people’s goals only in terms of particular
clinical outcomes.

Introduction 3




Adopting person-centred care as ‘business as usual’
requires fundamental changes to how services

are delivered and to roles — not only those of

health care professionals, but of patients too —and
the relationships between patients, health care
professionals and teams. Despite the challenges in
making this shift, person-centred care does exist,
in a modest but growing number of services, with
positive outcomes. It requires effort, but it certainly
is possible.

This guide seeks to provide a quick overview

of person-centred care. It is written for anyone
interested in health and health care, including health
care professionals and those who use the NHS.
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Whatis
person-centred care?




The term ‘person-centred care’ is used to refer to
many different principles and activities, and there

is no single agreed definition of the concept. This

is partly because person-centred care is still an
emerging and evolving area. It is also because, if care
is to be person centred, then what it looks like will
depend on the needs, circumstances and preferences
of the individual receiving care. What is important to
one person in their health care may be unnecessary,
or even undesirable, to another. It may also change
over time, as the individual’s needs change.

Instead of offering a concise but inevitably limited
definition, the Health Foundation has identified a
framework that comprises four principles of
person-centred care:’

1. Affording people dignity, compassion and respect.

Offering coordinated care, support or treatment.

oW

Supporting people to recognise and develop
their own strengths and abilities to enable them
to live an independent and fulfilling life.

For more information about these principles, see Dr Alf
Collins’ thought paper for the Health Foundation, Measuring
what really matters. Available from: www.health.org.uk/
publications/measuring-what-really-matters
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Offering personalised care, support or treatment.

Figure 1: The four principles of
person-centred care

personalised | coordinated

Whatever the specific care or interventions a person
receives, it should be done with these principles in
mind. Any example of person-centred care, within
any health care experience, will involve a
combination of these principles.

If the person is highly dependent - for example, if
they are unconscious or otherwise lack capacity —
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there is likely to be more emphasis on the principles
of dignity, compassion and respect, coordination
and personalisation. However, even in these cases it
is usually possible to practise all four principles to
some extent.

A new relationship

The principle of being enabling is rather different
from the others. A health care provider could
feasibly uphold the other three principles without
the person’s input. They could work on behalf of
the population they serve to ensure that people are
treated with dignity and receive services that are
better coordinated and personalised to fit around
their needs.

But for care to be enabling, the relationship between
health care professionals and patients needs to be

a partnership rather than the professional being

the expert while the patient simply follows their
instructions. It is a relationship in which health care
professionals and patients work together to:

* understand what is important to the person
¢ make decisions about their care and treatment

* identify and achieve their goals.
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Health care professionals, health and care workers,
peer support workers and others, have arole in
supporting people to develop the knowledge,
skills and confidence they need to fully participate
in this partnership.

Terminology

Because the concept of person-centred care is new
and developing, you may have come across a range

of other terms also used to refer to similar principles
and activities. Examples include patient-centred care,
personalisation, relationship-centred care and, in
Scotland, mutuality.

In this guide, we refer to ‘person-centred care’
throughout. We use the word ‘person’ in order

to emphasise a holistic approach to care, that takes
into account the whole person —nota narrow
focus on their condition or symptoms but also
their preferences, wellbeing and wider social and
cultural background.
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Why is person-centred
care so iImportant?

Given the current focus on safety and financial
targets, some might ask whether person-centred care
is a ‘nice to have’ rather than an essential — or at least
a lower priority. However, if we turn this thinking
around then, according to the four principles (see
page 6), are we saying it is acceptable for health

care to:

o fail to offer people dignity, compassion or
respect?

* be poorly coordinated?

* treat patients as a set of diagnoses or symptoms,
without taking into account their wider
emotional, social and practical needs or those of
their carers?

* maintain dependency, so that patients fail
to recognise and develop their own strengths
and abilities and live an independent and
fulfilling life?

Obviously, most people would answer ‘no’ to these
questions. However, in addition to the clear ethical
rationale, there are also some very practical reasons
for adopting person-centred care. Many people

want to play a more active role in their health care,
and there is growing evidence that approaches to
person-centred care such as shared decision making
and self-management support can improve a range of
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factors, including patient experience, care quality and

health outcomes. Examples include the following:

Supporting patients with long-term conditions
to manage their health and care can improve
clinical outcomes." When people play a more
collaborative role in managing their health

and care, they are less likely to use emergency
hospital services.? They are also more likely to
stick to their treatment plans® and take their
medicine correctly.*

Patients who have the opportunity and

support to make decisions about their care

and treatment in partnership with health
professionals are more satisfied with their care,”
are more likely to choose treatments based on
their values and preferences rather than those of
their clinician,® and tend to choose less invasive
and costly treatments.’

Individuals who have more knowledge, skills
and confidence to manage their health and health
care are more likely to engage in positive health
behaviours and to have better health outcomes.®

Person-centred care is good for health care
professionals too. As patient engagement
increases, staff performance and morale see a
corresponding increase.’

Person-centred care made simple

Care that is person-centred should also represent
better value for money because it ensures that
services are built on the needs and preferences

of the people who use them, rather than on the
convenience of providers.

Person-centred care and, in particular, approaches
such as collaborative care and support planning
and self-management support (see Section 5)

can also help services respond to the needs of

the growing number of people living with
long-term conditions.

Introduction
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How has
person-centred
care developed?

In the early 1960s, psychologist Carl Rogers was the
first to use the term ‘person-centred’, in relation

to psychotherapy (and had used ‘client-centred’ as
early as the 1950s). Although different in many ways
from today’s meaning of ‘person-centred care’, a key
element that both approaches share is empathy — the
professional’s willingness to suspend judgement
and appreciate the service user’s perspective. Rogers
termed this ‘unconditional positive regard’.

In the late 1970s, American psychiatrist George
Engel promoted the move from a medical to a
biopsychosocial model of health —a model thatis
now commonly used to explain the shift required to
deliver person-centred care.

These ideas began to become aligned within health
care in the 1990s in the US, when the Chronic
Care Model was developed to address perceived
deficiencies in how people with long-term
conditions were supported. And in 2001, the
highly influential Institute of Medicine included
‘patient-centredness’ as one of its six aims of health
care quality.'

Over the following decade, ideas of person-
centredness began appearing with increasing
regularity in UK health policy. The 2000 NHS

Plan highlighted the need for personalisation and
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coordination,'" while in 2002 the Wanless report
focused on enablement and empowerment, with
patients as partners in care.'’

In 2008, Lord Darzi’s report High quality care for all
described changing public expectations of services,
including the importance of people being involved in
decisions about their care. ™

The following year, the first NHS Constitution in
England set out what people could expect the NHS to
deliver, pulling together all of these policy statements
of intent into a rights framework. It stated that ‘NHS
services must reflect the needs and preferences of
patients, their families and their carers. Patients,
with their families and carers where appropriate,

will be involved in and consulted on all decisions
about their care and treatment.” This has been further
strengthened in subsequent versions.™

Since 2010, the Francis inquiries into failings in care
at Mid Staffordshire NHS Foundation Trust between
2005 and 2009 have propelled person-centred

care back into the spotlight, focusing on dignity,
compassion and respect.’® And in 2013, the Berwick
Advisory Group argued for ‘greater involvement of
patients and their carers at every level of the health
service in order to deliver safe, meaningful and

appropriate health care’.'
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Today, person-centred care is also central to the
policies of the four UK countries. The Health and
Social Care Act 2012 imposes a legal duty for

NHS England and clinical commissioning groups
(CCGs) to involve patients in their care.'” Vision
2020 for Scotland has a focus on supported self-
management.'® Northern Ireland’s 2020 quality
strategy cites ‘patient and client focus’ as one of its
three main areas of focus,'® while the Welsh White
Paper The listening organisation focuses exclusively
on ‘ensuring care is person-centred in NHS Wales’.?

More information

Our interactive timeline provides a visual guide through
the key events that have contributed to the move
towards a more person-centred health service over the
past b0 years. Find the timeline at: www. health.org.uk/
pcctimeline

Introduction
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Putting
person-centred
care Into practice

In order to make health care more person-centred,
services and practitioners need to be open to a wide
range of approaches and initiatives. This section
presents some examples of work that is being done,
with the aim of providing inspiration and helping
those who are looking to put person-centred care
into practice.

The section includes a combination of broad
approaches, specific initiatives and quality
improvement approaches. Some of these seek to
improve the care or experience of individual patients
while others focus on making care more person-
centred at an organisational or wider level.

Collaborative care and support planning

A way of supporting people with long-term
conditions and disabilities to work together with
their health care professionals to plan their care.

The process involves exploring what matters to the
person; identifying the best treatment, care and
support; and supporting them to set goals and think
aboutactions they can take to reach them.

The charity National Voices has developed an
interactive guide to four stages of the approach:
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* preparing for a discussion

* having the discussion (with the care and
support partner)

* writing down the main points from
the discussion

e review.
Find out more:

www.nationalvoices.org.uk/what-care-and-support-planning

Experience-based co-design

A method for improving people’s experience of
health care that involves gathering experiences of
patients and staff and then bringing them together to
develop service improvements. This evidence-based
method was developed by academics at King’s
College London and has been tested at sites
internationally.

The approach helps staff to re-frame what they do, to
see things from patients’ perspectives, and to work
with patients to identify often small changes that
make a big difference to patients’ experience of care.

Find out more:

www.kingsfund.org.uk/ebcd
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Hello, my nameis...

A national campaign founded by Kate Granger, a
doctor living with terminal cancer, to encourage all
staff to introduce themselves by name and profession
when meeting a new patient. Kate says, ‘In my mind
itis the first rung on the ladder to providing
compassionate care.’

Find out more:

www.hellomynameis.org.uk

House of Care

A model that draws on international evidence
and best practice to show that effective care
planning relies on four key elements in the
local health care system:

* Patients feeling engaged in decisions about
their treatment and care and able to act on
these decisions.

* Professionals being committed to working in
partnership with patients.

* Systems being in place to organise resources
effectively.

* Having a whole-system approach to
commissioning health and care services.
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The House of Care illustrates the importance and
interdependence of each element: if one element is
weak or missing, the structure is not fit for purpose.
The model can actas:

* achecklist—highlighting what needs to be
in place

e ametaphor —emphasising that care and support
planning is complex and thatall the components
need to be in place to make it a success

» aflexible framework - guiding each local
community to build a stable house designed
round the needs of local people.

Find out more:

http://coalitionforcollaborativecare.org.uk/house-of-care

Person and family-centred care

A quality improvement process that focuses on two
parallel aspects of health care: care processes (the way
care is organised) and staff interactions with patients
and their families (human interactions).

This evidence-based approach incorporates
‘shadowing’ patients, developing a shared vision for
the ideal patient experience, and working through
individual improvements. A toolkit provides case
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studies, guidance on each step and improvement
tools to use through the process.

Find out more:

www.kingsfund.org.uk/projects/PFCC;
www.health.org.uk/areas-of-work/programmes/
family-patient-centred-care

Personal health budgets/individual budgets

A system that enables people to manage their care in
the way that suits them best. They are used in North
America, Australasia, Scandinavia and much of
Western Europe. The individual designs and agrees a
plan with their health care team that helps them meet
their goals. They then receive a ‘budget’ to spend on
their care. Some receive this directly, while for others,
it takes the form of a nominal budget or is managed
by a third party.

People may choose to spend their budget on things
that enhance their health and wellbeing but are not
traditionally considered health care, such as gym
membership or a companion to allow them to go
on outings.

Find out more:

www.personalhealthbudgets.england.nhs.uk; www.
selfdirectedsupportscotland.org.uk/directing-your-own-
support
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Schwartz Rounds

An approach designed to help providers of health
and social care develop their organisational culture
and support staff by allowing time for staff reflection
and sharing insights.

The ‘rounds’ bring together professionals to share
lunch and then explore a workplace event, such as an
incident involving a particular patient, or a theme,
such as ‘when things don’t go to plan’. These often
focus on non-clinical aspects of care. One team gives
a short presentation on their experience and then
their colleagues share thoughts and similar
experiences, moderated by trained facilitators.

A range of benefits have been documented, including
staff becoming more empathetic, more confident in
handling sensitive issues and non-clinical aspects of
care, and more open to expressing thoughts,
questions and feelings.

Find outmore:

www.pointofcarefoundation.org.uk/schwartz-rounds

24 Person-centred care made simple

Self-management support

A whole-system approach to enabling people with
long-term conditions to manage their health on a
day-to-day basis. Every day, anyone living with
long-term conditions will make decisions, take
actions and manage a broad range of factors that
contribute to their health. Self-management support
acknowledges this, and supports people to develop
the knowledge, skills and confidence they need.

For people with long-term conditions, self-
management support may include structured group
education programmes, health coaching or
motivational interviewing. Health care professionals
also need to develop the skills, knowledge and
confidence to support patients — for example,
through training in agenda setting, goal setting and
goal follow-up. Services also need to be organised
differently to make sure that people really do receive
the support they need — for example, changing IT
systems to enable people to receive their test results
before their appointment.

Find out more:

http://personcentredcare.health.org.uk/person-centred-
care/self-management-support
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Shared decision making

A collaborative process through which a health care
professional supports a patient to reach a decision
about a specific course of action, such as deciding

on a strategy to manage the pain from knee arthritis.

The conversation brings together the health care
professional’s expertise — such as the treatment
options, risks and benefits — with the areas that the
patient knows best: their preferences, personal
circumstances, social circumstances, goals, values

and beliefs.

This approach can be useful whenever a decision is
needed. It can help prepare individuals before a
consultation by encouraging them to think about
the questions they want to ask. It often involves
decision support materials designed to help
individuals weigh up their options, such as
information resources, patient decision aids,

brief decision aids and option grids.

Find out more:

http://personcentredcare.health.org.uk/person-centred-
care/shared-decision-making
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‘What matters to me’ boards

An information board placed above beds to make
sure everyone can see what is most important to each
patient. The magnetic boards are used to write down
patients’ preferences and priorities, such as whether
they want friends and family close by, or preferences
about pain relief, sleep or treatment options. The
boards help share information that may not always be
included at handover and act as a talking point to help
staff get to know patients better.

They were developed as part of Salford Royal NHS
Foundation Trust’s quality improvement strategy
and are used in all wards at Salford Royal Hospital.

Find outmore:

www.stft.nhs.uk/about-us/quality/what-matters-to-me



What kinds of changes are possible through

Fre quently a Ske d person-centred care?
que S ti O n S Person-centred care can be used to improve any

aspect of health care, from making an appointment
to making decisions about palliative care. Person-
centred care has been used to improve quality of
health care in a range of ways — for example, to:

*  reduce the number of complaints and
improve the admissions process in a
secure psychiatric unit?'

* negotiate a treatment plan for people with
recurrent mental health problems, working with
them during a well period to plan for how their
treatment should look when they are less able
to choose?

* support people living with conditions such
as diabetes, chronic obstructive pulmonary
disease (COPD), depression and long-term
pain to become more effective self-managers
through structured education, training for
health care professionals and improving
organisational processes”

* support women to decide whether to have
a mastectomy or breast-conserving surgery,
and men with enlarged prostate to decide
whether to take drugs, have surgery or make
lifestyle changes*
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* enable dialysis patients to carry out as many of
the 13 steps to managing their own hospital
treatment as they felt comfortable with?

* support mental health service users through
employing peer support workers (people with
lived experience of mental health problems) as
part of the health care team to provide practical,
physical and emotional support to individuals,
contributing to a significant reduction in
inpatient stays amongst the people they
worked with.?

Can we afford person-centred care?

Any health care system needs to make sure that its
resources are targeted in a way that will produce
positive outcomes. This is especially the case when
budgets are under pressure. By taking a person-
centred approach, health care professionals can
ensure that they are not prescribing medication that
patients will not take, referring them for services
they will not engage with or surgery that they would
prefer not to have.

In other words, taking any course of action without
ensuring thatitis line with a patient’s preferences
and priorities is potentially a waste of time and
financial resources.?’
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Currently, 70% of health and care spending goes
towards treatment and care of the estimated 18
million people in the UK with long-term conditions.
So the real question is: can we afford not to look at
different ways to organise services in order to achieve
maximum value? Person-centred care ensures that
resources are spent on what really matters to people.

Does person-centred care save money?

There is evidence about cost savings and reductions
in service use related to person-centred care
activities. For example:

* when people are better informed they may
choose different treatments — often those thatare
less invasive and less expensive?®

» people who are supported to manage their
own care more effectively are less likely to use
emergency hospital services®

* people who take partin shared decision making
are more likely to stick to their treatment plan
and to take their medicines correctly.”’

Person-centred care can also help address the health
care demands of our ageing population and the huge
growth in long-term conditions, many of which can
be ameliorated through lifestyle changes, such as
improvements to diet. These, by their very nature,

Frequently asked questions 31



can be effective only if they focus on the things that
matter to people.

By enabling patients to make choices about what they
want, person-centred care helps create better value
for money, ensuring that what we do spend goes
towards those things that patients value most.

Does person-centred care take longer?

Person-centred care comprises not only a whole
range of tools and activities, but a mindset that values
and supports patients to be partners in their care.

Taking a simple approach such as ‘Hello, my

name is’ (see page 21) —introducing oneself by
name to a patient — would not take any longer, but
might make a big difference. On the other hand,
adopting a person-centred approach through an
activity such as shared decision making may take
longer than a standard-length consultation in

the short term. However, if the standard-length
consultation results in a prescription for medication
that the person finds difficult to fitaround their
routine, resulting in non-adherence, worsening
symptoms and further consultations down the
line, we can see that the notion of time taken is not
necessarily straightforward.
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How can we tell if care is person centred?

There is no single, off-the-shelf solution to
measuring whether care is person centred.’ Because
person-centred care comprises a combination of
activities that depend on the patient and situation
in question, measuring the degree to which itis
happening can be challenging. What is person
centred for one person may not be for someone else.

A person-centred approach means focusing on the
elements of care, support and treatment that matter
most to the patient, their family and carers. So before
even thinking about measuring, the priority is to
identify what is most important to them, without
making assumptions. For example, organisational
data may identify that patients are waiting too

long in outpatients, but other sources may reveal
that patients are more concerned about a lack of
information during their wait rather than the overall
length of the wait.

Our recent evidence review, Helping measure person-centred
care, summarises research about measuring the extent

to which care is person centred and highlights commonly
used approaches and tools to do so (www.health.org.uk/
helpingmeasurepcc). However, it is an evolving area and

Alf Collins’ thought paper, Measuring what really matters,
explores what needs to happen to develop a coherent
measurement system for person-centred care (www.health.
org.uk/publications/measuring-what-really-matters).
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The starting point is to consider an experience of
care (say, a visit to the outpatients clinic or being
admitted for surgery) in terms of the four principles
described in Section 2, and assessing the extent to
which the care demonstrates each of the principles.
This requires a range of information, including
quantitative and qualitative data, such as personal
stories. Itis also vital to monitor and respond to
feedback mechanisms, such as complaints and

patient surveys (real-time local feedback and national

surveys), which sit alongside measurement.

What are the barriers and enablers of
person-centred care?

There are many factors, at all levels of the health
system, that can act as barriers or enablers to
developing and embedding person-centred care in
mainstream health care.

Atanational level there are a number of levers, such
as payment systems, that may support or hinder
person-centred care in practice. Within health
services, organisational processes and systems can
also affect attempts to implement person-centred
care. For example, can IT systems support people
being sent test results and other information in
advance of their appointment?

More fundamentally, organisational culture can have
abig influence on whether teams and individuals

feel motivated and able to work in a person-centred
way. Support and buy-in from senior leaders, acting
as champions for change, can have a powerful

effect. Encouraging and empowering staff to change
services locally, rather than imposing solutions, and
bringing together a core team to drive change can also
really help.

In addition, individuals’ personal characteristics
can affect the extent to which they want or are able
to engage in their health and care. These
characteristics include their social and cultural
background, their health status or condition and
their beliefs and preferences. It is important to
take into account these factors when designing
interventions and approaches.
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For health care professionals, a commonly cited
barrier is that many believe the care they provide
isalready person-centred. However, the evidence
shows that this is often not the case.*” Techniques
such as Experience-based co-design (see page 20)
and Person and family-centred care (see page 22),
as well as practical training in self-management
supportand shared decision making (see page 25)
can help open professionals’ eyes to the gap between
what they believe patients experience and what
patients say they actually experience.

Ultimately, all levels of the health system, including
local and national policy, organisational leadership
and management, and individual health
professionals, patients and service users, have a

role to play in creating the right conditions and
circumstances for person-centred care to flourish.
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Further information

1000 Lives Plus

The Welsh national improvement programme, supporting
organisations and individuals to deliver the highest quality
and safest health care for the people of Wales.

www. 1000livesplus.wales.nhs.uk/pp-driven-care

6Cs

An initiative developed in response to the Chief Nursing
Officer of England’s Compassion in Practice strategy

and vision, which refers to what it calls the ‘6Cs": care,
compassion, courage, commitment, competence,
communication.®® 6Cs Live! is working to promote

these six areas of action by aligning tools, techniques
and examples of good practice and making them easily
accessible. It also provides a virtual communications hub
where nurses, midwives and care staff can share learning
and solutions in order to improve quality of care, make
service improvements and celebrate success.
www.england.nhs.uk/nursingvision/6cslive

Coalition for Collaborative Care

A group of organisations across the health, social

care and voluntary sectors working to improve the
relationships that people have in their day-to-day
interaction with the NHS and social care so their care and
support is organised around what matters to them.
http://coalitionforcollaborativecare.org.uk

Health Foundation

An independent charity working to improve the

quality of health care in the UK. The Health Foundation
conducts research and evaluation, puts ideas into
practice through a range of improvement programmes,
supports and develops leaders and shares evidence to
drive wider change. www. health.org.uk
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Health Foundation person-centred care

resource centre

An online resource designed to help health care
professionals implement a more person-centred health
care service. The resource centre provides tools,
information and other materials to help enable people
to more effectively manage, and make informed
decisions about, their own health and care.
http://personcentredcare. health.org. uk

Where can | find out more?
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The King's Fund

An English charity that seeks to understand how

the health system can be improved, and works with
individuals and organisations to shape policy, transform
services and bring about behavioural change.
www.kingsfund.org.uk

National Voices

A national coalition of health and social care charities in
England. It works to strengthen the voices of patients,
service users, carers, their families and the voluntary
organisations that work for them.

www. nationalvoices.org.uk

Point of Care Foundation

An independent charity working to improve patients’
experience of care and increase support for the staff
who work with them. It provides resources and practical
solutions for health and social care organisations,
including training and support for organisations

wanting to run Schwartz Rounds (see page 24) and
Experienced-based co-design (see page 20).
www.pointofcarefoundation.org.uk

Picker Institute Europe

A not-for-profit organisation that builds and uses
evidence to champion high-quality care and patient
experience. Its activities include developing patient
experience surveys, providing feedback on individual
clinicians, and running patient experience reviews.
WWW. piCKereurope.orqg

Year of Care

An initiative that aims to improve quality of care

for people with long-term conditions. It focuses on using
care planning to make contact between people with long-
term conditions and their health care professionals more
relevant and effective. It also produces guidance on how
to commission a wider range of local services to support
people with long-term conditions in the community.
www.yearofcare.co.uk
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