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Introduction

‘Delivering improvements for people with long term conditions isn’t just
about treating illness, it’s about delivering personalised, responsive, holistic
care in the full context of how people want to live their lives.’

David Colin-Thome, National Director for
Primary Care [1]

This text aims to provide to all appropriate practitioners across all the profes-
sions (nurses, pharmacists, physiotherapists including social care practitioners)
who might be involved in delivery of proactive case management with a practi-
cal understanding of how their knowledge and skills can be utilised to improve
outcomes for people with chronic long-term conditions. The text contains some
broad reflections on care and service delivery based on reviews of evidence
and views from clinicians in the use of these skills and competencies to deliver
improved outcomes for these clients.

Chapters 4 to 7 focus in the main on practical application of the competencies
which have been developed for case managers and do not describe disease-based
intervention per se; some specific issues are discussed if they link to the spe-
cific competency domains. The ability of the practitioner to make a difference to
patient outcomes through the use of their skills and expertise (competence) is rec-
ognised as key to ensuring the achievement of quality and outcomes for patients.

It is clear from the NHS review [2] that the areas of care which frustrate
patients most are those which rely on shared or transfer of, care. This review
outlines describes the push to ensure care is designed and delivered with the
patient at the centre. This is defined by the International Alliance of Patients’
Organisations [3] as a “healthcare system which is designed and delivered to
address the healthcare needs and preferences of patients so that healthcare is
appropriate and cost effective”. Proponents of case management would claim
that this model of care is defined as a model of healthcare delivery based on
exactly this definition. The recent publication of Supporting People with Long-
Term Conditions: Commissioning for Personalised Care Planning [4] further
supports the ongoing development of case management models with their focus
on the patient at the centre of care development and delivery.

The importance of appropriate and effective management of patients
with long-term chronic conditions cannot be underestimated and both the
Department of Health and the public are expecting much from the improve-
ments and changes outlined in the recently published review by Lord Darzi
[2]. The Operating Framework for 2009/2010 [5] continues this policy guidance
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through its focus on care closer to home, delivery of quality and outcomes and
of course the requirement to ensure choice. This text aims to enable practitioners
to understand how they might use their skills and expertise to deliver the care
expected and required for this particularly vulnerable and needy group of
patients, and of course support the delivery of the policy imperatives.

Chapter 1 provides for the practitioner an overview of the background to
case management; the idea is to provide an overview only and not an in-depth
review of the policy context. Many of the recent policy and strategic areas are
included as these provide an important foundation to understand the direc-
tion of travel for the provision of health and social care for those with long-term
chronic conditions, particularly in England. Chapter 2 provides an overview of
some models in use nationally and internationally for delivery of case manage-
ment, including some initial discussion of data processes used to identify appro-
priate patients to include in case management. Chapter 3 provides an overview
of the competencies [6] for case management and processes by which practition-
ers may develop and continually maintain these competencies.

Chapter 4 provides an overview of the utilisation and outcomes for patients
and services of competencies for the domains of leading complex care co-ordi-
nation, interagency and partnership working, and identifying high-risk patients,
promoting health and preventing ill health; the chapter aims to outline what
these outcomes could mean in reality to a service user. Chapter 5 focuses on the
skills and competencies used managing high-intensity users focusing on compe-
tencies relating to advanced clinical nursing practice, identifying and managing
high-risk patients.

Chapter 6 focuses on improving outcomes for older people and those requir-
ing social care support, promoting independence through the implementa-
tion of case management principals for staff in generic roles, including social
workers and allied health professional [6]. Chapter 7 focuses on competencies
as utilised by professionals in case management roles as they relate directly
to managing patients with cancer and at the end of life. Chapter 8 focuses on
leadership and advancing practice within case management and also reflects in
more detail on the issue relating to data not only for identification of patients
for case management but also in relation to outcomes, effectiveness and qual-
ity. Chapter 9 reviews the process for self care and the role of professionals
in its delivery. This chapter also looks briefly at the need for improvements
in the health decisions made by the population in relation to prevention of
chronic disease and improved outcomes through self care. The effectiveness of
programmes and the need of commissioners to actually commission the pro-
grammes is also discussed [7,8]. Chapter 10 attempts to bring together an over-
view from each chapter focusing on evaluation of care delivery and the views
of patients and carers.

In writing this text the author, who is an experienced practitioner and sen-
ior National Health Service Manager and who has through practical application
developed and implemented case management services, skills and competen-
cies, has used her clinical and managerial experiences to provide a realistic
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outline of the use of the skills and how these skills can improve outcomes for
patients. It is hoped that the text will both inform and support practitioners and
enable them to develop further their skills and understanding for the benefit of
patients.
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Chapter 1

Background to the Implementation
of Case Management Models for
Chronic Long-Term Conditions
within the National Health Service

Introduction

Long-term conditions are defined as those conditions that cannot be cured
but can be controlled by medication and other therapies. The management of
chronic long-term conditions such as diabetes, chronic obstructive pulmonary
disease, arthritis and heart failure is not new; for many years, specialist teams
of nurses and other professionals alongside primary care generalist practition-
ers, including practice nurses, have been delivering specifically focused disease
management for patients with chronic conditions. It is clear from health statis-
tics that the number of diseases that are now being managed as chronic con-
ditions is increasing as our management abilities for diseases that were once
considered life threatening have improved. The patients therefore now live
longer with these conditions. However, the effect of chronic diseases on the
quality of life of these patients and their carers is significant.

Improving the care provided to patients with long-term conditions has been a
key priority for the National Health Service (NHS) since the development of the
NHS Plan in 2000 [1] and continues as a main thread through all policy drivers
to be high on the Government and Department of Health (DH) agenda. It is also
clear that in the NHS in England the ongoing management of these conditions
is always likely to cost much more than the elective surgical procedures. There
is also an economic impact of chronic diseases on the patients and their families
owing to the reduction in earning potential of the younger people who develop
chronic diseases and the cost of caring. Evidence suggests that the prevalence and
impact of chronic diseases are greater in areas of high deprivation, and primary
care trusts (PCTs) are currently attempting to improve this by focussing on behav-
iour change to aid prevention in these areas. The depth of evidence of inequalities
in health is currently focussing the minds of commissioners on defining service
needs based on real health needs, so that the services are appropriately targeted
and include the provision of health promotion and prevention of disease starting
early in life, and then building on this behaviour change across age ranges.
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The delivery of care for those with chronic conditions with less complex
needs is now clearly focused within primary care. NHS policy sets out clear
expectations on commissioners to ensure that care provision is provided
nearer to patients and increasing amount of care is delivered outside the acute
sector, but it must be noted that other key policy and modernisation drivers
aiming to introduce market-style incentives and multiple provider models
may inhibit the development of good long-term disease management. The
January 2009 DH publication ‘Supporting people with long-term conditions:
commissioning personalised care planning’ [2] clearly defines for commission-
ers the expectations and ongoing push from a policy perspective in relation to
effective commissioning of services in both health and social care for patients
with long-term conditions. Each year the operating framework provides com-
missioners with guidance on the areas they are expected to commission and
the services they need to develop, and the recent framework [3] continues to
support the push of service development for patients with long-term condi-
tions through increasing choice, commissioning care closer to the patient
and focussing on commissioning for improved clinical and patient-reported
outcomes.

Primary care management of long-term conditions

Increased primary care functionality in relation to chronic disease has been
developed and consolidated through the recent General Medical Services
contract [4], which defines the basic outline of service within primary care,
and the supporting Quality and Outcomes Framework [5], which sets clear
quality targets and indicators in some key areas of chronic disease manage-
ment, including clinical and organisational areas; all of these domains are set
in line with known good practice. The Quality and Outcomes Framework
prevalence results for 2006/2007 provide information on the prevalence of
many chronic diseases within England (Table 1.1). This information has ena-
bled primary care to define in detail the service needs of the population on
a practice and locality basis. The information also allows practice to identify
based on national expectations the effectiveness of screening and diagnosis
within the practice population. The ability of local health commissioners to
use this information intelligently to commission locally based and responsive
services is a major thrust to the plans for World Class Commissioning within
the NHS [29].

The outcomes for the disease or condition focused services within primary
care and specialist teams have improved over the years and in many areas
the care has clearly been proved excellent. The publication of National Service
Frameworks (NSFs) within some of the chronic disease areas has provided some
clear and evidence-based processes of care, but without some supportive proc-
esses, guidelines alone could not achieve the impact on quality of care.
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Table 1.1 Quality and Outcomes Framework 2006/2007 Prevalence Counts
(Department of Health Data)

Long-term conditions Numbers affected
Coronary heart disease 1,899,000
Heart failure 420,000
Stroke and transient ischaemic attack 863,000
Hypertension 6,706,000
Diabetes 1,962,000
Chronic obstructive pulmonary disease 766,000
Epilepsy 321,000
Cancer 489,000
Severe mental health conditions 380,000
Asthma 3,100,000

How management approaches have been developed

Many of the developments in the quality of care for chronic diseases,
particularly heart disease, chronic obstructive airways disease and diabetes,
in primary care have been assisted via projects and programmes supported
through phase III of the National Primary Care Collaborative [6] in which a
number of primary care practices across the NHS have taken part. The devel-
opment of the required knowledge, clinical skills and competencies within
practitioners to enable the management of patients with these disease proc-
esses is obviously fundamental to ensuring improved outcomes for patients. It
is well known that the foundation for delivery of quality care is also based on
excellent teamwork between care providers across all sectors (tertiary, acute,
primary and community care) and communication between all practitioners
and their patients and carers. The high-level competencies for case managers [7]
that were published by the DH in 2006, and that form the main focus of the
later discussion within this text, reflect many of the same skills and compe-
tencies developed by specialists and generalists. It is clear from the evidence
that if this higher level of competence is held by the practitioners, they can
provide the process of proactive case management and therefore enable the
programme of care to provide the expected improvements in outcomes and
quality of life.

The development of pathways and models of care based on evidence and
good practice that are shared across acute and primary care has allowed not
only the ongoing development and dissemination of skills and competencies
to primary care and community practitioners but also some progress with
improvements in the quality of service delivery. This ongoing development of
skills and competence has also enabled the level of patient complexity man-
aged in primary care to continually increase, which has assisted in the deliv-
ery of care provision, as outlined in policy documents, in a standardised way
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in primary care, in line with defined patient pathways and of course good
practice. These developments in care provision have effectively enabled the
movement of a reasonable proportion of care out from acute settings nearer to
the patient, which is clearly in line with many of the current policy require-
ments including the recently published report by Lord Darzi ‘High-quality care
for all: NHS Next Stage Review’ [8].

The long-term development of the General Medical Services contract over the
past decade has also provided practices with the ability to increase capacity and
to develop in their staff the specific skills and knowledge required to provide
care in particular disease areas based on the health needs of their practice pop-
ulation. Despite all this good work, the ability to deliver quality management
for patients with more than one chronic disease or with complex health needs
has not progressed to the same degree, and as is clear from the evidence of the
health needs of these patients who are accessing care in increasing amounts
from the NHS, this cannot continue.

Developing and delivering care

It is obvious that primary care practitioners and specialist teams, both com-
munity and secondary care based, have worked hard to develop the knowl-
edge, skills and competencies required to manage these chronic-disease-specific
programmes of care and this has improved greatly the communication between
them. However, there remains an overall view within the NHS, which is reported
anecdotally by patients and carers, of lack of ‘co-ordination” and ‘personalisation’
of care for those with more than one condition and who are at the more complex
end of care need.

Nevertheless, from both the patient and the delivery perspectives, it is clear
that as the population becomes older and lives longer with chronic conditions,
managing patients with any of these diseases in disease-based silos, particularly
when many of the patients have more than one chronic disease, is a recipe for
confusion and is unsatisfactory in terms of outcomes. This silo-based process
of care delivery very clearly achieves much poorer patient outcomes and lower
levels of patient satisfaction. Although the care being delivered is obviously well
meant and often of a high standard, the lack of personalisation does in some
cases lead to less than successful outcomes for patients and their carers as the
care received is often viewed as inflexible and not always based on the patients’
wishes, nor does the service delivery always reflect patients” choice. The process
of case management and its formalised implementation is now seen by the NHS
as a potential way to improve both the outcomes and the effectiveness of care
delivery for patients with multiple conditions and complex needs; this patient
group is often described in policy and planning documents as ‘high-intensity
users’. The improved management of these patients is seen as a key process
that will reduce their impact on acute services through reduction in emergency
admissions.
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As outlined previously, the United Kingdom has, alongside most industrial-
ised countries, improved the management of many of the individual chronic
diseases through advances in understanding of disease processes, improving
non-pharmacological and pharmacological management and setting of good
practice standards based on a sound evidence base. The NHS has also, through a
number of projects and programmes, aimed to improve the way service is deliv-
ered through ‘good practice’. A key programme to facilitate improved care mod-
els includes the implementation of the National Institute for Health and Clinical
Excellence, which publishes a wide range of guidance relating to care delivery
commonly known as NICE guidance. NICE guidance, either technology or inter-
vention based, is published to provide healthcare staff, providers and commis-
sioners with a robust review of the clinical effectiveness of treatment practices and
interventions including medication appraisals. The implementation of the proc-
esses within NICE guidance, though not always popular with the public, profes-
sionals or the pharmaceutical industry, does at least provide for the first time a
formalised and systematic review of treatments and interventions within the NHS.

Historically, this sort of review and evidence was not always widely or easily
available within the NHS despite the work of many academic departments and
clinical /research teams across universities and the NHS. A number of teams
within UK academic establishments have developed processes and delivered
systematic review projects over the years. One of the most established, well
known and credible is the Cochrane Collaboration [9], which has defined very
clearly the gold standard for processes of reviews, including guidance for
the processes that should be utilised to ensure the quality and efficacy of any
review. Although at one time it was claimed that very few interventions used
routinely within the NHS had been subject to any robust or systematic review
of efficacy or effectiveness, it is now seen as an absolutely fundamental require-
ment that clinical interventions and treatments provided are evaluated for clin-
ical and cost effectiveness and that all services are now subject to appropriately
robust review to ensure safe care and value for money. The NHS Centre for
Reviews and Dissemination is also a key player in the area of practice and serv-
ice review and dissemination of learning.

Future of care

The major review of funding completed by Derek Wanless and published in
April 2002 [10] provided a number of potential ‘scenarios” for the funding of
health care up to 2022/2023. The scenarios presented were based on assump-
tions regarding the effectiveness of the NHS performance and the health status
of the population. The report clearly outlines the need for the NHS to improve
dramatically the quality and outcomes of care provision as without these
improvements any increase in funding would be, in the main, ineffective and
care would gradually become more and more unaffordable. For more than a
decade, the NHS has undergone a programme of reform and modernisation in
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which the NHS budget in England has trebled to reach £93.6 billion, in Northern
Ireland there has been a 35% increase in budget and in Scotland the budget has
increased by 76% since 1999 [11]. This level of investment has clearly delivered
some quality and service improvements, but still there remain concerns regard-
ing the quality and effectiveness of some of the programmes of care for the most
vulnerable and, of course, for those with the most complex needs, in particular
with chronic conditions.

The investment has accompanied much reorganisation with healthcare
delivery including improved commissioning processes via PCTs, payment by
results (PBR), world class commissioning, practice-based commissioning (PBC)
and foundation trusts. All of these changes are focused on delivering an NHS
improvement plan [30] through the implementation of a ‘patient-led NHS’,
in which money follows patients and commissioning decisions are based on
clearly defined health needs [12]. The NHS is trying through modernisation to:

e Shift care away from relatively expensive inpatient care to community-
based diagnosis and management,

* Achieve economies of scale through integration of institutions,

e Control clinical profligacy through clinical guidelines and evidence-based
practice,

* Substitute expensive doctors with less expensive professionals,

* Implement provider performance monitoring to improve quality and
accountability.

The impact and cost of chronic disease

It has been estimated that in Britain 17.5 million adults may be living with a
chronic disease and that 6 in 10 adults in the household population report
some form of chronic health problem [13]. The number of people over 65 is pro-
jected to increase across the United Kingdom by between 18% and 23% and the
number of people aged 85 or over is projected to rise by nearly 75% by 2025 [11],
and it is also likely that 75% of people over the age of 75 are or will be suffering
from some form of chronic health problem. The fact is that older people are the
main users of the NHS, and although they form only about one-fifth of the pop-
ulation, it is known that they occupy two-third of general and acute beds within
NHS hospitals [14]. This activity and cost pressure is not just on the NHS; even
the local authorities spent nearly half of their social service budget during
1999/2000 on older people (NSF for older people) [15]. A key target for local
authorities is to increase the number of people living independently in their
areas. The processes used are direct payments, which can empower clients to
choose the care they desire, and improved services, which enable independence
with availability of equipment and telecare and care management (assessment
and care planning). The requirement for local authorities and the NHS to work
in partnership to deliver services is also fundamental to enabling independence.
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The figures for chronic diseases in the United Kingdom, reflected in World
Health Organisation data across the industrialised world, highlight that some
75% of the total population reports having one chronic condition and 50%
reports having two or more conditions [13]. The figures describe very clearly the
size of the problem facing the NHS both now and in the future.

Identifying patients who require case management

The development of a process to identify patients who are in need or at risk of
readmissions or who require specific service delivery has been carried out in a
number of ways across the NHS over the years. The literature review of predic-
tive risk processes by the King’s Fund and their partners outlines the rationale
for predictive modelling and the successes and failures of some of the processes
used [16]. This review concludes that measurement of risk is extremely impor-
tant and that good predictive models must be adaptable to the context, must
be statistically valid and must contain sufficient variables; currently, concurrent
modelling is seen as most accurate, but this may change as we utilise more intel-
ligent data. The variables used in the models are seen as interdependent. It is
clear from this review that socio-economic data alone have low predictive power,
but the power increases when they are linked to other variables including diag-
nostics, clinical data and pharmacy data. The development of predictive tools,
such as the Patients at Risk of Re-hospitalisation (PARR) [17] tool and Dr Foster
Intelligence’s High-impact User Manager (HUM) system, to assist in the identi-
fication of patients at high risk has provided some support to organisations try-
ing to implement case management. The combined PARR tool is an algorithm that
merges a number of data variables, including hospital episode statistics (HES) and
community data, to identify effectively the patients at high risk of re-admission.
The PARR tool [18] developed by a collaboration of the King’s Fund, New York
Centre for Health and Public Service Research and Health Dialog Solutions has
provided to PCTs across England an intelligent analytical tool. The tool has been
used successfully in many organisations for identifying and targeting care for
patients at the highest risk. The tool has been further developed to provide infor-
mation on needs across the full chronic disease continuum.

The combined predictive model has provided a process through which
organisation have been able to tailor interventions to the needs of the patients
and match the expected outcomes. This model enables organisations to focus
efforts on areas of need across the full spectrum of the risk pyramid. The PARR
tool provides well-validated statistical information on patients and their level of
risk in relation to service usage. The DH has also supported the development of
predictive tools and provided a data toolkit [19] that aims to assist health and
social care partners in understanding the health impact of chronic diseases on
their populations. The accessibility of ‘intelligent” information allows the organi-
sations to understand which diseases are having the greatest negative impact on
the local population and where. The information can then be utilised to inform
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commissioning decisions, allowing improved local planning and targeted service
delivery to improve outcomes and reduce health inequalities. It should also be
noted that though predictive tools based on analysis of data are effective, identi-
fication by clinicians and practitioners based on their knowledge of patients has
also been used and found to be reasonably effective in outcomes.

National guidelines and evidence-based practice

The development for the NHS of the NSFs [15] for diabetes, mental health,
coronary heart disease and older people during the late 1990s initiated stand-
ardised, evidence-based care programmes/pathways for the long-term con-
ditions and care groups. The NSFs were developed for clinical areas of high
population exposure and outlined care pathways based on robust evidence with
proven efficacy. The publication of the NSFs provided for the first time some
clear national targets for quality standards and outcomes within service provi-
sion and delivery targets to facilitate and enable service improvements across
the NHS. Despite these targets, implementation has in some areas been patchy,
with greater levels of success in those areas for which implementation funding
followed targets. However, the delivery targets within NSFs have provided a
framework on which commissioners and providers, including clinicians, have
been able to influence improvements and changes in service delivery. The tar-
gets within NSFs have in the main been focused on increasing access to service
pathways modelled on good practice, by ensuring that standardisation of care is
implemented to improve both access to care and the quality of its delivery. The
development and implementation of evidence-based guidelines like NICE guid-
ance and NSFs into care delivery is heavily dependent on the credibility of the
guidelines and the organisation/group that produces this information. Despite
well-disseminated guidelines within the NHS, there remain some areas in which
full implementation is challenging.

Embedding evidence in practice

The Institute for Healthcare Improvement in the United States would argue that
a delivery infrastructure is required for embedding evidence-based guidance
into practice. The areas that they advise as good practice would not be a sur-
prise to anyone working in clinical care as these are seen as absolutely essential
to enable effective implementation. The supporting processes can be described
simply as:

¢ Find the guidance,

* Encourage providers to take part in the process,
¢ Check what you currently do,

¢ Customise to local needs as appropriate,
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* Use simple flow charts and checklists to ensure full understanding,
¢ Review both effectiveness of delivery and the guideline.

The evaluative process outlined also allows for identification of barriers to
implementation, which should then, in theory, allow planning for any other
implementation to manage these issues in advance. It is clear from reviews
of effective guideline implementation that there are a number of other key
principles to enable embedding of guidelines, which are in many ways
common sense. Effective implementation will obviously rely on the clinical
engagement and the involvement early in the process of those likely to be
most negative; winning their hearts and minds will most definitely assist the
process. It is also clear from what we know about delivery of project man-
agement that implementation of a guideline would be assisted by project
management processes. These project management processes allow for clear
planning and timescales and also for identification of pressures and prob-
lems that might delay or prevent implementation. This does not mean that
every guideline needs full project management methodology, but the princi-
ples of understanding the aim, knowing the journey and supporting the tra-
jectory of the journey would dramatically improve implementation. Within
the NHS we rely, in many instances, on dissemination of guidance to practi-
tioners and their ability and commitment to implementation, and whilst for
some this will be an easy and effective process, for others it most definitely is
not the most appropriate way to support delivery. All NHS organisations are
required to declare compliance with the Standards for Better Health to evi-
dence how they provide assurance of dissemination and implementation of
national clinical guidelines and how they develop and implement local clini-
cal pathways as part of world class commissioning.

Making progress in the management of
chronic conditions

Improvements in management of chronic conditions are clearly evidenced by
the fact that mortality from heart disease had fallen across the United Kingdom
by 27% between 1996/1997 and 2001 /2003; this is alongside a reduction in death
rates from cancer in the under 75 group by 12% in the 6 years up to 2005 [20].
There is therefore evidence of increasing life expectancy of many patients with
long-term conditions. The improvements in how the NHS manages these con-
ditions have of course increased the numbers in the population living with
long-term conditions across many of the disease areas. Many diseases that were
considered life threatening in the past have now become chronic. An added ele-
ment for the NHS in the delivery of care for patients with long-term conditions
is the impact of health inequalities in these disease groups across large portions
of the population. The latest information produced by national reports from the
results of the Quality and Outcomes Framework in primary care [21] highlights
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the levels of difference in terms of both access to care and outcomes for many of
the chronic diseases in areas with high levels of deprivation. The prevalence of
long-term conditions varies across regions, with the England average on 33.2%
with a variation of between 20% in the bottom quintile and 37-48% in the top
quintile [22]. A number of factors, including age, socio-economic status and
lifestyle choices, are suggested as reasons for this variation. The modernisation
agenda for the NHS through PCTs aims to focus the commissioners onto poten-
tial ways to improve the health of their local population, reduce health inequali-
ties and improve outcomes for patients.

Modernising care in the National Health Service

The NHS Reviews, like the Darzi Review [8], and modernisation plans are
clearly focused on commissioning and providing services that improve the
quality of life for patients. The strap line used of ‘adding life to years alongside
years to life” provides a new focus for the NHS, requiring that services work to
improve the quality of life for patients, particularly relevant to those living with
chronic conditions. It is clearly important that all providers of care focus on both
quality and outcomes within service delivery and ensure that there are choices
in management approaches for patients, supported with good information to
facilitate those choices. The Next Stage Review [8] clearly outlines the require-
ment for personalised and holistic services, which are flexible in delivery and
can deliver good ‘patient reporting outcomes’.

It is also estimated that 45% of those with chronic disease will suffer from
more than one condition, which adds complexity to the management of their
disease. This can cause major problems for patients with contradictory or con-
fusing processes of care, as these processes could be viewed by patients as
narrow and unhelpful. The anecdotal comments of patients and their carers
often highlight the sometimes frustrating and confusing processes of care they
receive. The key comments reported outline that poor communication, poor
co-ordination and lack of information are often at the heart of the problems the
patients see with the care they receive.

Developing case management and care delivery

The DH has produced, based on the chronic care models, a pyramid of care
that shows risk for service use of the population [18]. Those in the low-risk sec-
tor, between 21% and 100% of the population, use less than half of the average
access to care (general practioners, accident and emergency [A&E] attendances
and admissions). In service delivery impact, this low-risk group will require
little actual intervention but may require lifestyle and other behavioural modifi-
cations. Moderate-risk group, 6-20% of the population, uses 1.8 times the aver-
age for admissions, 2.2 times the average for outpatient encounters and 1.5 times
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the average for A&E attendance. The moderate-risk group will require what is
described as information therapy: support and information for self-care. High-
risk group, equating to 0.5-5% of population, access 5.4 times the average hos-
pital admissions, 4 times the average outpatients encounters and almost 3 times
the average A&E attendances. The high-risk group needs proactive disease man-
agement at a moderate intensity. Then there is the very high risk population that
forms for most organisations 0.5% of the population. This group uses more than 18
times the average for admissions, 6 times the average for outpatient contacts and
9 times the average for A&E attendances. This is very clearly the group for which
care management would be the most effective.

Case management, which is seen as an option for management that can
improve the process of care, can be described as a process of proactive manage-
ment of patients with chronic diseases. In the main, the programme is imple-
mented for patients with complex health needs and focuses on the use of
practitioner skills, which facilitate and enable patient-centred and holistic care.
The key to the process is to manage across all care environments through proac-
tive interventions and planned programmes of care, which allow flexibility and
are also focused on monitoring how the patient’s condition is progressing and
recognising early signs of change and deterioration. The key processes within
the case management programmes in the United States are described as care
orchestration, communication, acting as a champion or advocate, high-level
clinical skills and acting as a coach [23]. All of these processes or skills are seen
as fundamental to enabling the proactive model of care and achieving good out-
comes for patients and their carers.

Case management as an advanced clinical role, for mainly nurses, has been
developed in the United States. The process is fundamental to the provision
of care under many of the United States healthcare providers (managed care
organisations), and their aim is to programme and orchestrate care in a man-
aged and outcome-focused way. The model has provided for the United States a
cost benefit in terms of reduced admissions and improved cost effectiveness of
care; these are of course essential to ensure cost control and reduction within the
United States healthcare model.

Case management in the National Health Service

The implementation of case management as a process for the NHS has been
encouraged via the DH through support to PCTs pilots of case management
models across England. The key pilot for case management was based on the
United States models including Evercare programme via the UnitedHealth
Group and was completed on 10 sites across the United Kingdom. The work
with UnitedHealth Europe started in 1987 and a final report into the pilots was
published in February 2005 [23]. The report described some key successes includ-
ing increased skills and confidence within the nurses trained through the pro-
gramme, high levels of patient and carer satisfaction and a reduction in hospital
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admissions in the biggest group of patients in the programme. However, the
researchers were unable to confirm whether the latter was regression to mean or
the impact of the interventions.

The DH was clearly impressed by the outcomes evidence from the pilot and
set targets for each strategic health authority for the implementation of case
management roles in practice. The effectiveness of these roles was measured
as a Public Service Agreement (PSA) target on the basis of reduction in emer-
gency bed days used. The PSA for long-term conditions was based on the fol-
lowing target: ‘to improve health outcomes for people with long-term condition
by offering a personalised care plan for vulnerable people at highest risk and to
reduce emergency bed-days by 5% by 2008 through improved care in primary
care and community settings for people with long-term conditions.” A PSA tar-
get for staff working in community matron roles, providing case management
in primary or community care settings for people with complex long-term con-
ditions and high-intensity needs, was set at 3000 nationally based on the popu-
lation, with each PCT receiving an individual target.

The department has adopted the Kaiser model that stratifies people with
long-term conditions into three levels. At level 1 is supportive self-care, aimed
at working in collaboration with patients and carers to assist them in develop-
ing their abilities to care for themselves. Level 2 is disease-specific care manage-
ment, providing responsive care for people with complex single needs through
multidisciplinary teams and the disease-specific protocols such as NSFs etc.
Level 3 is the identification of the most vulnerable people with highly complex
multiple long-term conditions and use of case management approaches to antici-
pate, co-ordinate and join up health and social care.

The development of case management models to deliver improved health
outcomes was therefore seen as a wise investment and as an effective way to
support delivery of the PSA targets. The founding principle these targets were
based on was fairly clear evidence that despite the improvements in disease-
specific care through implementation of NSFs, problems persist for patients
with multiple long-term conditions, leading to poor health outcomes and
frequent admissions. Meeting the different elements of the PSA target required
significant changes to the traditional patterns of service delivery.

The NHS data [13] show that 80% of general practitioner consultations are for
patients with chronic diseases. Two-thirds of patients admitted as medical emer-
gencies have exacerbation of chronic disease or have a chronic disease and 60%
of hospital bed-days are used by patients with chronic conditions. It is also clear
from these data that patients with one or more conditions make much higher
use of healthcare services, e.g. the 15% of people with three or more problems
account for almost 30% of inpatient days and costs for patients with more than
one chronic conditions are six times higher than costs for patents with one
chronic condition. These findings are no surprise to staff working in the NHS
and are supported by the evidence from the United States, where it has been
shown that people with chronic conditions consume about 78% of all healthcare
spending [13].
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The DH has supported the formal development of a case management
competencies framework and a supporting educational framework [7] via an
academic programme to help case managers develop the set of competencies that
are required for providing effective care. The implementation of case manage-
ment model is also fundamental to organising care around the needs of patients
and nearer to where they live, promoting self-care models and improving out-
comes of care. It should be noted that in addition to this model of care delivery,
there has been an increased recognition of the need to focus on prevention of
long-term conditions through lifestyle changes, increase early diagnosis through
access to effective screening programmes, improve personal abilities to self-care
through robust education on diagnosis and facilitate the delivery of choice.

Promotion of self-management and self-care

The Expert Patients Programme [31] is one of the initiatives aimed at supporting
and enabling patients to make informed choices and improving their abilities to
self-care. All of these are fundamental principles in delivering improved health
outcomes and processes for the management of long-term conditions. NHS tar-
gets to enable patients to take personal responsibility for their own well-being
and also provide ongoing support for self-care. This will result in delivery of
improved outcomes for health through compliance and concordance and an
increasing recognition within patients of the importance of lifestyle choices in
the ongoing progress of chronic diseases [11]. The principle of personal respon-
sibility is underwritten in the NHS Constitution [25]. The current published
constitution outlines for the first time the rights and responsibilities of the pub-
lic and staff. It not only outlines the need for all users of the NHS to accept their
personal responsibilities for working in partnership with care providers but also
clearly outlines what a patient can expect from the NHS and its staff.

Partnerships and expectations

There is also a clear recognition that the partnership of care delivery across
health and social care is fundamental to managing long-term care in the future,
as without collaboration and integration, care delivery will be fundamentally
flawed. Health and social care systems must therefore consider the effect of the
aging population on the demands for resources.

The best care and support is delivered by professionals working together
as part of teams to meet the needs of communities, groups and individuals.
There are huge benefits for everyone — NHS, local authorities, third sector, but
most of all for all of those people whose lives can be transformed by being
given the support that’s right for them.

David Behan, Director General for Social Care [22]
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It is also clear that, in future, the expectation of commissioners of service will
be that service will be delivered through a patient at the centre of care pro-
gramme [12] and in a co-ordinated and integrated way. In the longer term,
commissioners will commission based on patient pathways, which have safe
and effective handovers of care responsibility, with proven patient outcomes
and delivery nearer to the patients’ home. The guidance provided to commis-
sioners within ‘Supporting people with long-term conditions: commissioning
personalised care planning’ [2] clearly outlines the expectations to embed per-
sonalised care planning within all health and social care economies. The doc-
ument provides a clear definition of what personalised care planning should
include, the benefits and what it means for the commissioners. The concept is
that commissioning patient-centred services will enable improved outcomes
for patients through increased service integration and partnerships, improved
service user satisfaction, improved efficiency, promotion of independence and
choice and reduction in health inequalities through standardised approaches
to care.

The NHS White Paper ‘Our Health, Our Care, Our Say’ [26] and the policy
document that followed it clearly outlines the need for the health and social
care professionals to work together to deliver ‘joined up’ services which uti-
lise a holistic view of the needs of individual patients and provide care which
ensures quality of care and outcomes. It is also clear from some service reviews
in local areas that recognition of the strengths of the care workforce and some
development in their skills to enable delivery of ongoing review and super-
vision of disease management (recording of blood pressure, blood sugar etc
within set parameters) could improve outcomes, provide early recognition of
deterioration and increase management processes and thereby reduce emer-
gency admissions.

The implementation and delivery of the ongoing modernisation agenda
within the NHS clearly defines new and advanced roles for all professionals,
alongside the plans and reports already in place, for example those outlined in
many policy and strategic papers from the Chief Nursing Officer and other key
leaders within the NHS [27,28]. Implementation of case management models
and processes is just one of the many new roles required of healthcare profes-
sionals to enable these modernisation plans to be delivered. Healthcare provi-
sions and roles across the world are changing constantly to enable the delivery
of care based on health needs and improvement in patient outcomes.

The NHS has since its inception constantly striven to improve care quality
and access to care. It has tried to deliver this through quality leadership and
encouragement of innovation. The NHS Plan published in 2000 provided for all
involved in care opportunities to reinvigorate and modernise care delivery. The
development of processes for improved management of chronic disease care is
just one area in which the opportunities are beginning to be realised.

Across the NHS, provider organisations and their partners (social care and
the voluntary sector) are busily developing service to manage and support this



Background to the Implementation of Case Management Models 15

patient group. Each of these organisations is working to manage the following
key issues:

® Recruitment, education and training of the workforce,

¢ Targeting patients: how to identify those who will gain the most benefit,
® Processes and operational tools,

* Interface working and referral processes,

¢ Information and data management.

This remainder of this text attempts to review how these issues may be or are
being managed and how case management can and is making a real difference
to the health and social well-being of these patients.

Conclusion

It is apparent that all policy drivers in health and social care are pointing to the
need to modernise care delivery. The ability of society to deliver the health and
social care needs, both now and in the future, is dependent on this moderni-
sation. The needs of the population in relation to care are increasing owing to
lack of improved health behaviours, prevention and improved management
of chronic conditions including self-management; therefore, modernisation of
service delivery is absolutely essential. Since we now recognise the increasing
burden of chronic long-term conditions on the society, this will remain the key
focus for service delivery. The enormity of the impact on individuals and society
of these disease processes is now well recognised as is the fact that we must pre-
vent these disease from occurring and manage them when diagnosed. If these
actions can be implemented effectively, patients/service users are more likely
to live longer and healthier lives. The implementation of the recommendations
within the ‘Darzi Review’ alongside other policy recommendations will proba-
bly enable new models of care, which are indeed focused on the personal needs
and views of the population.
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Chapter 2
Case Management Models:
Nationally and Internationally

Introduction

Health care within the United States probably has the longest history of imple-
mentation of case management models through managed care organisations; the
National Health Service (NHS) staff would, however, argue that they already
have delivered many of the criteria within case management programmes with-
out the development of managed care models. Social care colleagues would cer-
tainly hold the view that the implementation of case management to support
people with complex social support needs is well established and has been in
place for many years since the Community Care Act 1990. Despite this, the fact
remains that the data on the ever increasing rates of emergency admissions to
acute care, increasing access to general practitioner care by patients with chronic
conditions and the anecdotal views of patients and carers would provide a dif-
ferent response to this view that the NHS and social care partners already do
case management. The evidence would argue that if this is the case, then it is
definitely not done well. Given the enormous burden of ill-health both individ-
ually and on health and social care services, any sharing of learning from effec-
tive models of care must be welcomed with open arms.

There are different views within the NHS on the appropriateness of trans-
ferring models of care from the United States to the United Kingdom. In the
report from the King’s Fund in 2001 ‘US Managed Care and PCTs: Lessons
to a Small Island from a Lost Continent’ [1], these views are discussed and
debated in some detail. The report, which was published early in the devel-
opment of Primary Care Trusts (PCTs) in the NHS and around the time the
NHS was developing its projects in relation to managed care, describes the
reasoning behind the move of the UK government towards progressive
regulation and more overt management of clinical care. This ongoing ‘mod-
ernisation’ is seen as a process that is converging the UK and US healthcare
systems. Although the report clearly describes the difficulties in matching
the diverse and plural environment of US health care with the UK system, it
does clearly recognise that the similarity in direction of travel in health care
in the United States and United Kingdom is driven by the rising healthcare
costs and the need to improve health outcomes and accountability. Those in
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the NHS would claim that the NHS has always been very closely managed
centrally as the universal nature of provision has always required central
policy to enable delivery, whereas the perception of level of ‘management of
care’” within the US system is dependent on the perspective of the viewer.
The development of ‘managed care’ in organisations has grown up from a
system of very low levels of central control, which of course effects how the
‘managed care’ process is perceived.

The US healthcare environment is often seen as well funded, and yet it is not
able to supply universal access. It is also subject to large degree of market pres-
sures, competition, shaping by powerful stakeholders and, in the main, largely
decentralised. In the United States, 87% of the population has health insurance
via the government or privately but 13% remains uninsured and therefore not
able to access universal health care. Although a Whitehall-directed, state-run
bureaucratic environment of health care in the United Kingdom is quite differ-
ent from that in the United States, there have been a number of policy changes
to shift the balance of power from the centre to local NHS organisations.
It could be argued that PCTs are the centre of this, with the responsibility for
75% of NHS resources allotted to their organisations, whose key function is
to commission primary and secondary care to their registered populations.
Alongside commissioning they also have the responsibility of improving the
health of local people in partnership with the community and local authori-
ties. These models are in some ways fairly similar to many managed care
organisations within the United States, though PCTs clearly have the addi-
tional requirements of improving population health and working in partner-
ship with local authorities. A major strength of the NHS is that it is seen to
have developed in a social contract model different from the US healthcare
system and therefore has a different set of values and assumptions, which are
highly valued by the users.

The definition of managed care in the United States is an integrated sys-
tem that manages the delivery of comprehensive healthcare services for an
enrolled population. Rather than simply providing or paying for them, serv-
ices are provided by providers who are contracted to the organisation, char-
acteristics that are similar to those of the current functions within a PCT. Care
is managed within this system through utilisation management (practice
populations and partners of service use), capitation, risk sharing and primary
care gatekeeper models for access. Some of these are also evident with the
current PCT arrangements. In the United Kingdom, the primary care model,
which is often seen as a strong and effective model of health care, provides a
dedicated, personalised and universal service with strong community nurs-
ing support and is a service model not delivered in other countries. This is a
model that is popular with users and many healthcare systems are covetous
of this. Many within the NHS would argue that this effective and popular
system should be strengthened with greater skill mix and use of a broader
range of professionals.
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Within the US healthcare system of managed care, rigorous control of
clinical actions through particularly regular peer review of clinical care is
fundamental to the process. Criteria for closely managing performance of
interventions are clearly outlined and deviation from these is challenged.
This means that there is much greater degree of clinical control in structured
managed care model.

In the Unites States, the generic model of care ‘chronic care model” has gained
much support and underpins many of the approaches discussed in this chap-
ter. Models of case management have been developed in a number of managed
care organisations (health maintenance organisations) within the United States,
but models of chronic disease management also exist in many of the countries
within the European Union. There is therefore much to learn from these coun-
tries, but we must focus on the external or specific influences which may affect
levels of success and which may therefore mean that there are differences in
outcomes between other countries’” healthcare systems and the NHS. However,
the United States models of managed care organisations offering comprehensive
health care for defined populations, with incentives to manage care proactively,
do appear to have achieved some striking improvements, which we will review
later in this chapter.

The context for case management in the NHS

The Department of Health (DH) reviewed a number of these models and
piloted in 18 PCTs some of these care models under the leadership of the
NHS Modernisation Agency. Although the major push for the formal pilot
programme was based on the Evercare, Kaiser and Pfizer models of care,
a number of organisations were supported to pilot other models and to
develop ‘anglicised” versions of case management models to deliver locally.
This flexibility of implementation was utilised to allow local services to be
developed to reflect local health needs. It must also be recognised that serv-
ice provision within the United Kingdom is in many ways different from
that provided in other counties and in particular within the United States.
Clearly, the social services provided by local authorities are unusual in many
of these other care provision models. Despite some differences, the ongoing
development of PCTs does appear to be moving towards processes similar
to those delivered through managed care organisations in the United States
in that both are receiving capitation-based funding to provide a full range of
services for all patients.

To enable a more detailed understanding of the effectiveness of care mod-
els, we need to be aware of the environment in which those services are deliv-
ered. It is clear from reviews that there is no direct comparison between the
US and UK systems as the US systems are not nationally available provisions.
The development of services in the US system will be heavily influenced
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by local influences, for example the response to cost by funders of care and
consumer pressure. This is totally different to the NHS, where in the main,
developments and changes are led by central government policy. Having said
this, it is also clear, as reflected earlier, that the recent development of PCTs
within England is starting to provide a model of organisation broadly similar
to managed care models of the United States.

Spending on health care within the United States is the highest in the
world, and yet it is known that 18% of the population has no form of health
insurance and millions of people are under-insured. The situation is that
approximately 90% of Americans with employer-funded health care access
their care through a managed care organisation, which receives a ‘capi-
tated” payment for each person enrolled and is then responsible for the care
of that person [2]. The number of managed care organisations increased
rapidly between the 1980s and 1990s. This growth was largely in response
to escalating healthcare costs, and by the late 1990s a substantial propor-
tion of physicians were members of one or more organisations. These
organisations are insurance based but may be run as ‘for-profit’ or ‘not-
for-profit’ organisations. Many of the organisations are ‘not-for-profit’.
There is significant competition between them, which over the years has forced
down costs in terms of both premiums and profitability, leading many of the
organisations to restrict benefits and start a move towards more tightly man-
aged care.

Impact of managed care models

The processes of managed care did, in the first instance, increase administra-
tive costs and reduce patient choice and clinical autonomy and income. These
restrictions unsurprisingly led to a backlash from a number of quarters and to a
loosening of some controls. Reviews of the way these organisations manage and
develop highlight that market pressures and incentives have changed the focus
of organisations through a clear alignment of objectives for clinicians and man-
agers. Within the United States, healthcare organisations constantly review the
views and attitudes of consumers of care in relation to care provision and effec-
tiveness (cost and outcome) as they need to constantly ensure that the customer
is satisfied to maintain market share.

Improvement of healthcare quality and outcomes was another reason for the
managed care organisations to use their purchasing power to commission and
ensure the provision of better services for their patients. The evidence is that
most of the efforts have been focused on chronic conditions because they are
widespread in the population, costly (highest health cost is on managing these
conditions), responsible for the greatest impact on the population (70% of
deaths are related to these disease groups) and because there is sound evidence
for many of the interventions for these diseases [2].
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International models of care reviewed

Organisation and location Models

Alaskan Medical Service Not-for-profit case management

Kaiser Permanente, North California Not-for-profit case management with
stratification

Group Health Cooperative, Seattle Not-for-profit, no stratification process,
IT-base interactive health care

HealthPartners, Minnesota Consumer-governed case management by
telephone

Touchpoint Health Plan, Wisconsin For-profit case managed in primary care

Anthem Blue Cross and Blue Shield, For-profit chronic disease management via

Connecticut primary care
United Health Care Case management with stratification
Dutch healthcare system Mixed insurance, long term condition

(LTC) management
New Zealand outcomes-based model Prevention and promotion

Australian chronic disease prevention and  Prevention and promotion
control

Guided Care Case management
PACE Model Integrated service delivery
Veteran Affairs Expanded Chronic Care Model

Robert Wood Johnson Foundation, Seattle  Improving Chronic Illness Care (ICIC)
Canada Chronic Disease Prevention Model Expanded Chronic Care Model

Pfizer High-risk case management supplementing
current services
Green Ribbon Health: Medicare health Chronic conditions in the elderly
support

The Alaskan Medical Service [3]

The Alaskan Medical Service has been in place in Anchorage for 22 years, it pro-
vides health care to 45,000 clients across Anchorage and 50 remote villages. The
model of healthcare delivery has been developed to enable a match with the native
values (reflecting community, family and wider relationships) that focus on the
idea that wellness is possible only with active patient and family support. There is
a clear commitment to mutual aid with a balance between spiritual, mental, emo-
tional and physical health provided with a respect for traditions including ances-
try and the elders in the population. Within this model of health care the medical
leadership model is thrown away to enable the delivery of a system focusing on
provision of education and expertise to the customer, which enables them to meet
their personal needs. This service system engages families and communities
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as advocates and supporters for vulnerable individuals to make changes and
manage their own health. Throughout the processes the aim is to educate, advise,
support and encourage, and at no time does the system blame the customer for
noncompliance.

The Alaskan Service delivery is based on anticipatory care (explained as long-
term thinking for a lifetime) with access to testing and interventions as locally
as possible using technology as an enabler of care. But the programme also
depends heavily on building long-term relationships between customers and
professionals with a transfer of power and control from professionals to custom-
ers. The management process delivers proactive, pre-emptive case management
and care co-ordination with a lead physician who manages the whole popula-
tion over time using all the skills within the whole team. This process is under-
pinned by disease registers and an understanding of the health needs of the
population. The teams are fully integrated and multidisciplinary across health
and social care. Care and visits are planned and the impact of an individual’s
condition on everyone within the family is considered, and health education
and self-care support are embedded in the service delivery.

It is clear that the success of the system is heavily dependent on the team
focus, with mutual respect and interdependence, shared training and devel-
opment and shared incentives providing ownership of programme and com-
mitment to the ethos of care. The relationships to the system are built through
primary care, and referral from primary care is for specialist intervention not
acute care. All specialist care is provided via agreed protocols, pathways and
service agreements, and these are delivered within clear quality parameters.
Specialists are a resource for primary care and there is no handover of responsi-
bility for care, whatever the settings care is delivered within. Primary care prac-
titioners are at all times responsible for resource utilisation.

The keys to success in the system are standards for communication and
information between practice and specialist, active development of relation-
ships between specialists and generalists and a redistribution of procedures
to the ‘lowest’ possible level to manage costs and shorten timescales. This
requires extensive training and use of technicians, advanced nursing roles
and assistants.

The Alaskan Medical System has reported success in a number of areas since
the inception of its new model of provision. The healthcare provider reports that
the system has improved quality and planning through the use of data and infor-
mation, and that the workforce has been transformed through development and
increase in recruitment and retention. There have been decreases in speciality care
usage by 60%, emergency and urgent care usage by 50% and primary care usage
by 20%. Patient and staff satisfaction and health outcomes have all improved and
these improvements have been delivered with no comparative cost increase.

It is clear from the provider that this type of service change is radical and does
take time to implement and requires cultural and behavioural changes. This is
not just about processes. These changes have been about focusing on the needs
of customers, not the needs of the healthcare system.
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Kaiser Permanente (North California) [4]

Kaiser Permanente is a ‘not-for-profit” healthcare organisation, which is a
partnership between representatives of medicine and management, sharing
the responsibility of organising, financing and delivering quality health care
to its members (patients) on a pre-paid basis. The organisation is owned and
led by doctors (doctors are shareholders), but within the management struc-
ture are two strategic and powerful nursing roles. The organisation aspires
to be the world leader in improving health, and it delivers this through
high-quality, affordable integrated health care. The primary care physician
co-ordinates all care with specialists, arranges diagnostics, prescribes medi-
cation and therapy and arranges hospitalisation if required. The organi-
sation includes in it enrolees those covered by Medicare (people over 65)
and Medicaid (families on low incomes). There are nine Kaiser Permanente
regional insurers. The organisation has exclusive contractual arrangements
with Kaiser Foundation Hospitals and Permanente Medical Groups for spe-
cialist and tertiary care. The Kaiser Care Management Institute was founded
in 1997 and is responsible for developing evidence-based protocols and pro-
grammes for conditions including chronic diseases. The patients are strati-
fied into the following three levels of care [2]:

* Level 1, well-managed stable patients: 70-80% of the population;

* Level 2, unstable or have had an acute exacerbation and need care manage-
ment: high-risk patients;

* Level 3, not stable or have comorbidities that require intensive case manage-
ment: highly complex patients.

The organisation has changed the economics of medicine by focusing on keep-
ing the patient healthy rather than treating the sickness through preventative
care, home healthcare access via case managers, access to diagnostics and rou-
tine health appraisals. Public health and health promotion are currently signifi-
cant focuses for the organisation. Physicians have a dual responsibility, that is
they are required to not only manage individual patients but also to act as a
steward of the resources of the organisation.

Services are provided based on vertical integration between primary and sec-
ondary care supported by an excellent information technology system and net-
work. The keys to the success of the service are viewed by the clinicians as the
integration of care, excellent leadership across primary and secondary care, excel-
lent communication across sectors, understanding of health needs through disease
registers, good incentives and bonuses for both staff and patients, quality of staff
on recruitment (organisation is viewed as an employer of choice), patient edu-
cation programmes delivering good health promotion and public health, use of
Internet for links between medical and nursing staff and patients to enable advice
and review of chronic conditions, medication reviews and renewal of prescrip-
tions. Kaiser’s own outcomes report that admission rates and length of stay for
older patients in the United States are much lower than in the United Kingdom.
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The organisation is a major player in the healthcare system in the United
States and the need to deliver outcomes and results is fundamental to the con-
tinuation of service provision. Providers who cannot deliver the expected qual-
ity markers and outcomes will not be commissioned to provide services.

Group Health Cooperative (Seattle, Washington)

Group Health Cooperative is a consumer-governed not-for-profit healthcare
system, which provides 80% of the health care to Washington, an area in which
only 20% of the population has health cover. It offers a wide range of services
in primary care and acute services through two of its owned hospitals. The
organisation has focused in recent years on recruiting young enrolees as its pop-
ulation was aging. It has focused much work on developing a web-based inter-
active service called MyGroupHealth to enable the delivery of improved access
to health care for families. The organisation is linked to the McColl Institute for
Healthcare Innovation and Centre for Health Studies, which is responsible for
developing for the organisation inhouse evidence-based best practice guidelines
and for undertaking primary research. It is clear that this organisation in now
attempting to catch up with other organisations in relation to chronic disease
management through the development of a chronic care model. The chronic care
model requires the following six areas of practice to make the programme work:

* self-management

* decision support (proven guidelines)

* delivery system design (clearly assign roles and tasks)

* clinical information system (disease registers)

e organisation of health care

* community (formation of alliances and partnerships with organisations)

HealthPartners (Minnesota)

This organisation is ‘consumer-governed’, accountable to a board drawn from
members representing enrolees. Its main aim is to ‘improve the health of mem-
bers, patients and the community” and to be ‘a trusted provider of health care,
health promotion, health financing and care administration. The delivery of
this vision has at its foundation the Partners for Health Programme, which
emphasises population-based health targets similar to those being implemented
through the NHS in England using public health planning. The organisation
has worked in partnership with other managed care organisations to implement
overarching clinical standards developed by the Institute for Clinical Systems
Improvement.

The organisation has identified through its computer software system that a
small proportion of the enrolees (less than 1%) are responsible for up to 25% of
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medical costs. The organisation therefore operates intensive case management
delivered via telephone by nurses to these patients. The case management serv-
ice provides early identification and support for the patients.

Touchpoint Health Plan (Wisconsin)

This organisation is owned by two “for-profit” companies, and provides a wide
range of services underpinned by an ethos of quality improvement and a mis-
sion to improve health across communities. The organisation has extended its
chronic disease management activities with incentives for physicians to achieve
quality levels and deliver appropriate care. The organisation does not stratify or
identify patients at risk but it does employ case managers who work closely with
primary care and specialist clinicians who work with poorly controlled patients.

Anthem Blue Cross and Blue Shield (Connecticut)

Anthem is an organisation formed in 1997 from a number of earlier organi-
sations, and it became a for-profit organisation in 2001. It provides a mix of
tightly- and loosely control managed care processes. The organisation case man-
ages catastrophic care for enrolees and case manages the top 1% of patients with
most complex medical needs. These complex patients are identified by the soft-
ware system, which collates information on claims and other data. The organi-
sation also offer programmes for specific chronic diseases (diabetes, asthma,
cardio vascular disease) including self-care and regular reviews with bonuses
for clinicians who achieve clinical targets.

UnitedHealth Europe Evercare

The Evercare programme began as a small local government project in 1987 and
is now a national programme, which provides a model of proactive case man-
agement to 71,000 people within nursing homes and the community. The pro-
grammes aimed specifically at case management are based on stratification of
patients and levels of intervention, particularly those with complex needs, that
is the upper level of the Kaiser processes. The advanced primary nurses role is
clearly defined by Evercare and evaluated positively. The processes used within
the case management are outlined as care orchestration, communication, act-
ing as a champion or advocate, showing high-level clinical skills and acting as a
coach. These skills are seen as fundamental to managing these complex patients,
enabling care to be managed across the care pathway with effective commu-
nication. Once identified, high-risk patients are assessed and their care is then
planned using anticipatory processes.
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Amsterdam HealthCare System (the Netherlands) [5]

The health system within the Netherlands was funded initially through insur-
ance with three compartments: first compartment includes uninsured and
unpayable risks, for example health care for the chronically sick and the eld-
erly; second compartment includes curative care (general practice and hospital
care), which is dual funded; and the third compartment includes supplemen-
tary care (requiring voluntary insurance). Since the reform of health insurance
in 2006 all residents are insured for the standard package of care through a
basic national insurance (Volksverzekering), which is means tested and taken
from gross income. In addition, a sickness fund (Zeikenfonds), which is also a
means tested payment, is also paid on yearly income. The latter provided gen-
eral practice and consultant care including investigations and other supportive
care but there may be some additional charges for specific medication. There
are choice elements that are managed through private insurance. There has in
recent years been a push within the Dutch health system to reduce institution-
alisation, improve patient empowerment, increase ambulatory care, develop
the processes of integration and increase competition and market forces. Many
of the providers are not-for-profit organisations with, where possible, an inte-
grated and partnership (networks) approach to care delivery. The Dutch
healthcare system recognises the increasing burden of chronic diseases and the
increasing cost of health care. In 2004 60 million Euros (12.8% of gross domestic
product [GDP]) were spent on health care in the Netherlands. Life expectancy
is expected to rise from 75.5 to 78 years in men and from 80.6 to 81.7 years in
women, and as in all other countries the prevalence of chronic disease is also
expected to increase [6].

Although the provision of care is similar to the UK system, with general prac-
tice as the gatekeeper to all care, it is in some ways different, with the use of a
personal budget system, which increases flexibility of service provision and ena-
bles personalised care planning. The key themes for the Dutch healthcare system
are improving public health, reducing the prevalence of long-term conditions
and improving outcomes for those with long-term conditions; these themes are
similar to those within the NHS. Within the Dutch systems all patients are listed
with a general practice, similar to the United Kingdom system, and the models of
care delivery in primary care are focused on continuity, co-ordination and com-
prehensive services. There are in the healthcare system providers who deliver
the management of long-term conditions, providing full service from diagnos-
tics to regular review, including call and recall, and management, including all
required screening. The information from this system is reported immediately
into the general practice clinical systems and deviations from expected goals
for care can then be managed as appropriate. The system does not at this time
have case management models as delivered with the US system but it does pro-
vide care intervention for chronic disease in primary care or via specialist provid-
ers and ambulatory and rehabilitative services aimed at promoting and enabling
independence for patients with chronic disease and disability.
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Outcome intervention model (New Zealand)

In the New Zealand model, the government is using an outcomes interven-
tion process, which sets four final outcomes (better health, reduced inequali-
ties, better participation and independence, and trust and security) and
then outlines the levels of interventions needed to deliver the outcomes.
Supporting this process a number of models of care are also being trialled,
many of which contain elements of the chronic care model. The models with
co-ordinated care from a multidisciplinary team have proved to be most
effective.

National model of chronic disease prevention
and control (Australia)

Australia has had a clearly defined public health framework since 2001 that has
emphasised on prevention and promotion. The Australian model of care for
chronic diseases focuses on delivery along the continuum of disease. It starts
from primary prevention in the healthy population through to secondary pre-
vention and early detection in the at-risk population, and finally, to disease man-
agement for established disease, and management and tertiary prevention for
those with complex chronic disease. All areas of intervention are underpinned
by health promotion, which is aimed at disease prevention as (rather than in) the
patient moves along the disease continuum. There are differing strategies across
some of the regions but all aim to improve access, reduce health inequalities
and improve outcomes for patients with chronic conditions through self-care,
continuity and quality of care provision.

Guided Care (United States)

Guided Care is a model similar to the community matron role in the England.
This model delivers comprehensive assessment and care planning, care
co-ordination, best practice for chronic diseases, self-care, healthy lifestyles
advice and information and support for families and carers for older people
with multiple conditions through Guided Care Nurses working in partnership
with primary care physicians. The outcomes for this model — reduced resource
use and improved quality of life — are similar to those of other models.

PACE (United States)

The Program of All-Inclusive Care for the Elderly (PACE) is a care model that
aims to reduce use of hospital and nursing home care in the elderly. The model
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identifies patients using day centres and through an integrated approach enables
care to be provided in a way that ensures continuity and communication.

Veterans Affairs (Unites States)

Veterans Affairs health organisation provides care for a large part of the
ex-service personnel in the United States. It has an expanded model of chronic
disease care with additional processes for health promotion and prevention.
The provider organisation claims that the care model provides improved qual-
ity of care, reduced resource use and improved clinical outcomes.

Improving Chronic lliness Care (Seattle) [7]

This process is not a service delivery model as such but is an assessment of effec-
tiveness for both design and efficacy of provision. The methodology was devel-
oped to complete a service review of a well-established diabetes service within
the United States. It was further developed to provide a process for assessment
of current levels of care within service. This methodology utilises the compo-
nents of the chronic care model (used by many, if not all, of the managed care
providers) and allows the organisations to evaluate outcomes and understand
areas for improvement. The process has been utilised effectively by the Institute
for Healthcare Improvement in the United States to guide organisations on how
to improve service quality.

Expanded Chronic Care Model (Canada)

In Canada, policymakers adapted the chronic care model that focussed on
clinic-orientated systems to include prevention and health promotion activities.
The processes included in this model allow population health promotion to be
linked to social determinants of health and enhanced participation in communi-
ties. This adaptation has allowed the delivery of population-based care along-
side individualised care.

Pfizer (United States)

The Pfizer model targets care to the highest risk patients and supplements exist-
ing service users’ telephone contacts to monitor and refer those patients. The
strategies used are identification of those at risk, case finding, patient education,
proactive management of patients, dedicated telephone support from nurses
and telephone case management software (information technology), which
included national and local guidelines.



30 Case Management of Long-Term Conditions

Green Ribbon Health: Medicare in health support
(Florida) [8]

This programme of care for older people with multiple chronic conditions such
as diabetes and congestive health failure is delivered within the state of Florida in
the United States [8]. The programme targets customised interventions based on
health need. Users are assessed and provided with an individualised programme
of care and support; this is based on risk stratification. The model is delivered
using a patient engagement model through telephone support and community-
based multidisciplinary teams. The levels of intervention are designed based on
need and risk and these interventions aim to improve functionality. This model
utilises decision support software via an IT platform. The model has provided
improvements in patient outcomes, quality and patient safety.

What do these models provide?

It is clear from this short review that all the organisations are aiming to pro-
vide similar improvements in cost containment, care quality and outcomes.
Each organisation appears to be aiming towards integration of prevention
and treatment and attempting to define needs based on the total population.
Fundamental to the delivery of all the care models is the presence of high-
quality clinical leadership, evidence-based practice/care and development and
maintenance of disease registers. The importance of the relationship between
professionals and excellent communications is also clearly outlined, as is the
importance of public reporting of outcomes. Another process that does appear
in all models to provide improvements in care is the use of incentives.

Models in use in England

PCTs in the NHS have a significant advantage on the US healthcare organisa-
tions in improving the management of long-term conditions because of the
number of national strategies, implementation programmes and National
Service Frameworks (NSFs). The January 2005 publication ‘Supporting people
with long term conditions” by the DH outlines the government’s plans to sup-
port people with long-term conditions live healthy lives and presents an NHS
and social care model based on the good practice within the United Kingdom
and abroad. This document outlines the challenge and opportunities for the
NHS in relation to chronic disease management. The key facets of the NHS
model are as follows:

* A systematic approach that links health, social care, patients and carers;
¢ Identify everyone with a long-term condition;

* Stratify people so that they can receive care according to their needs;

* Focus on frequent users of secondary care services;
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¢ Use community matrons to provide case management;

¢ Develop ways to identify people who may become very high intensity users;

¢ Establish multidisciplinary teams in primary care supported by specialist
advice;

* Develop local ways to support self-care;

¢ Expand the Expert Patient Programme and other self-management
programmes;

® Use tools and techniques already available to make an impact.

The model also defines the infrastructure (community resources, decision sup-
port tools and clinical information and health and social care environment)
required, the delivery system (case management, disease management, sup-
ported self-care and better health promotion) and better outcomes (empowered
and informed patients, prepared and proactive health and social care teams).
The areas in which the NHS is seen as less able than the US systems to sup-
port improvements in care of long-term conditions are lower levels of customer
focus, less use of incentives, particularly for innovation, and continued central
pressure to deliver on targets.

The use of Evercare within England was predicated on a process that aligns
the model with pathways and processes included in NSFs. The initial reviews
highlighted a number of areas in which the Evercare model would deliver spe-
cific outcomes required with particularly the NSF for Older People [9]. The
standards reviewed for delivery were as follows:

Standard 2: person-centred care;

Standard 3: intermediate care;

Standard 4: general hospital care;

Standard 7: mental health in older people;

¢ Standard 8: the promotion of active life in older age.

The NHS while developing its pilots for Evercare clearly reviewed the core
principles the model espouses to ensure these were deliverable within NHS
and social care structures, and if not, then what new/additional infrastruc-
ture would be required. Prior to implementation, the NHS also completed a
review on alignment of the NHS Plan with the key policy drivers [9]. This pro-
vided an overview of how implementation of this model of care would deliver
a number of key initiatives within the plan, including spearheading clinical
innovation in care, improving use of scarce resources and focusing on people’s
health. A pathway for service implementation was already clearly outlined
by United HealthCare and mapping this locally against implementation to
ensure alignment clearly affected the success of implementation. This process
of alignment provided Evercare and the NHS with some clear evidence on the
need for redesign of the programme to enable effective outcomes. The specific
areas identified for local flavour were role development and re-engineering,
development of data processes to identify appropriate patients and re-
engineering for some interventions to improve capacity to manage high-risk
older patients.
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Care management in social care

Since the implementation of the Community Care Act in 1990 care management
has been in place across local authorities in England. The processes that enable
the delivery of care management in social care are similar to those outlined in
case management models. These processes are well established in social care
and are focused on assessment of need, planning and implementation of care
based on the need, with monitoring of success and review. The processes for
care management were identified from earlier reviews of care for frail elderly
people with multiple disabilities. The main deliverers of care management have
been qualified social workers, but full implementation has not been achieved
for a number of reasons. Specific skills and training [10] for care management
roles were developed and delivered in the 1990s and then added to social work
training.

Case management models in the NHS

The DH published ‘Supporting people with long term conditions’ in January
2005 [11], which outlined a health and social care model that enabled organi-
sations to take a structured and systematic approach to managing people
with long-term conditions. The model outlines processes that support deliv-
ery divided into three areas: infrastructure, delivery systems and outcomes.
Infrastructure such as community resources, clinical information systems
including decision support tools and integrated care environment are seen as
supporting the delivery systems. The delivery systems at the three levels across
the disease process supported self-care, disease management and case manage-
ment and thus delivered the improved patient outcomes of empowered and
informed patients alongside proactive health and social care teams. These levels
of intervention will enable targeting of care through appropriate levels of skills
and competence. At each of these levels of care, intervention is based on the
degree of need, and it is delivered by staff with the appropriate knowledge and
skills. The levels of care needed are identified as progressively increasing from
supported self-care, through disease-specific management to case management.
The development of services based on these models of care is underpinned
by the identification of the population, redesign of care processes and delivery
and the effective measurement of outcomes and feedback on care. An under-
standing of the population within a local health economy enables the commis-
sioning of appropriate service for all levels of need, from diagnosis and self-care
through to palliative care.

The DH developed a framework for implementation of Evercare models
with 10 PCTs through an assessment of capacity and readiness and develop-
ment of implementation pilots. The results from pilots across the NHS were
fairly successful and the National Primary Care Trust development programme
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(natpact.nhs.uk) has produced on their website some feedbacks from the
Evercare project sites. The feedbacks are divided into the following five areas:

¢ Changing roles
e TPatient focus

e Data

* Relationships

e Miscellaneous

In each of these areas, clearly positive progress and responses are reported. In rela-
tion to role changes, it is clear that these pilots saw this as an excellent opportu-
nity to move from medical to preventative models of care, to expand nursing and
other roles and as a catalyst for service modernisation. In relation to patient focus,
the positives are increasing focus on people and their carers and movement of care
closer to the community and patients. A number of positive factors with regard to
relationships are also outlined, including strengthening connections with social care
and closer cooperation between general practitioners and nurses and acute and pri-
mary care. Despite the positive feedback there were a number of major challenges
including funding, time and capacity to develop skills in advanced nursing roles,
lack of data in relation to both evidence of impact and what data to collect. Other
key issues were the timescales pilots were completed in and the work required to
gain the hearts and minds of the general practitioners and other medical staff.
Since the development of pilots of case management across the NHS, all organi-
sations have been developing their own models of chronic disease management.
All PCTs have been charged with the development of strategies to implement
models of care through commissioning and service redesign to achieve the
expected improvements in care. Many PCTs have published long-term conditions
strategies and plans that outline how appropriate models of care will be imple-
mented by their local providers. All these plans and strategies outline the size of
the problem in their local area and the impact on the health of the population.
Most models in use within the plans and strategies are based to a greater or lesser
degree on the Pfizer levels of care and Evercare processes, but many organisations
have localised this to ensure effective implementation based on local needs.
During the pilot programme, UnitedHealth Care identified that NHS organi-
sations were data rich but information poor [12]. All organisation have there-
fore spent time focusing on how to improve this situation through improved
information technology systems. Organisations within the Birmingham and
Black Country Strategic Health Authority (SHA) have developed a web-enabled
case management database that allows information input from general practice
and acute providers, and case managers could access this information via a web
address. This data system allows quality data storage and automated report-
ing [13]. This functionality has allowed the organisations involved to measure
and report improvements in many areas relating to long-term conditions.
Central Manchester PCT has developed a team approach to active case
management of chronic disease [14]. The model is based on a broad multidis-
ciplinary team, which is formed from a local area team of case managers and
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assistant practitioners linked to a virtual team including pharmacists, district
nurses, allied health professionals and intermediate care and mental health staff.
The roles of lead case manager and case manager are planned to allow the lead
case manager to predict and manage the patients with highly complex needs
and the case manager to manage the patients with medium to low complexity.
This model of care delivers active case management for patients at levels 2 and
3 of the Pfizer model of care and is supported by improved access to diagnos-
tics and rehabilitation services. This model clearly outlines the way in which
caseloads will be identified and managed, and based on the findings from the
Evercare pilot, this is an important process to ensure effective outcomes.

Cheshire and Merseyside SHA completed a review of all local PCTs’ state of
readiness for implementation of case management programmes; it was pub-
lished in January 2005. This review identified that many of the organisations
had made progress in their developments but most were struggling with full
implementation owing to lack of robust data to allow the identification of high-
risk patients and caseloads. The organisations involved in this review had
embraced the changes required to deliver the new models of care and most had
started developing their programmes of care, but in most cases the ability to
report outcomes through their data systems was proving problematic.

The organisations within Cheshire and Merseyside were also clear that case
management should not be seen as a panacea for all ills and that a focus on the
top 3% of patients (the high-intensity users) may be successful for these patients
but did not provide any improvements for those in the lower levels, who with-
out substantial improvements in care will eventually join the ranks of high
intensity users. The organisations within Cheshire and Merseyside have also
worked together to develop an SHA-wide job description for a nurse case man-
ager (community matron) and a generic case manager (nurse and allied health
professional), which enabled some consistency of approach across the organi-
sations. The organisations worked in collaboration with all local universities
to develop a local education programme, which was delivered via all the local
higher education institutions. The development of this programme based on
the educational outcomes set within the national competencies at master’s level
provides all students with a post-graduate diploma in long-term conditions;
case managers in all organisations were encouraged to attend this programme.

The staff involved within the three PCTs in Bristol and South Gloucester as
part of the Evercare pilot in 2004, and who implemented case management,
have identified the core principles that proved most effective for them. These are
reported as treatment focused on the individual person, which preserves inde-
pendence, function and quality of life and care delivered in the least invasive
manner in the least intensive setting as possible. These core principles link well
with all of the policy drivers for health and social care. The model was delivered
through advanced nurse practitioners who were linked to appropriate primary
care practitioners and specialist teams. The success of this part of the pilot was
monitored through feedback from patients, carers, families and staff involved
in the service, which delivered some positive outcomes in terms of patient and
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carer satisfaction. Case management had a positive effect on medication usage
and concordance, and lengths of stay and emergency admissions were reduced.
These findings were then utilised to inform commissioning decisions for the
future [15].

Luton PCT has implemented case management led by community matrons. The
caseload for these staff was identified via the Patients at Risk of Re-hospitalisation
(PARR) tool and an agreed local threshold for repeated admission to hospital. The
outcomes of the system delivered a net saving on £81,000 per community matron
from reduced inpatient admissions, a reduction in average length of stay from
14 days to 6 days and high levels of improved outcomes and patient satisfaction.
More than 80% of patients felt more able to cope with their condition and felt that
their health care was better organised, also 90% felt they had a better understand-
ing of their condition [16].

It is understood that people with long-term conditions with a range of
complex needs will require care from many different professionals, and
bringing together of multidisciplinary teams is seen as crucial to providing a
seamless co-ordinated approach to care. The implementation of these teams
avoids fragmentation of care and reduces duplication of effort for patients
and staff. Many organisations across the NHS have developed and imple-
mented these teams with evidence of excellent outcomes owing to better
understanding of roles and functions, implementation of single assessment
process and joint records, flexible referral processes, encouragement of inno-
vation and shared ownership of care, and despite some tensions between
universal access to health and eligibility to social care, preventative care has
been delivered.

The implementation of individual budgets and direct payments in health
is currently under debate but these budget processes have been available in
social care for sometime. Direct payments uptake in social care has been not as
effective in some areas as expected, but where it has been utilised the impact
on choice and independence is highly valued by the clients. Barnsley PCT
and Adult Social Service have developed a vision for adult health, independ-
ence and well-being in their strategy ‘Every Adult Matters’, which allows the
provision of care and support for individuals based on self-assessment, self-
management and choice through individual budgets [16].

Numerous other organisations have developed their case management mod-
els, producing long-term condition strategies and teams including community
matrons and other case management roles. All the models clearly focus, in the
first instance, on identifying appropriate services and supports for patients
who are high users of services. Implementation appears to be most successful
in those areas where planning for the process is robust and has included proc-
esses for engagement across health and social care, including acute and primary
care medics. Other key impacts on success have been clear role definition, good
infrastructure including 24-hr access to community nursing and robust inter-
mediate care services, multidisciplinary team working and good social care
links/integration.
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In Cornwall and the Isles of Scilly, first-quarter EPIC (Elderly Care Project in
Cornwall) report [17] clearly outlines the process through which the service has
been developed and the impact the service has had on specific patients. Even at
this early stage it is clear that outcomes for patients are positive with a number
of prevented admissions and much improved patient satisfaction. Greater
Manchester PCT reported to their board on their plans for the implementation
of active case management based on the chronic disease management models
and care pyramid. The organisation had clearly reviewed the processes it will
need to implement a locally responsive service for proactive case management.
A number of SHAs produced frameworks and strategies for long-term condi-
tions. Essex published [18] a framework and service directory that while proffer-
ing advice did not specify a service model for PCTs to implement. It did require
each organisation to produce an implementation plan, including a workforce
development plan for roll out.

Warrington PCT has developed for clients with learning disabilities, who are
likely to be at a higher risk of long-term health problems, a service based on
an anticipatory care calendar. The programme utilises care management skills
to proactively plan and deliver care to this client group. The planning enables
appropriate screening and general health reviews to be completed effectively
and in a planned way, which, in turn, enables improvements in care for this dif-
ficult to manage client group.

Team Haringey is delivering a model of care in partnership with Pfizer [19].
The project was developed as part of a transformational change programme and
was completed as part of a wider project to reform local services for patients
with long-term conditions. The programme utilises a decision support package
and involves initial assessment of patients by telephone, which was followed up
with interventions provided via case manager practitioners (nurses).

East Lincolnshire PCT developed and delivered a model of case management
for patients with chronic obstructive airways disease [20]. The model enables
management across the pathway of care. The model aims to improve care in a
high-priority area of the PCT. In this model, a specialist team has been integrated
with generalist teams to enable holistic care delivery. The model enables qual-
ity services that are safe and effective. The programme was able to report a 23%
reduction in chronic obestructive pulmonary disease (COPD) admissions and
enabled improved management of acute exacerbations within the community. It
is hoped that this service will deliver a 50% reduction in hospital admissions.

Joint NHS and social care

A number of organisations have developed integration models of care delivery
for adults or children. Knowsley PCT, in partnership with Knowsley Metropolitan
Borough Council that had already integrated many of their key roles and func-
tions, produced a joint long-term conditions strategy in October 2005 [21]. It
clearly outlined their intentions regarding how they would commission service
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delivery based on the chronic care model. This strategy outlines the plans for
service delivery across all levels of the care pyramid, from prevention to case
management.

The development of joint/integrated care services for patients with long-term
and chronic conditions is obviously a major step forward and the DH has been
supporting a number of pilots in organisations around the United Kingdom [22].
These local authorities and PCTs have already commenced a process of integra-
tion to enable a more logical approach to service delivery, reducing transfers
and hand offs and of course sharing responsibility for ensuring ongoing inde-
pendence. There is evidence that targeting support for these individuals can
deliver improved cost effectiveness of care and improve health outcomes and
independence. The targeted support is described as follows:

® Putting the individuals’ needs at the centre of service provision by promot-
ing long-term independence, improving quality of life, ensuring clinical and
cost effectiveness and addressing equality and diversity issues;

* Supporting the user with improved co-ordination of care (collaboration
across health, social care and housing);

* Using assistive technologies.

The requirement in this model is for all systems to be integrated, that is joint
needs assessment, commissioning and planning, performance management and
delivery by joint teams, supported by integrated information technology and
records. It is expected that these integrated services will deliver care focused on
people rather than place of care, empowerment of patients, robust management
of risk and sustainable development.

A number of other approaches to case management have also been imple-
mented. In Croydon PCT [23], two virtual wards of 100 patients have been
developed. This service is based within primary care and is linked directly to
general practices but is organised like a hospital ward; its structure and support
includes a ward clerk type post as central link to communicate across the pro-
fessionals and carers who are delivering care to the patients. Norfolk has taken
an approach based on prevention rather than cure. In their approach patients
who are at risk of becoming high-intensity users are targeted using telephone
coaching and support to improve their abilities to self-manage. The approach in
Norfolk is delivered via the Norfolk Health Line, which provides patients with
the ability and confidence to share the decision making relating for their care.
The model aims to provide direct advice available by telephone to facilitate self-
care and knowledge of their disease.

Intensive case management model in Greater Peterborough Primary Care
Trust Partnership delivered targeted interventions for patients who fitted a
discrete set of criteria: aged over 75 years, three or more admissions in last six
months, three or more conditions and five or more medications. The programme
delivered intensive case management (health care) and care management (social
care) in partnership across health and social care. The model was successful in
reducing emergency admissions.
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Data for case management

The identification of very high intensity users for proactive case management
has, as outlined earlier, proved slightly difficult and many case management serv-
ices have struggled to do so effectively. Although all patients with a long-term
condition are appropriate for some form of proactive case management based
on the long-term conditions models of care outlined earlier, it is clear that those
patients who are the highest users of health and social care services are the focus
for DH policy as it is only through reduction of emergency admissions in this
group that the Public Service Agreement (PSA) targets will be achieved.

The NHS has through a project commissioned by the DH from the King’s
Fund and its collaborators [24] developed a predictive risk algorithm using a
broad range of data to identify appropriate patients. The ongoing attempts to
identify patients have led to the development of a tool to predict the patients
who will require emergency care, and the tool appears to do this effectively.
The tool developed identifies patients across a continuum of risk in line with
the long-term conditions pyramid and this information can then be utilised to
target interventions that are appropriate to the need. The project was developed
based on the information from two PCTs with 560,000 patients, which included
Hospital Episode Statistics (HES) data and inpatient (IP), outpatient (OP), acci-
dent and emergency (A&E) and general practice (GP) electronic records. This
tool appears to have a high degree of accuracy in relation to identification of
patients at risk of future emergency admission but who have not previously
been admitted. Early versions of the tool appeared to predict those at risk of
readmission. The model indicates that if organisations were to provide robust
interventions for 250 high-risk patents at a cost of approximately £500.00 per
patient, there would be a potential saving of £92,920.00 on reduced hospitals
admissions. Some organisations across the NHS have utilised a variety of mod-
els of prediction to identify patients for case management caseloads, including
supplementing predictive data models with supporting knowledge of patients
via professionals who are currently involved in their care.

Evaluation

All the models outlined aim to deliver improvements in patient outcomes,
including a reduction in acute care usage, and all are based on some form of
identification of high-risk patients and co-ordination of care. The models across
the different countries are broadly similar in aim though slightly different in
delivery in line with the healthcare system in which they are being delivered.
The most effective case management models appear to be those that are appro-
priately planned, linked to other services and supported by clinicians. It is also
clear from this discussion that there are a number of possible models that can
be used. These models of care management can and are very effective, but they
are not a panacea. The implementation of care models must reflect the needs of
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specific populations, they must be flexible and, to be fully effective, they must
be focused on an appropriately identified caseload. In all the evaluations of case
management models, a key to success has been the ability to identify the appro-
priate patient caseload, which has proved difficult in many areas. Even in the
United Healthcare (Evercare) pilot areas, it is clear that information needed to
identify these patients was a difficult to find, as the NHS was seen to have poor
information systems. Within the NHS a number of information systems have
been developed to identify appropriate patients and although these are being
used across organisations and are subject to ongoing review, none of them are
seen as fully successful in identifying appropriate patients. In the most effective
programmes, a mix of IT-based and clinically influenced patient identification
system are being utilised. The development improved information systems in
PCTs to support commissioning and of course the practice based commission-
ing (PBC) consortia would potentially offer an opportunity to identify an appro-
priate patient caseload.

Within the evaluations other keys to success are the competence of the practi-
tioners, the presence of excellent supportive functions (social care, diagnostics),
support and links to primary care, medical support to practitioners and access
to multidisciplinary teams. The competence of practitioners enables early iden-
tification of changes in condition, recognition of risks and their management,
which will ensure the safety of patients. The ability of practitioners involved to
deliver advanced clinical skills in examination and diagnostics is important to
ensure that patients are appropriately and safely managed.

If practitioners are to be effective, they must be able to develop good working
relationships across health and social care at all levels as they need to develop
and maintain the confidence of, particularly, medical colleagues to ensure trust
in their assessments and decision making. The level of confidence practitioners
have in their knowledge base will affect their ability to communicate with medi-
cal colleagues in acute and primary care and will also affect the confidence of
patients and carers. The support to case management practitioners by medical
colleagues either during education and training or in the ongoing delivery of
care to support competency review is fundamental as it provides a high level of
credibility.

In the development of case management, organisations need to ensure that
practitioners can access appropriate diagnostics, as often a reason for admis-
sion can be lack of access to diagnostics. The same is true for access to inter-
mediate care or step up beds for planned admission to manage care problems
that are medically stable and do not require acute care. It also appears to be
very important that during the development of the model of care appropriate
stakeholders are included in the discussions and planning. Clinical engage-
ment is therefore fundamental as without this the support and credibility will
not be in place.

Patient- and carer-reported outcomes in relation to case management are
very positive. Patients feel that having a practitioner with whom they can
develop a relationship and who they can trust to provide the communication
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between acute and other care provider are seen as being very effective. The
co-ordination role between care providers and families or personal carers is
also seen as a highly effective function. In general term, patients report feel-
ing more confident in their care, having a better understanding of and compli-
ance with medication and feeling better supported. In balance of the patient
views, it is understood that any service that provides specific focused care to a
patient will impact positively as the positive feedback from the patient may be
linked to this.

The evaluations completed and reported did not necessarily deliver the level
of acute admission savings expected in all areas. But they did provide evidence
of improved outcomes for patients:

e Reduced medication-related issues;

¢ Reduced length of stay following admission;

¢ Increased planned admissions;

¢ Reduced general practitioners” home visits and out of hours call outs;

* Increased patient confidence in management of care and self-management;
¢ Increased carer support.

Although this evaluation did not prove delivery on all expectations, it did
provide evidence of improved outcomes for both patients and carers. As
mentioned earlier in this discussion, it is important that plans for manage-
ment of chronic conditions deal with delivery of care across all the levels of
need not just the top of the pyramid of care. The development of strategic
commissioning plans within PCTs will probably include the services at all
levels of the chronic disease model, including prevention and the promotion
of screening, early diagnosis and self-care/behavioural change. Ongoing
evaluation of all service provisions is a requirement of new commissioning
processes and this must be a requirement for all care management-based
services to ensure continued effectiveness and development of improved
models of care.

Conclusion

The development of models of case management is at the heart of the modern-
isation of the NHS and it is clear that case management models offer a huge
opportunity to improve outcomes for patients. Models of case management
have been proved to be effective internationally and partially effective within
the NHS. As case management services develop and the NHS continues on its
progress towards modernisation, case management will probably be one of the
fundamental tools in improving patient outcomes and access to services. The
delivery of high-quality care to patients with long-term conditions does not
have one service model answer, there needs to be a clear assessment of needs
and modelling of services must be based on those needs.
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Chapter 3
Competencies for Managing
Long-Term Conditions

Introduction

All professional regulators clearly outline the knowledge skills and expertise
they expect the members of the profession to have on entry into the profession.
These skills and expertise form the educational outcomes that are then devel-
oped to underpin training. These processes provide the bedrock on which the
professionals are then further developed to be ‘fit for purpose’, that is to enable
to develop the increasingly complex skills required by the care delivery models.
However, the skills professionals develop within basic training are in the main
baseline and generalist in approach, and do not always provide the advanced
or specific skills required for specialist areas or advance level interventions. It is
well recognised that timely and appropriate intervention from an appropriately
skilled workforce can and will ensure effective care, quality and safety and of
course improved outcomes and patient satisfaction.

The dictionary definition of competent is ‘adequate, sufficiently able, properly
qualified’, it is therefore clear that being competent is fundamental for a profes-
sional to deliver care.

The World Health Organisation [1] defines competence as follows:

Competence requires knowledge, appropriate attitudes and observable mech-
anical or intellectual skills which together account for the ability to deliver a
professional service.

Eraut [2] defines competence as socially defined or individually situated compe-
tence. He suggests that socially defined competence is that which is applied at
any stage of the career and is the expectation to perform at an expected stand-
ard. Whereas individually situated competency relates to what he describes as
‘criterion-referenced effective and superior performance’.

Competence therefore could be seen as follows:

* Knowledge and understanding;
e Skills (cognitive/technical / psychomotor/interpersonal);
* Personal attributes.

The Royal College of Nursing (RCN) [3] clearly outlines a view of competency
as being evidence that a nurse possesses the skills and abilities required to work
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in a safe and effective professional way that is in line with the law. The RCN
utilises in its definitions of competence the guidance from the Department of
Health (DH) [4] in relation to the levels of nursing practice and is clear that evi-
dence is required of competency achievement and maintenance.

Therefore, to provide safe and effective care, the staff delivering care must
hold appropriate levels of knowledge, skills, expertise and personal attributes
that enable them to be competent. Within the care environments and particularly
in the National Health Service (NHS), the issue of ensuring staff are employed
with appropriate abilities for their roles and functions, and that they continue
to maintain these, is seen as essential for the delivery of effective care. All roles
within the NHS are designed with job descriptions and person specifications
and are expected to be underpinned by a process known as the Knowledge and
Skills Framework (KSF) [5].

The KSF outlines in six main domains and a number of specific domains the
skills and knowledge required within a job role. The KSF is classified into a
foundation outline (skills and knowledge expected in a new post holder) and
a full outline (skills and knowledge expected in a professional fully function-
ing within the post). Unfortunately, the KSF does not provide any formal basis
against which an educational programme or learning outcomes can be devel-
oped. However, the set of competencies outlined for a role would provide
sufficient information and guidance to allow the development of ‘learning
outcomes’ on which programmes for educational training or ongoing develop-
ment can be prepared. The need to ensure competencies are defined and met is
clearly recognised and many authors and investigations into care failures in the
NHS have articulated this need [5-7].

Development of the competency framework

All educational programmes within the professions are now developed from the
standards of practice and competencies outlined and agreed by the appropriate
professional regulators. The NHS has developed a structured set of competen-
cies as part of an educational framework [8] for staff working with patients with
long-term conditions. The educational framework clearly defines the competen-
cies that are required by the staff to support patients with these conditions. The
framework ‘Caring for people with long-term conditions: an education frame-
work for community matrons and case managers’ was published in 2006 [9] and
provided an outline of the case management competencies and an educational
framework to facilitate the development and maintenance of these competen-
cies. The NHS Modernisation Agency and Skills for Health [10] had in 2005
outlined the knowledge and skills for professionals responsible for the care of
people with long-term conditions, and this work was utilised to underpin the
development of the educational framework. A broad range of clinicians, edu-
cationalists, patient representatives, senior managers and policymakers were
involved in the development of the framework. The educational framework is
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aimed at enabling competency development in all staff working with patients
with long-term conditions. In this framework, staff are outlined as case man-
agers, who could be a nurse, social worker or allied health professional or a
community matron, who is seen as a nursing role with the advanced practice
requirements set by the Nursing Midwifery Council [10]. All roles are expected
to function within an appropriate professional regulatory framework. The com-
petency framework for case management fits with the ongoing development
of competencies across the workforce, which is being supported through the
National Workforce Projects and Skills for Health.

The National Workforce Projects have themselves released a framework of
competencies for workforce planners within the NHS to assist in its strategic
workforce planning [11].

The competency framework for case management describes competencies
within nine domains, including an Advanced Clinical Nursing Practice domain,
relating to community matron-type roles, and eight domains for case managers
who do not provide these advanced nursing interventions. The domains within
the framework are outlined in Table 3.1 (based on information in Ref. [9]) Within
each domain there are further explanations for each subset within the specific
competence.

The competency framework can and has in many organisations been used to
recruit appropriately skilled staff. The tools can also be used in the assessment
of the existing staffs’ levels of knowledge and skills, providing an analysis of the
educational and training needs. The competencies are also seen as a tool with
which ongoing assessment of performance can be enabled; workforce needs can
be identified and planned for through commissioning of education to re-skill or
up-skill staff.

The framework has also been useful for higher educational institutions in the
development of educational programmes for training staff or providers of care
so that they are fully capable of delivering care and are seen as ‘fit for purpose’.
Although the competencies are seen as important for effective management of
patients, they alone cannot deliver effective practice. There must be high-quality
leadership within organisations and services to support staff in both service deliv-
ery and ongoing maintenance of their competency levels.

Table 3.1 Domains of Competency [8]

Domain A Advanced clinical nursing practice

Domain B Leading complex care co-ordination

Domain C Proactively manage complex long-term conditions

Domain D Managing cognitive impairment and mental well-being

Domain E Supporting self-care, self-management and enabling independence
Domain F Professional practice and leadership

Domain G Identifying high-risk patients, promoting health and preventing ill health
Domain H Managing care at the end of life

Domain I Interagency and partnership working
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The framework was developed from the evidence from pilot educational
programmes for community matrons and case managers. The domains in the
document are provided with indicative learning outcomes and the whole proc-
ess is underpinned by some key principles without which the framework would
not be successful. The principles include recognising prior learning, interprofes-
sional learning, mentorship and coaching, assessment of competences, clinical
supervision and continuing professional development. The ability to develop
the framework in this way has added greatly to both its credibility and its
effectiveness.

What the competencies are expected to deliver

The implementation of any new service in any area of care requires clear service
aims and processes to ensure safe and effective delivery, case management is no
different. The framework has assisted the development of services and enabled
confidence in the professionals delivering the new services. The case manage-
ment service model requires that staff to develop their abilities to support the
transfer of responsibility from professionals to public in relation to self-care and
monitoring. For staff to work in this way with any level of confidence, a sup-
portive infrastructure including high levels of staff competency is required. If
staff are confident and competent, they can work in an effective and safe way,
thereby delivering high-quality care that meets the expectation of patients. The
framework of competencies clearly outlines the skill set staff will use to facilitate
this and all areas of intervention and support.

To accomplish the expected level of development in services, dramatic
improvement is require in skills and competency. Although staff employed in
current roles may have many skills and competencies, these are seen as requir-
ing consolidation and expansion to enable safe service delivery. The competen-
cies have been very effective and useful in service and staff development, but
some of the professionals involved in managing patients with long-term needs
feel the national focus has been overly biased to the higher level nursing skills.
Despite this view, it is clear that in all of the other domains competencies are
clearly transferable.

The competencies: what are they?

It is important at this stage to reflect in some detail on the competencies that
have been developed for case managers and community matrons as the expec-
tation is that a member of staff holding these competencies will deliver better
outcomes for the patient. As explained earlier, each of the competencies has a
number of subsets that allow learning outcomes and assessment of achieve-
ment and maintenance of competence to be completed. The subsets also allow
staff to focus on their development needs in each domain as they may be able
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to evidence attainment in some area but not in the whole domain, which is to be
expected as new staff commence in post.

Domain A: advanced clinical nursing practice

The clinical nursing skills are seen as those that will be utilised in active manage-
ment of disease, particularly in relation to early recognition and management of
deterioration in chronic conditions. These clinical skills, including prescribing,
are fundamental in prevention of acute and emergency referral; the prevention
of frequent emergency admissions is seen as a positive outcome for the patient.
It is recognised that in some disease groups other professionals will also have
many of the skills to recognise changes in disease patterns, particularly in rela-
tion to occupational therapy for rheumatoid disease and physiotherapy for some
respiratory and vascular diseases. But in the main it is believed that the profes-
sionals with the highest capacity to deliver across all disease groups would be
nurses, and this ability is advanced by the ability of the professionals to prescribe
independently. Some allied health professionals can prescribe under supplemen-
tary prescribing arrangements, but currently only nurses and pharmacists can
prescribe independently. Pharmacist can also prescribe independently but tend
by experience to focus on single disease groups, though it is in no way beyond
their skills to work across wider disease groups. Pharmacist may require extra
clinical skills training as it is not routinely provided to the practitioners.

Within advanced nursing practice domain, the sub-competencies are as follows:

e Advanced clinical assessment skills;

* Advanced ability to assess and appropriately manage risk;

¢ Advanced ability to use information for undertaking assessments, clinical
decision making and diagnosis;

* In-depth knowledge and understanding of the presentation, progression,
pathophysiology and prognosis of common long-term conditions;

* In-depth knowledge and understanding of therapeutic interventions,
including relevant pharmacology and medicines management;

e Advanced communication and interpersonal skills;

* In-depth knowledge of and ability to apply relevant legislation and full
understanding of the ethical issues in caring for people with long-term
conditions;

* Sophisticated application of holistic person-centred approaches to care.

The DH [10] outlines the advanced practitioner role and function and only those
with who have achieved this level of competence are allowed to call themselves
an advanced practitioner. The activities and abilities this advanced nursing
practice competency allows are as follows:

e Ability to take a comprehensive history;
* Ability to carry out physical examinations;



48 Case Management of Long-Term Conditions

¢ Ability to utilise expert knowledge and clinical judgement to identify a
possible diagnosis;

¢ Confidence and ability to refer for investigation as appropriate;

¢ Ability to utilise all information to make a final diagnosis;

¢ Ability to make an informed clinical decision, decide and carry out
appropriate treatment, including prescribing and referral to appropriate
specialists;

e Ability to utilise extensive clinical expertise to plan and provide skilled and
competent health and social care in partnership with other members of the
healthcare team as appropriate;

* Ability to use expertise to ensure continuity of care through follow-up and
review;

¢ Ability to utilise skills to review and evaluate the effectiveness of care and
treatment with patients making amendments as appropriate;

* Capability and confidence to work independently, and also as part of a
team;

* Experience and knowledge to act in a leadership role;

e Capability to ensure that all care delivered is based on best practice.

Currently, none of the other professional regulatory bodies have published any-
thing similar in relation to advanced clinical practice definitions.

These purely clinical based competencies are those required within a commu-
nity matron role and focus on the advanced clinical skills required to understand
how disease progresses and its effect on the human body, what is normal and
what is abnormal. These skills enable a practitioner to examine appropriately
the systems in the body and utilise appropriate information to reach a diagnosis
or clinical decision, and accordingly implement a care programme/treatment
including pharmacological interventions. Once the treatment decision is made,
a level of knowledge and understanding is required to review the decision and
make changes. These types of competencies were for many years the domain of
the medical profession and the development of these skills does require appro-
priate training and assessment to assure effective care and patient safety. These
competencies will require clinical examination and diagnostic skills training and
assessment underpinned by specific disease based knowledge and understand-
ing and a through knowledge of therapeutic communication.

Subsets: advanced clinical assessment skills

This competence requires the practitioner to hold skills to assess, diagnose, pre-
scribe and treat the patient. These skills are seen as those that enable assessment
of clinical condition.

The subsets for this area are outlined in Table 3.2.

The other domains provided in the competency framework are applicable to
all professionals working with those with long-term conditions. Each general
domain and its possible impact on patient care and development processes is
now outlined.
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Table 3.2 Advanced Nursing Practice Subset Definitions of Ability

Subset

Definitions of ability

CMA1

CMA2

CMA3

CMA4

CMAS5

CMAG6

CMA7

CMPSL10

The first of these requires the practitioner to be competent to obtain

a medical history by completing a comprehensive data and information
collection regarding history and examination. The practitioner will then
be expected to interpret the findings and plan a programme of ongoing
care in accordance to needs.

This competence relates to the ability of the practitioner to assess and
determine appropriately and effectively the functional ability and
capacity of the patient and to make informed decisions on the processes
of care required to ensure the management of these abilities.

This competence relates to the ability of the practitioner to assess a
patient with a chronic condition who presents with an altered health
status. This will include making a diagnosis and managing the patient
appropriately either personally or by referral to another practitioner.
Competency is heavily reliant on the ability of the practitioner to
examine the patient, analyse and interpret the findings and complete
a risk assessment of the management options.

This competence relates directly to the ability of a practitioner to assess,
implement and monitor the care of a patient and their carers, ensuring
ongoing effectiveness. The practitioner is expected to be able to use

the competency to ensure agreement with patient and carers regarding
ongoing care planning, including agreeing on nature of care and
preparation for end-of-life care if appropriate.

This competency requires that the practitioner is able to support the
patients and carer to make choices in relation to patient care, working
closely to assess needs and preferences and enabling, where possible,
these to be delivered.

This competence relates directly to medication management; medication
issues are a high-risk area for patients with chronic diseases. It relates to
the ability of the practitioner to understand and assess the medication
patients are prescribed, and the patients’ level of understanding and
concordance with their medication. Monitoring of effectiveness and any
side effects of medication is highly important.

This competence is focused on the practice of prescribing medication to
ensure the appropriate management of the patients’ condition, and the
practitioner must also be mindful of the Nursing and Midwifery Council
Standards of Prescribing within this competency area.

This competence relates to the practitioner holding and being able to
utilise skills and knowledge to verify an expected death in line with
local policies.

Domain B: leading complex care co-ordination

This domain focuses on that important area of care management which
Americans call Care Orchestration — the ability in the practitioner to keep an
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overview of all care. The co-ordination function is fundamental to preventing
many of the problems that occur for patients and their carers. Care co-ordination
ensures effective levels of communication across the team involved in care
and ensures that at all times the understanding of the patient’s condition and
management are clear.

One of the main problems for patients with long-term conditions is commu-
nication between primary and acute care. Despite sterling efforts, often com-
munication delays cause major difficulties for patients in relation to repeat
prescribing or other treatment plans. Poor communication particularly in rela-
tion to medication is a principal reason for readmission in many cases. The other
area of poor communication that leads to problems for these patients relates to
discharge from acute care. The provision of a safe and effective discharge from
acute care requires excellent communication and also is assisted greatly by
a 'key worker” who ensures all service can commence within an appropriate
timescale and enables the patient to return home with confidence.

The ability of a case manager to manage and procure care for a patient with
complex needs is also key to success as it is often only with excellent procure-
ment and co-ordination that a level of independence can be maintained for
some patients. A patient with complex needs will often be receiving care from
a number of agencies and professional groups and the ability to ensure that this
care is delivered effectively, and also in a resource appropriate way, can be a
high wire act for the case manager; conflicting needs and expectations can cause
problems for all involved.

The ability to act to protect patients at risk of abuse is also of key importance,
as are excellent communication skills that enable the practitioner to develop a
good therapeutic relationship with the patient and carers. The most effective case
manager has a broad understanding of the services available within their area
and knows how to access these effectively for the benefit of patients. They utilise
statutory and third-sector services appropriately and ensure that those providing
care and support are fully aware of the patient’s needs and any changes in them.

The key areas to ensure these deliverables within this domain are as follows:

* Advanced ability to use and manage knowledge;

* In-depth knowledge and understanding of the health and well-being issues
of people with long-term conditions;

¢ In-depth knowledge and understanding of and ability to manage interdisci-
plinary and team-based approaches to care;

* Knowledge and understanding of government policy and guidance on
long-term conditions;

* Knowledge and understanding of service and resource procurement and
management;

e Skills of identifying and protecting those at risk (particularly in relation to
adult abuse), and caring for and supporting those individuals who have
suffered abuse;

e Advanced communication and interpersonal skills;
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* Sophisticated application of holistic person-centred approaches to care;

¢ In-depth knowledge of and ability to apply relevant legislation and full
understanding of the ethical issues involved in caring for people with
long-term conditions.

The subsets of this competency are defined in Table 3.3.

Table 3.3 Leading Complex Care Co-ordination Subset — Definitions of Ability

Subset

Definitions of ability

CMB1

CMB2

CMB3

CMB4

CMB5

CMB6

CMB7

CMBS8

This competency relates to the ability of a practitioner to plan,
implement, monitor and review care plans and to ensure that care
plans are personalised to the individual patient and carers needs and
preferences. This will require an ability to identify when the care needs
to be reviewed and changed and agree on this with the patient and
carer.

This competency relates to the ability of the practitioner to co-ordinate
and review care across agencies and organisations and teams. The
teams involved in care may be from a broad range of professional or
nonprofessional backgrounds and may be well established or newly
developed in response to the needs of the patient.

This competence relates directly to patient safety. The practitioner must
be able to robustly risk assess all care planning and decisions made

to ensure that the patient is safe while supporting them to maintain
independence.

This competency relates directly to the ability of a practitioner to
communicate in a variety of ways as appropriate to the patient needs
and to maintain appropriate records, including ensuring appropriate
sharing of records.

This competence relates to the ability of the practitioner to identify the
needs and preference of a patient and present these appropriately to
ensure their wishes and preference are known, understood and acted
upon.

This competence relates to the ability of the practitioner to procure
and access services to meet the needs of the patient. It is important in
this competency for the practitioner to identify the requirements of the
patient and then accordingly identify and contact for the appropriate
services.

This competency relates to the ability of a practitioner to utilise
resources appropriately to both the needs of patients and the availability
of those resources, while being mindful of the need to monitor the use of
resources.

This competence relates to the need for the practitioner to recognise
and act upon any evidence of danger, harm or abuse to an individual.
This competency needs to be viewed in line with local safeguarding
vulnerable adults and children procedures.
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Domain C: proactively manage complex
long-term conditions

The next key domain relates to abilities to actually proactively manage complex
long-term conditions. The key areas are as follows:

* Knowledge and understanding of the impact of socio-economic and per-
sonal circumstances on people with long-term conditions;

¢ In-depth knowledge and understanding of the impact of lifestyle choices on
long-term conditions;

¢ Skills in managing clinical events, including risk assessment and appropri-
ate management of risk;

¢ Advanced skills in managing and facilitating patients and carer education;

¢ In-depth knowledge and understanding of and ability to manage interpro-
fessional and interagency working;

* In-depth knowledge and understanding of and ability to support the care of
individuals in the home environment.

These skills and competencies are clearly aimed at ensuring the effective ongo-
ing assessment and management of chronic conditions and their impacts on
patients. The ability to support patients in understanding and managing their
own conditions is fundamental to the maintenance of independence and choice
for these patients and their carers. These skills will ensure that the case manager
is able to plan or at least assess the trajectory of the patient’s disease and under-
stand what, if any, further complications and problems may occur next. These
skills will also enable the case manager to recognise what can and should be
delivered within a home environment, how the safety of this care can be assured
and how to minimise and manage any potential risks. The type of issues that
could be managed by these skills is the presence of oxygen in a house with fires
or smokers.
Table 3.4 outlines the key areas of competence within the subsets.

Domain D: managing cognitive impairment and
mental well-being

Patients with long-term conditions are more likely to suffer from depression and
anxiety than the ‘healthy population” and as many of these patients are in the
older age groups, they are also more likely to develop problems with cognitive
impairment. Mental well-being is a highly important but not well-managed issue
in general terms, therefore, all case managers will need to develop very early the
ability to assess the mental well-being and cognitive abilities. The latter is partic-
ularly relevant in relation to choice and consent to care and treatment processes,
as is a clear understanding of the ethical and legal issues relating to long-term
care and mental capacity. For many professionals, this is the most difficult and
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Proactively Manage Complex Long Term Conditions Subset — Definitions of

Subset

Definition of ability

CMC1

CMC2

CMC3

CMC4

CMC5

CMCe6

This competency relates to the practitioners” ability to develop practices that
enable choice, well-being and protection, including planning, monitoring and
reviewing care plans.

This competency relates to assessment skills utilised by the practitioner either
initially on admission to the caseload or as a follow-up, which will lead to a
care plan that is agreed by the patient and carer. This care plan may relate to
particular actions relating to behaviour change required by the patient.

This competence relates to the ability of the practitioner to support and
empower the patient to make choices in relation to their health and well-
being. This competency is supported through the newly published NHS
Constitution [11] in relation to promoting the rights and responsibilities of
individuals to make decisions for themselves as appropriate, supported by
professionals in this process.

This competency relates to the ability of the practitioner to identify the needs
and to enable and support the patients to live independently within their
home, including the identification of appropriate changes to the environment.

This competency relates to building partnerships with patients, carers

and team members, being mindful at all time of the role everyone plays in
enabling and supporting the patients. The practitioner should be able to
identify the roles required to enable the delivery of the care plan and then
ensure delivery of those roles to improve the health and social outcomes for
the patient.

This competency relates directly to the management of the care team,
ensuring safety and security.

challenging area of skills development as knowledge relating to mental health is
often seen as a specialist skill; despite this, many case managers have developed
these skills effectively.

The competency subsets are as follows:

* Knowledge and understanding of sources of information on mental health
and related services;

e Skills in the assessment of mental health needs, including risk assessment;

* Knowledge and understanding of physical, behavioural, emotional and
psychological indications of mental health needs;

e Knowledge and understanding of counselling and psychological support
methods;

e Skills in interpreting responses to long-term conditions including recogni-
tion of the signs of depression;

¢ In-depth knowledge and understanding of diversity, discrimination and
stigmatisation;
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¢ Knowledge and understanding of therapeutic interventions;
¢ Advanced communication and interpersonal skills.

Table 3.5 outlines the key areas of competence within the subsets.

Table 3.5 Managing Cognitive Impairment and Mental Wellbeing Subset — Definitions
of Ability

Subset Definition of ability

CMD1 This competency relates directly to the skills required for the initial
identification of mental health needs. The practitioner is required to
identify and act on evidence of mental health needs.

CMD2 This competency relates to the ability of practitioners to refer into
mental health services in a timely and appropriate way.

CMD3 This competency relates to the need for practitioners to contribute to
the assessment, planning, evaluation and review of individualised
programmes of care for individuals. This would include utilisation
of a broad range of assessment and review tools as appropriate to
the patient needs.

CMD4 This competency relates to the practitioners ability to implement
specific parts of a programme of care as part of a wider team
working with a co-ordinated team approach in a way that has been
agreed with the patient.

CMD5 This competency relates to the ability of a practitioner to identify
and provide or refer for psychological support for the patient or
carers as required. This competency requires the development of a
co-ordinated response to the needs of patients and carers within and
across teams.

CMDe6 This competency relates to the practitioners ability to develop and
enable carers and all other support networks to care or support an
individual to maintain independence and live in their own home.
These networks could include a wide variety of persons including
family, friends and religious leaders.

CMD7 This competence relates directly to how a practitioner will support
and empower patients and their carers to represent their views and
organise their own care through direct payments etc.

CMDS8 This competency relates to how the practitioner enables and
encourages patients to maintain involvement in social and other
networks and activities that will improve independence and social
well-being.

CMD9 This competency relates to the processes and skills the practitioner
utilises to ensure that patients with long-term conditions are treated
in an equitable and fair way and are included within mainstream
cultural and other activities. This competency links directly to both
health inequalities in relation to service access and to equality and
diversity legislation.
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Domain E: supporting self-care, self-management
and enabling independence

Throughout all chronic disease intervention models self-care and independence
are key principles. All recent NHS policy drivers clearly outline the expectation
that services will focus on enabling patients’ to be empowered to self-care, imple-
ment behavioural change to improve their health and make informed choices
about their care. The NHS Constitution [12] reinforces this by describing for
the public what they can expect from the NHS and what the NHS can expect in
return. Working with the public to develop their capacity and capability to man-
age their own health either in relation to lifestyles and behaviours or in relation
to minor and chronic disease is extremely challenging. The NHS since its incep-
tion has told the public that ‘if you are ill we will look after you’ and while that
remains the case, we know from public health data that the lifestyle behaviours
of many people are having significant long-term impacts on their health.

The ability to work with patients and their carers and to identify their lev-
els of understanding and the information they need and want in a way that
is understandable and acceptable is an essential skill in all areas of health. In
relation to prevention of disease from a population perspective, it is clear that
multiple methods of information and education are needed. Once patients are
diagnosed with a long-term condition, a whole new set of challenges develop.
Dependent on a number of factors, responses to the news of their diagnosis and
their ongoing ability to understand and self-manage their disease will range
from almost none engagement to easy acceptance and concordance with advice
and of course all points in between. The ability to understand your long-term
condition is fundamental to your ability to cope with its impact and have an
element of control. Some patients are more able than others in this regard, but
as the amount of time a patient spends with a professional carer is probably less
than 3 hours in a year, they need to understand at least at some level their dis-
ease. It is clearly reported by patients that the more they understand, the more
in control and the better they feel, and it should be noted that patients almost
always know themselves best.

Supporting self-care is also about promoting and enabling independence.
For some years, the number of patients admitted to long-term care has been on
the rise. This is obviously not acceptable as with appropriate support some of
these patients, if it is their wish, could be maintained in their own home. Local
authorities in partnership with the NHS have been given challenging targets
to increase the number of patients living in a supported way at home through
the use of telemedicine and support. To make these support processes work,
patients and carers must trust the professionals and the equipment, and the only
way to deliver this is by ensuring that all involved understand what the support
does and how it will work in practical terms. The patients and carers also need
to understand the boundaries in which they can manage themselves to reduce
the amount of risk and to ensure appropriate responses are always provided.
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The key subsets are as follows:

Skills in partnership with patients and carers;

Knowledge, understanding and application of cognitive behavioural ther-
apy techniques;

Advanced conflict and dispute management skills;

In-depth knowledge and understanding of community resources and sup-
port networks;

Advanced skills in empowering patients and enabling self-care;

In-depth knowledge and understanding of self-advocacy;

In-depth knowledge and understanding of the impact of long-term condi-
tions on everyday life;

Knowledge and understanding of individual rights;

Advanced teaching and coaching skills;

In-depth knowledge and understanding of the impact of lifestyle choices on
long-term conditions.

Table 3.6 outlines the key areas of competence within the subsets.

Table 3.6 Supporting Self Care, Self Management and Enabling Independence Subsets —
Definitions of Ability

Subset Definition of ability

CME1  This competency relates to the need for practitioners to be skilled in assessing

the need for behavioural change and encouraging and empowering change to
promote health, improve the quality of life and reduce complications.

CME2  This competency outlines the need for the practitioner to be able to support

patients to evaluate and assess the appropriateness and effectiveness of
support structures, be they formal or informal, and to support and enable
patients to utilise these appropriately.

CME3  This competency outlines the need for the practitioner to be able to support

patients to evaluate and assess the appropriateness and effectiveness of
support structures in relation to assistive devices and technology.

CME4  This competency recognises the need for practitioner involved in care of

patients with chronic conditions to be able to support and enable patients to
undertake occupational, leisure and other everyday activities.

CME5  This competency relates to the ability of the practitioner to support patients

cope and manage the impact of their long-term health problems on their day-
to-day functioning, engaging with appropriate support structures.

CMEL11 This competency relates to the practitioner’s abilities in relation to teaching

learners, including carers and patients, to use equipment or carry out
procedures or care through demonstration or instruction.

CMEL12 This competency relates to how the practitioner will use coaching skills to

support learning for carers and patients.

CMEL13 This competence relates directly to the needs for practitioners to be effective

teachers to groups including their teams, so the competency requires the
practitioner to understand group dynamics and the impact these have on effective
learning and when group learning is an appropriate learning model to use.
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Domain F: professional practice and leadership

All professionals will have somewhere within their professional codes a require-
ment to act as a leader in a team, service or the profession and to be mindful of
the perception of their actions. Leadership in the context of case management
is very clearly a case of leading the charge in services for quality and safety, but
the role model function as the leader of a care team is also highly important.
Professional practice can be defined as acting at all times in an appropriate way,
which is in line with the appropriate professional code.

Another key principle is ensuring at all times that actions taken are within
the practitioners level of competence and also, if a duty is delegated, that the
person to which the duty is delegated is capable and competent. This area of
competence would require the practitioner to understand how they would
assess the level of competence of a team member and how they would ensure
that any lacking competency is developed through appraisal and training. This
area of competence would include the need to ensure that the practitioners
have personally received appropriate development for their role and that their
team is also appropriately trained and skilled. All registered professionals are
accountable and responsible for their actions and must ensure that their acts or
omissions never place a patient at risk and are always in the best interest of a
patient.

Professional practice and leadership competencies are essential in ensuring
governance and quality in services, and all case managers would be required
to work within appropriate governance structures and clinical guidelines.
They are also required to maintain their own skills and competencies through
continuing professional development. There is an important requirement
within this domain for the use of and support of clinical supervision for all
practitioners; clinical supervision is seen in this context as essential to support
practitioners working with highly complex patients who are often very ill and
will require extensive support. Clinical supervision will enable peer review
and support structure and probably enable practice reflection to improve
practice.

The key subsets are as follows:

¢ In-depth knowledge and understanding of professional accountability;

* In-depth knowledge and understanding of workforce development, profes-
sional development, supervision and appraisal;

e Highly developed reflective practice skills;

¢ In-depth knowledge and understanding of relevant clinical governance
issues;

* Advanced leadership skills;

* In-depth knowledge and understanding of organisational development and
change management;

* In-depth knowledge and understanding of the issues relating to personal
and professional competence.

Table 3.7 outlines the key areas of competence within the subsets.
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Table 3.7 Professional Practice and Leadership Subsets — Definitions of Ability

Subset Definition of ability

CMF1  This competency relates to the practitioners requirement to act as a clinical
lead within the care team and to ensure the continuing development of the
team, through sharing of knowledge and supervision, and of themselves,
through review of competency and recognition of areas for development.

CMEF2  This competency requires the practitioner to promote the values and principles
that enable the delivery of best practice in all care areas, including legislation
and care guidelines. This relates directly to the need to maintain knowledge
and skills and to continuously develop professionally and personally.

CMF3  This competency relates directly to the ability of the practitioners as
professionals to work within their level of competence and to ensure that
the care and processes delivered are in line with protocols and guidelines
agreed with their employers. A key area in this competency is the need for the
practitioners to recognise clearly their level of responsibility and accountability.

CMF4  This competency relates to the need for practitioners to provide leadership
within their employing organisation to lead the development of policy and
procedure to ensure effective and safe practice for patients.

CMF5  This competency relates to the need for practitioners to develop, sustain and
evaluate all areas of collaborative work, facilitating delivery and ensuring
patients are cared for appropriately.

Domain G: identifying high-risk people, promoting
health and preventing ill health

This domain provides for the skills and abilities required within the case manager
to identify appropriate very high intensity users and ways in which their health
and well-being can be promoted.

The key subsets are as follows:

¢ Skills in analysing, interpreting and presenting public health data;

* Knowledge and understanding of evaluation methodologies and associated
ethics;

¢ In-depth knowledge and understanding of social constructions of health
and illness.

These competencies relate very clearly to the ability of case managers and
their services to identify the appropriate patients to manage. But they also
include skills that enable a full understanding of the impact of long-term con-
ditions socially and from a public health perspective. The way society reacts
to those with long-term conditions affects directly how they view themselves
in the world and their ability to function as an individual. The level of chronic
disease and disability has an important impact on the community, and it is very
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Table 3.8 Identifying High Risk People, Promoting Health and Preventing Ill Health
Subsets — Definitions of Ability

Subset Definitions of ability

CMG1  This competency relates to the ability of a practitioner to work in partnership
with colleagues, including public health, to identify and analyse the health
needs of a specific population, including the potential stressors on the
population that will affect detrimentally the health and well-being of the
population. This will include health protection issues including vaccination
status and uptake.

CMG2  This competency relates to the skills used by the practitioner to communicate
the information relating to health and well-being in the population. The
information may be communicated to case find or manage the population,
thereby improving health.

CMG3  This competency relates to the sharing and presenting of information in
relation to health and well-being of the caseload to enable surveillance, health
planning, health protection and improved choice.

CMG4  This competency relates to the skills and expertise required in the practitioner
to enable them to communicate effectively with individuals, groups and
communities to promote their health and well-being.

CMGS5  This competency relates to how the practitioner will work in partnership
to protect the health and well-being of the population; this could include
prevention of infection etc.

CMG6  This competency relates to the abilities of a practitioner to improve health and
well-being of their caseload working in partnership with communities.

clear from public health data that levels of chronic disease are higher in many
deprived areas. It is also clear that the level of health inequality in an area will
directly impact on the ability of service to respond to identified need. All profes-
sionals working in health and social care are expected to support the delivery
of strong public health messages, particularly those that relate to poor health
behaviours that would impact on the prevalence of long-term conditions and of
course the progress of disease.
Table 3.8 outlines the key areas of competence within the subsets.

Domain H: end-of-life care

No matter what the process of care is, all chronic diseases will eventually owing
to either disease progression or complications and co-morbidity require end-of-
life care. The delivery of palliative care for those patients with cancer is well
established via pathways for symptom control. The main problem with those
diseases that are seen as life limiting is that it is often difficult for professionals
to admit that the time has been reached when palliation is the most appropriate
management plan.
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Table 3.9 End of Life Care Subsets — Definitions of Ability

Subset Definition of ability

CMH1 This competency relates to the requirement for the practitioner to
support in an effective and appropriate way patients and carers who
are experiencing significant life events. This could include loss or major
changes.

CMH2 This competency relates to the practitioners” ability to support
individuals through bereavement and help them manage the changes
bereavement causes.

CMH3 This competency relates to the practitioners” ability to care and support

patients and carers at the end of life, including appropriately managing
symptoms and enabling choice and preferred place of care.

Palliative care teams are now developing their skills in many chronic dis-
eases, particularly respiratory disease and heart failure, where patients can
spend a substantial part of the end of their life with difficult to manage symp-
toms such as breathlessness. It is absolutely essential that case managers are
able to recognise the changes and deterioration in conditions to ensure deliv-
ery of appropriate support and management of symptoms. It is also important
that practitioners are competent and able to provide appropriate support when
decision to manage symptoms for comfort rather than improvement is made.
This can be a difficult decision and of course discussion for patients, carers and
practitioners, but it is a discussion that needs to take place to ensure and enable
patients and their carers to make appropriate choices and plans for the care at
the end of life.

The key subsets are as follows:

* Knowledge and understanding of life stages and changes and losses associ-
ated with long-term conditions;

* Knowledge and understanding of how individuals respond to distress;

e Skills in the care of the dying and bereavement care.

Table 3.9 outlines the key areas of competence within the subsets.

Domain I: interagency and partnership working

This final domain is that in which the case manager will be collaborating,
negotiating and influencing service provision. The delivery of care to those with
long-term conditions requires robust partnerships and collaboration to enable
effective outcomes. In the provision of care to those with chronic diseases, there is
never a time when collaboration with a partner (another agency, a carer, the patient
or another professional) is not a requirement. It is essential that a case manager can
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Table 3.10 Interagency and Partnership Working Subsets — Definitions of Ability

Subset Definition of ability

CMI1 This competency outlines the skills required within the practitioners to enable
effective management of the caseload. The management of the caseload must
ensure the best possible outcomes for the patients, by ensuring that all care is
designed to promote and achieve the best possible outcomes.

CMI2 This competency applies to those practitioners who do not have line
management responsibilities but will be required to manage and evaluate
performance of teams in other agencies to ensure effective and appropriate
services to individual patients.

CMI3 This competency relates to those practitioners who will be facilitating and
enabling discharge or transfer between services and highlights the skills
required to ensure safe and effective discharge and transfer including clear
and agreed discharge planning and communication with carers and agencies.

CMI4  This competency is key for the practitioner as it outlines the skills required to
ensure the delivery of effective partnerships in the provision of care, and includes
agreements in relation to boundaries, roles and responsibilities in joint working.

evidence high levels of skills in this arena as integration across care is the only way
that provision can deliver at all the levels required to meet the patients’ needs.
The key subsets are as follows:

* In-depth knowledge and understanding of collaborative and interagency
working;

¢ Knowledge and understanding of performance review;

¢ Advanced conflict and dispute management skills;

¢ Advanced communication and interpersonal skills.

Table 3.10 outlines the key areas of competence within the subsets.

What the competencies aim to do

The competencies are clearly developed to enable patient care and ensure safety,
but they also aim to provide to practitioners a clear set of parameters against
which they can assess themselves in preparation for a case management post or
while in post for ongoing professional development.

It is clear that across the domains a number of key competencies are repeated,
communication and interpersonal skills, dispute management, negotiation, part-
nership and collaboration to name but a few. It is also clear that many of the skills
required would be present in all professionals within the workforce. The DH edu-
cational framework required that organisations utilised the tool to identify how
they would ensure that the case managers and community matrons employed
are fit for purpose and capable of delivering the required outcomes for patients.



62 Case Management of Long-Term Conditions

A number of organisations across the NHS worked with the framework to
develop educational processes to support the development of these competen-
cies in their case managers. The framework CD provides an overview of how
they completed these processes. The only absolute guidance from the depart-
ment in this area was that the advanced clinical roles (community matrons)
were probably nursing roles and that all case managers must have the ability
to study at master’s level. This latter guidance has caused some discussion and
led to slightly different levels of interpretation. In some areas, the response of
organisations has been that all staff must have a master’s level qualification or
be working towards. Some organisations have taken a more pragmatic view
and decided that if the case manager can complete successfully a programme
of level 4 education, designed to provide the education needed to cover all the
competencies within the framework, then that is sufficient preparation.

Developing educational models to develop
competencies

Cheshire and Merseyside Strategic Health Authority made the latter decision
and in collaboration with all their local higher educational institutions devel-
oped a three-module, 60-credit Post-Graduate Diploma in Managing Long-
Term Conditions. The programme modules included guidelines for clinical
and diagnostic skills, therapeutic communication and professional practice and
managing long-term conditions [13]. This programme provided to all those
staff employed in case management or community matron roles an education
process to develop the skills required. The programme was delivered using a
blended learning approach and in line with the national education framework,
which allowed for staff to use their prior learning as a starter point with which
they could assess their personal learning needs. The national framework while
providing the competencies and very detailed advice on what these competen-
cies mean in real terms for the practitioner is very clear that previous experi-
ence and experiential learning must be recognised within the process of
assessing educational and developmental needs. The key process in developing
and maintaining competencies for case managers is the use of expert men-
tors and professional networks of case managers to enable sharing of experi-
ence and expertise. The ability of practitioners to develop and maintain clinical
networks for peer support is reported anecdotally by practitioners as providing
high levels of support and assists in the development of confidence within roles
both during education and post education. Cheshire and Merseyside strategic
authority competed as part of their processes to support the implementation
of case management within their area a stock-take of the long-term conditions
workforce in December 2006 [13], which highlighted some wide differences
in workforce preparedness for case management and in preparedness of organi-
sations to implement safely and effectively case management models of care.
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Essex workforce development confederation [8] also utilised this framework,
but they decided to use the process to identify clearly the overall development
needs of their workforce rather than just those in relation to chronic diseases
and case management. The decision was made that by commissioning an inte-
grated workforce development programme they could deliver not only the
high-priority long-term conditions agenda but also workforce modernisation.
The plans for implementation of education programmes in Essex included a
high level of commitment from the medical consultants who were involved in
the assessment and support of all case managers completing the development
programme. This support was seen as essential in ensuring the credibility of the
staff and the confidence of the medics in the training.

In the Midlands, Birmingham and the Black Country, health economy worked
together to develop an educational programme for case managers. The pro-
gramme is of 1 year in length and at completion the case manager will hold a
post-graduate certificate in advanced practice. The programme has been devel-
oped like many of the others in collaboration across higher education institutions
and providers to ensure the development of staff who are fit for purpose.

Whatever the training process for case managers to develop these competencies,
an assessment of prior learning and knowledge is very important to enable the
development process to focus on the areas of the most need. Many of the staff who
enter case management roles and then undertake these programmes are already
highly skilled and experienced and it is important that training and development
is delivered to meet a development need and not just because a practitioner has
been recruited to the role. Having said this, it is clear that all those who have com-
pleted the development and educational programmes designed by organisations
have gained enormously from the experience. It is also fair to say that the delivery
of development programmes whether inhouse or via higher educational establish-
ments is reliant on excellent mentorship and clinical support. All areas that devel-
oped programmes have provided this support alongside the educational and other
support. The ability of mentors, usually medical colleagues, to support the devel-
opment particularly of clinical skills does enable a high level of credibility and con-
fidence in the staff when they complete programmes, as the process is seen to have
an appropriate level of rigour.

Those organisations that have not designed stand-alone programmes of
development have used the framework and the tools within it to assess the
competence of staff at recruitment or during personal development processes.
This assessment of knowledge and prior learning and experience has enabled
effective identification of gaps in knowledge, which have then been managed
via inhouse and other developmental programmes. The process for assess-
ment of competency must be robust as without this the credibility of the pro-
fessionals involved would be negatively affected and patient safety may be
compromised. The DH framework encourages organisations to develop robust
governance processes for both recruitment and staff review as this is seen as
the most effective way of ensuring safe outcomes for patients.
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Evaluation of educational and developmental programmes for case managers
is in progress in many places across the NHS. The evaluations are reviewing the
effectiveness of the education programmes in relation to confidence and compe-
tence of staff, patient safety (untoward incident numbers), achievement of expected
outcomes, views of medical and other colleagues and of course views of patients
and carers. There is no doubt that early pilot sites for case management where
these evaluations have already been completed were able to show some very pos-
itive outcomes for staff and patients. The level of confidence and competence in
most staff was very high and their clinical skills were maintained at a high level by
ongoing mentorship and peer support. The outcomes and satisfaction for patients
in these areas appear to be fairly good with positive feedback on confidence levels
and feelings of high levels of support and management.

Conclusion

The development of competencies for case management models and the profes-
sionals to deliver this was a key policy of the DH in relation to the management
of long-term conditions. Patients with long-term conditions are vulnerable and
have highly complex needs and require care delivered by highly skilled and expe-
rienced practitioners. The competency outline and its underpinning educational
framework provided essential tools in delivering the skilled practitioners required.
It is essential that practitioners are competent, and assessment against formal com-
petency frameworks provides assurance for patients and of course employers.
Competency frameworks are important in all areas of professional practice and are
essential in area where professionals are potentially working in advanced practice,
providing a clear safety net to ensure practitioners are ‘fit for purpose’.
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Chapter 4
Outcomes for Patients — Managing
Complex Care

Introduction

Effectiveness of case management is reliant on the case manager utilising all
appropriate competencies to achieve best possible outcome for the patient. This
chapter reviews the potential impacts of three specific competency sets. Although
it needs to be understood that competencies will not be used in isolation, the con-
cept is to look at what each specific competency means in terms of delivery for
patients and their carers/support networks. Case management services have been
developed to deliver some specific service outcomes, but broader patient benefits
are possible and their measurement is essential. This chapter reviews domains B,
G and I in some detail to reflect possible and expected impacts on patients and
carers.

The outcomes on patients from the areas of competencies reviewed in this
chapter focus in the main on those skills that deliver assessment of need, plan-
ning of care and organisation of care delivery for either individuals or case loads.
These competencies are not purely skills delivered via nursing roles but those
that are held by all professionals involved in long-term care. For each area of
competence, the performance criteria are reviewed and the actual outcomes they
can potentially deliver are described [1]. Some areas are reviewed in detail to
outline their importance on outcomes.

The areas of competence and
deliverables for patients: Leading complex
care co-ordination

Competency B1

This competency set describes the need for the case manager to work with
individuals and carers to plan, implement, monitor and review care plans
developed for individual patients and their carers. The ability to deliver this
competence requires that the professional develops an effective relationship
with the individual to agree the roles and responsibilities of their carers. This
requirement enables the professional to clearly understand how the carer is
to be involved in the delivery of care and to understand the level of support
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the carer will need to deliver the agreed role. Carers carry for their relatives an
enormous pressure of care that they deliver in place of health and social care.
The level of care provided by these ‘informal care arrangements’ enables many
patients to remain independently in their homes and reduces the financial
burden on the state. Case managers are seen as highly effective in supporting
carers and reducing the stresses and pressures of care responsibilities [2].

It is essential to have the ability to communicate in appropriate ways with
patients and carers to ensure a full understanding of the disease process, any
interventions and plans for their care, including the advice on effective man-
agement of the disease, or disability, including process for early recognition
of deterioration and what actions to take. This competence is important in
terms of ensuring not only consent but also safety of the patient. The ability of
service users and carers to make informed decision on how their services are
provided requires that they understand impacts and outcomes of the decision
they make.

Communication skills are also fundamental to the ability of practitioners to
provide information to service users and carers in relation to care plans. For
service users and carers to agree plans they must understand clearly what these
plans mean for them, what the care delivery will be, how they will access sup-
port when needed and how the effectiveness of the care will be monitored.
Identification of information that is easily accessible and understandable is an
essential part of the communication and negotiation process. Unless the indi-
vidual understands what the plan is how can they effectively agree with its
delivery, comply with the plan and the actions they need to take as part of the
plan or feel confident enough to access assistance when required. Individuals in
receipt of care and their support networks must feel confident in the plan and
those delivering care, as through this they will achieve an appropriate level of
independence and self-care that is impossible in any other arrangement.

The ability of patients to make informed decisions and thereby provide con-
sent is both a human right and a legal requirement [3]. To ensure and enable
informed consent is also a professional requirement; all professional codes
require that the registrants act appropriately to ensure informed consent. For the
older people the need for protection from possible abuse and any potential loss
of their human rights because of vulnerability has been highlighted as highly
important and has led to calls for a clearly defined set of rights for patients [4].
This has been promoted and delivered through the NHS Constitution [5] that
clearly outlines all the responsibilities and expectations for both staff and users
of the NHS.

The practitioner should have the ability to negotiate and discuss the areas of
disagreement so that the individuals and carers accept the plan of care. The per-
spectives and views that individuals have on care should be understood and
respected by the professional. The ability to respect any individuals” needs and
expectations even if they appear to be at odds with their best interests is an
essential requirement if we are to ensure that services are truly delivered in with
the patient as the central point for organisation. Help the Aged have produced
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some clear definitions of how patients would wish to be treated, and respect is
highlighted as an important issue for older people [6].

The practitioner should work in a partnership with individuals and carers to
identify their preferences for care, including timing, location and frequency. If
services are not able to deliver the preferences of individual and their carers, then
the practitioner must be able to communicate and negotiate a delivery process
that is acceptable to them. Increased patient choice and provision of care closer
to home as outlined in current policy documents for the NHS, including the NHS
review [7], enables patients to choose care services that provide them with care
where and when they need it. The models of care that are viewed as designed
for the benefit of providers of care rather than users are no longer acceptable.
The patients expect that care services will provide relief in the way they want.
Although this is not always possible, it is important that case managers as orches-
trators of care act as advocate for individuals and carers challenging models of
care that do not deliver in the way individuals require.

A key competence for case managers is the ability to build the confidence of
individuals and carers to take an active role in their own care and in managing
their disease, taking actions that promote health and well-being. This would help
all individuals to take actions to improve their own and their families’ health
behaviours.

All outcomes in this area for individuals and carers relate to the ability to be
involved and choose the care processes that they are comfortable with and that
deliver in a safe and legal way what they feel they need. Positive outcomes for
users of care are that they are empowered, are confident of care delivery and feel in
control. These have been identified in many of the reviews of case management [2].
Professional outcomes in this area relate to professional practice and their ability to
effectively influence and negotiate through information and communication.

Competency B2

This competency relates to the ability of the practitioner to coordinate care to
meet the needs of individuals across multiple agencies. Professionals involved
in case management must be able to communicate effectively across a broad
range of teams to ensure that care delivery is safe and effective and of course in
line with the individuals needs. Practitioners are required by their professional
code to ensure the safety of care through robust and appropriate communication
and information sharing. While information sharing must be in line with legal
requirements, it must also ensure that individuals are not at risk.

When plans for care are agreed with individuals and carers, these agreements
must be appropriately communicated to care team members to ensure and
enable delivery. Only through clear information sharing can teams deliver safe
and effective care. This process of information sharing will also enable effec-
tive monitoring of care delivery and will enable review and updating of plans
as required if goals and objectives agreed with individuals and carers have
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not been or are not being achieved. Reviews and evaluations of care planning
require practitioners to record in a robust and clear way any amendments or
changes to the planned care agreed with individuals or carers and teams. The
information on changes must be communicated immediately to ensure effective
services are provided.

It is essential to have the ability to deliver in an appropriate way the com-
petencies in this area, provide outcomes for individuals and carers in relation
to safe and effective care in line with their requirements and ensure that staff
understand the expectations on them. These levels of understanding should
reduce risks in relation to complaints and will provide all involved with defined
processes for care that should ensure the quality of the interventions.

Competency B3

This competency focusses on the support enabling individuals to live inde-
pendently through reduction and management of risk. For most individuals
with long-term care needs, the key is to maintain independence within their
own home, to do this there are times when a level of risk needs to be taken.
Risk is inherent in everything we do; every decision we make in our daily lives
is in effect influenced by some form of understanding of the risk in the deci-
sion. For people who are fit and well, risks are managed at an individual level
and relate specifically to their own actions. For those with long-term health or
care needs, risk is different. In this situation understanding of risk must include
knowledge of their specific disease or health need, how this will progress and
what can be reasonably expected.

The ability to assess and manage risk in case management requires that the
practitioner can understand in detail, not only how the individual is now, but
also how they have been and how their health or care need may progress in
the future. This requires high levels of knowledge of specific health needs and
how these progress. This also requires high-level skills that allow the practi-
tioner to communicate this understanding to individuals and carers. The skills
will also include an ability to explain and debate with the user of service and
carers levels of potential risk and how these can be mitigated. Individuals
must understand risk and impact to allow them to make appropriate decisions
and to ensure they can understand how these can be managed or when things
do go wrong this can be recognised early and action taken. Risk issues could
include security of the environment, utilisation of equipment, changes in clini-
cal conditions, vulnerability, falls risks, medication, moving and handling.
There will be times when a risk requires specialist assessment and the prac-
titioner must be able to recognise their limitations in these areas. Risks could
affect individuals and carers both professional and informal. Risks must be
understood and managed; this is not about risk aversion it is about being risk
aware to enable care, and when an unacceptable risk is identified an appro-
priate action is taken to prevent the risk. The outcomes for service users and
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carers (formal and informal) in this area are focused on ensuring safety and
supporting decision making to enable independence.

Competency B4

This competency area is very much focused on the ability of case managers to
develop and use processes and systems of communication, including record-
ing and reporting. The performance criteria outline the requirements of the case
manager in relation to communication with patients and carers, and with pro-
fessionals and colleagues internally and externally.

The outcomes expected and delivered for this domain for patients and car-
ers are related to the ability of the case manager to support them to commu-
nicate in a way that is effective for them. It is clear that communication and
the ability to have views and preferences understood are essential for patients
and carers. The case manager should be able to utilise appropriate skills to
identify barriers to good communication and work to facilitate/enable com-
munication. An immediate issue to be assessed by the case manager must be
the communication requirements of patients and their carers. The ability to
recognise difficulties when they arise and take appropriate action to enable
effective communication cannot be underestimated. This is important not just
for the case manager but also for all service providing staff.

The ability to recognise the range of communication models and processes that
may be required is essential. Patients and carers should be treated at all times in
line with all equalities legislation, and the ability of professionals to enable com-
munication models is an important part of the care process. To deliver person-
centred care, as required in all recent policy guidance [5,7] including the delivery
of choice, professionals and care providers should be able to share information
with patients and carers in a way that is both effective and appropriate to their
needs.

Patients and carers can present with a range of communication needs.
Evaluations of case management such as the Evercare Review [2] have out-
lined that the ability to assess the communication needs and be flexible in
models of communication is valued highly. The broad range of communication
needs cannot be underestimated and the ability to recognise when specialist
advice or support is needed to enable communication is an essential skill. It
can be easy to assess communication problems in some patients groups and
their carers, for example, if a person is registered blind this is often recorded
in referral information, but this is not always the case with literacy. It is not
acceptable for communication in any form to be provided if the provider of
the information is not sure that the receiver can understand its presentation.
Professionals while very caring do occasionally forget that for patients and
carers, the language and jargon used is highly complex and potentially may
mean nothing to them.
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A case manager should act as a role model in this area. He or she must
work with providers, both internal and external, to ensure that everyone
involved has an understanding of the communication needs of the patient
and carer. The most valued services to patients and carers are those that
treat them with dignity and respect [8], and it is without doubt that the abil-
ity to communicate appropriately is one of the frameworks that enables and
ensures this occurs.

Communication should be effective. Evaluation of how effective a communi-
cation is can be highly complex as it will depend on the expectation of the com-
munication. For effective communication with patients and carers we should
understand their expectations of the communication alongside the expectations
we hold as professionals. Effective communication for patients and carers is
that which provides them with the information and knowledge they require or
request to make a decision on what happens to them, or to understand a deci-
sion that may be made on their behalf. The communication models used will
depend on the information being supplied and the presentation style preferred
by the patient and carer; therefore, professionals must use a communication
model that is ‘fit for purpose’.

Effective communication is also affected by robust record-keeping. All pro-
fessionals are required by their registration body (Nursing and Midwifery
Council, Health Professions Council, General Medical Council, etc.) and
national legal requirements to maintain accurate and contemporaneous
records. This requirement is clearly outlined in all professional codes, and all
NHS and social care guidance has also set out clear expectations in relation to
record-keeping [9,10]. Recording essential and appropriate information ensures
patient and staff safety. Clear reporting reduces the risk of errors in deliv-
ery of care. It is expected that patients will have full access to their records.
All case management services utilise patient-held records that the patient and
carer have been involved in development of and will often have signed up to
care plans. A very positive outcome for users of case management service in
all evaluations is that increased understanding and ownership of care planning
enables personal choice.

Competency B5

This area relates directly to those skills and competencies that promote and support
personalisation of individuals’ needs and preferences. Personalisation and choice
in social care is fairly well established through personal budgets and personal care
planning, especially following publication of White Papers ‘Independence, well-
being and choice’ [11] and ‘Our health, our care, our say’ [12]. Since 2005, the devel-
opment of models of social care has focussed on personalisation, independence and
choice; the targets set within ‘Our health, our care, our say’ are those against which
social care (both commissioning and provision) is assessed by the regulators.
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This competency requires that the practitioner utilises skills both in broader
decision-making forums (influencing decision making for commissioning and
service planning) and to support and enable decision making at an individual
level either through the provision of information and support or through iden-
tification of appropriate support structures to enable decision making. The case
managers must be able to negotiate with patients and carers the level of repre-
sentation they will carry out on their behalf, and therefore it is essential that any
actions/representations they make are seen as legitimate by service users and
others. To ensure the ongoing effectiveness of representation the parameters in
which this is delivered must be clear. These parameters must be reviewed regu-
larly to ensure that the service user or carer is still comfortable with the arrange-
ments and that the arrangement is delivering against expectations. This process
of review will ensure that any amendments requested or required are recorded
and delivered.

Competency B6

This competency supports the delivery of actual outcomes required from B5.
The case manager procures effective services and care by representing patient
and carer needs in a variety of forums. To procure or commission service the
case manager should be able to effectively assess needs, identify how the needs
can be met, plan the delivery of the care, if appropriate implement the care
and then evaluate how effective the care is, making changes to care plans as
required.

Commissioning or procurement requires that the commissioner has an accu-
rate understanding of the services required by patients and their carers. The
case manager must then be able to review service providers to identify if there
is a provider who can meet the needs locally and if not may need to commis-
sion from elsewhere. An ability to understand and define clearly the needs
should enable the professional to draw up a clear set of aims and objectives
for the care that are measurable, as measures will be required to ensure deliv-
ery is in line with specification. The professional must also ensure that the care
delivery is safe and effective and of course provided legally.

Once a provider has been identified the procurement process must take place
in line with appropriate local and national guidance; many areas use preferred
provider models to ensure the safety of this process. The personalisation agenda
and extended implementation of personalised budgets to the NHS may com-
plicate this process as patients and carers may wish to commission care them-
selves from agencies that are not part of this process. They may wish to access
services provided from friends and family. This is currently allowed under the
social care personal budgeting arrangements, but it is unclear whether the NHS
plans will allow this.

The case manager in partnership with the user of care will need to ensure that
the provider has the ability to provide the care that is being commissioned. The
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negotiation of contracts with providers may also form a key skill set for the case
managet, the need to ensure value for money in contracts is key in ensuring that
public resources are spent appropriately, the requirement for value for money proc-
esses is very clear within health and social care [13]. Once care is being delivered
then the case managers must use their evaluation skills to monitor effectiveness of
care provision; the evaluation must be robust and recorded clearly. Any changes
required to improve care delivery must be clearly outlined to enable providers to
improve quality, outcomes and cost effectiveness of services. These reviews should
be utilised and shared to enable improvements in future contracts.

Competency B7

This competency domain relates directly to skills required in a case manager
to ensure the appropriate management of physical resources. The skills in this
domain are those that ensure that the professional is mindful of and realistic
of resources implications when planning and accessing care. The focus of this
area of skill is to ensure that resources are appropriately utilised and managed.
Resources are finite and it is necessary to ensure all physical resources (staff,
equipment, etc.) are used efficiently. It is expected that a case manager will not
just identify for people the resources they need but also ensure that the resources
requested are relevant and will deliver appropriate benefits. A resource must
have an outcome or benefit that is identified through measurement or evalu-
ation. Being the lead person within a service in relation to resources manage-
ment, case managers must develop team members and others to understand the
importance of effective resource management.

Competency B8

This competency domain relates to the protection of vulnerable people, via this
area of competency is delivered the skills within a practitioner that identify
and manage any potential vulnerability. The practitioner, to be effective and
ensure patient safety, must be able to work with all appropriate individuals
to identify situations and events that can result in abuse and danger. The case
manager must develop a positive and sensitive relationship that the patient
can trust to enable sharing of difficult information. The case manager must be
able to identify vulnerability and utilise appropriate processes to protect that
person through reporting and managing the process. The area of protection of
vulnerable adults is as complex and difficult to manage as safeguarding that of
children and guidance exists in all areas to manage any potential issues. These
processes and procedures should be followed, as not to do so is to place an
already vulnerable person at greater risk.

The case manager being a leader within a service or team should be fully cog-
nisant of vulnerable adult procedures and should be able to act as a role model
in this area for team members and other colleagues. The case manager may well
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need to support staff to whom issues are reported and therefore the case manager
should be fully aware of the support processes that are available in the system for
staff in this situation.

Identifying high-risk patients, promoting health
and preventing ill health

Competency domain G

This competency is aimed at ensuring that the practitioner (usually in this case a
community matron) can identify an appropriate caseload of patients who could
be defined as high intensity users. The outcomes for these patients would be
appropriate health management including prevention of deterioration and pro-
motion of improved health behaviours. To case manage in this context means
that the vulnerable high-risk people are identified and provided with proactive
and co-ordinated management. These people are usually those who suffer mul-
tiple diseases and have highly complex medication and disease interdependen-
cies. The health needs of this patient group is normally difficult because of the
multiplicity of practitioners involved in their care; this is the very situation in
which co-ordination, or care orchestration as defined in the Evercare model, is
most successful.

The key to managing these patients is to identify them effectively. There are a
number tools and processes to do this, which have been discussed elsewhere in
this text, such as the PAAR tool [14]. The ability to identify appropriate patients
for proactive case management is seen as absolutely essential to the level of effi-
cacy of the model of care [15,16]; those case management models that have been
able to identify people at risk have managed them well. There remains no real
agreement across the NHS on the most effective way of identifying this high-risk
group and in most areas a mix of models have been used.

Competency G1

This area of competency relates to the abilities the practitioner must hold to
identify, access, structure, analyse, accept, reject and utilise data appropriately.
The practitioner must also be able to discuss with the suppliers of information
its quality and validity. This process may require use of specialist software and
access to specialists in the field of data management. The practitioner should
develop the practical skills of literature searching to enable similar pieces of
work to be accessed, allowing critical appraisal of the interpretations the practi-
tioner has made alongside the interpretations made by others. The practitioner
should also develop the skills to review partial and full data when presented
and produce a report or summary of the key issues and findings from analy-
sis and interpretation. The practitioner must work effectively in partnership
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across sectors and agencies who hold information, understanding the services
and priorities of other agencies and how working together can enable delivery
of priorities across sectors and organisations. The ability of the practitioner to
utilise data systems in public health and other agencies will assist them in the
development of an understanding of health profiles and health needs. Skills
in this area will enable the practitioner to define and plan to meet local health
need and to identify an appropriate caseload of high-risk people which then
allows them to be offered appropriate management.

Competency G2

This competency describes the skills and knowledge required in a practitioner to
communicate information in relation to health and well-being and the ability to
communicate information on those issues that have an adverse impact on health
and well-being. Skills within this competency area relate directly to prevention
of ill health, protection of health and promotion of self-care.

The practitioner must be able to work in partnership with individuals and
group to identify the need for, and develop and disseminate information/
communications in relation to health. The communication must balance the
information to be delivered (complexity and nature), outlining the key issues
to be understood, and offer options for action and support the audience to
make an appropriate decision if it is to be effective. The processes and styles
utilised to disseminate information must be appropriate to the nature of the
information and the audience, it should therefore be targeted (appropriate
to) to its audience. The effectiveness of all communications must be tested;
therefore, the practitioner should respond constructively to feedback on com-
munication and make appropriate improvements to ensure efficacy of com-
munication. The ability to identify and share information in an effective and
appropriate way requires the practitioner to understand not only the data and
the local profile of the area but also all appropriate legislation, guidelines for
practice and local service outlines and standards.

For patients and carers this competency provides the support and knowledge
that enables an understanding of their health status and its context, the oppor-
tunities to change health behaviours and increase confidence and abilities with
self-care or management. Patients and carers should through the effective use of
this competency by the practitioner be increasingly more in control of their own
destiny, which when we review self-care and effectiveness of case management
later in this chapter will be seen as one of the most highly valued outcomes of
effective case management services.

Competency G3

The ability of a practitioner (case manager) to define the health and well-being
needs of their caseload is obviously a key skill for the delivery of the promotion
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of self-care and the planning and provision of appropriate management for the
caseload. The case manager must be able to define the needs of both individuals
and the full caseload, presenting the information in effective ways to appropriate
people (commissioners, planners and colleagues). The ability to explain the pos-
sible course of action and the benefits and risks of these options for care delivery
is essential. The information the practitioner collects should be used effectively
to prioritise care delivery (both the amount and the time required for delivery).
Within this competency area, as with G2, there is a need for the practitioner to
be able to balance the complexity of much of the data that will be used and the
tensions between organisations and individuals regarding the interpretation and
utilisation of data. The practitioner should effectively communicate between dif-
fering views, enabling management of any conflicts.

Competency G4

This area of competence requires the practitioner to hold the skills to effectively
communicate directly with individuals, groups and communities with regard
to the promotion of health and well-being. The practitioner should understand
the social constructs of health and how these affect perceptions of health in the
population.

The practitioner must be able to effectively define the data and information
required to describe health and health risks in relation to the caseload. The
ability of individuals, groups or communities to act in an appropriate way to
improve or maintain their health and well-being is dependent on the informa-
tion and knowledge they hold. Professionals in case management roles must be
able to, through the provision of information, in appropriate ways, support peo-
ple to make decisions on health behaviours. This competency relates directly to
building the ability in the population to make informed choices and decisions
in relation to health and to facilitating self-care/management. The ability to
make an informed decision depends on whether the person holds all relevant
information. It is the right of person to make their own choices, even if these are
wrong choices in the view of professionals. The professional must acknowledge
this right and utilise appropriate processes to support and enable correct deci-
sions through the provision of information that a person can use effectively in
decision making.

Competency G5

This competency relates to the need for practitioners to ensure health and well-
being of their defined caseload through partnership working to reduce health
risks and promote health. This area of competence provides the skills required
to ensure that exposure to health risks (infection, falls, etc.) is identified and
risks mitigated. The case manager must be able to identify individuals whose
health and well-being may be at risk. The recognition of risks will enable the
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practitioner to work with both individuals and other caring professionals to
mitigate the risk identified. There are a number of specific areas in which out-
comes for patients can be improved using the skills within this competency,
such as prevention of infection (advice to care homes on barrier techniques),
health promotion (through encouragement and facilitation of vaccination)
and improved health outcomes through promotion of self-management (with
patients or carers). The practitioner must be able to identify the issues and how
these can be managed but they must also be able to share this knowledge effec-
tively and support those involved (staff, patients and carers) to maintain the
activities agreed, through regular review and encouragement.

Competency G6

This competency is directly related to the need for practitioners to work in part-
nership, through influence and negotiation, with communities to improve and
maintain their health and well-being. The practitioner working effectively with
this competency should be able to support the reduction of health inequalities
as required in the operational plan [17]. The effective practitioner should be able
to define information for local communities in relation to their health status. The
ability to present this information together with options for the community to
maintain or improve their health and well-being in an appropriate way and to
facilitate the community in its decision making is a fundamental process to the
delivery of the wider health improvement strategies in the NHS. Working with
communities to assist them to identify and manage their own issues is an effec-
tive process for building self-confidence and engagement in health and other
community issues. The practitioner must measure the effectiveness of pro-
grammes developed for communities through feedback and review, and must
use the evaluation/review information to improve effectiveness of processes
they utilise. The success of the partnerships between health, local authority and
other agencies in developing a sense of belonging to their local communities and
engagement in local governance is being assessed through the Comprehensive
Area Assessment Framework for Assessment Audit Commission [18].

Interagency and partnership working

Competency I1

The ability to achieve the ‘best possible outcomes’ for the individual [1] is the
main deliverable within this competency area. The outcomes for patients within
this competency can be described as promotion and maximisation of participation
and independence, prevention of risk and protection from harm. The practitioner
must be able to influence the design of services, through planning and procedure
development, to ensure these are delivered in a way that enables good outcomes
and supports and encourages patients and carers to provide feedback (including
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making recommendations) on services if they are not doing so. Through the use
of this feedback, the practitioner can communicate with service planners and oth-
ers to improve the delivery of services.

The practitioner should be able to work with and support patient and their
carers to recognise risks of abuse and report these safely, making sure that these
reports or issues identified are managed appropriately. To enable the safety of
service users, it is essential that the practitioner is aware of and work at all times
in line with local policies and procedures. Another key area managed within this
competency is that of medication safety; within the NHS there are clear require-
ments, both legislative and professional guidance, in relation to medication safety.
All NHS organisations have clear policies in relation to medicines management
and medicines safety. Nursing and Midwifery Council has clear guidance in
relation to the requirements of good practice in relation to the administration of
medication [19] and NICE has recently produced a clinical guideline in relation
to Medicines adherence [20]. Both of these documents outline the responsibilities
of the professional in relation to the safety of medication and supporting patients
in adherence. One of the highest areas of risk for patients, particularly those with
complex long-term conditions, is the complexity of their medication regimes, and
the likelihood of noncompliance with medication has been identified as having a
major impact on successful outcomes for these patients.

Case study

The following case study outline is provided to describe in practice the use of
the competencies outlined within this chapter.

Nurse A is a community matron with a caseload of patients with complex needs within
a large city in the northwest, the patients are registered with a number of local general
practices and approximately half of the caseload are nursing home residents. The sup-
porting team consists of access to a multidisciplinary therapy team, an intermediate care
team, general community nursing and other social care services.

Caseload profiling

In line with the requirement of domains G and I the community matron has since
her appointment identified the caseload as outlined earlier. Some patients have been
referred by medical and other colleagues, but initially the community matron worked
with the public health team, commissioning colleagues (admission data) and practices
themselves to identify potential high intensity users who could benefit from proactive
management. Initially many of the patients were resident in nursing or care homes
and this led to a discussion of the service needs for these patients. It was identified that
many of patients who had frequent admissions had urological problems (retention, ind-
welling catheters or recurrent urinary tract infections). After identifying these issues
it was decided that a programme of training for nursing and residential home staff in
relation to fluid intake, toileting and catheter care including catheterisation would be



Outcomes for Patients — Managing Complex Care 79

beneficial. The programme was developed and delivered using appropriate specialists
in the three largest residential and nursing homes that had been identified via admis-
sion data. The staff were also provided with access to an out of hours advisory service,
and the out of hours community nursing team was developed to allow them to provide
support as required. The outcome of these support processes was very positive with a
reduction of admissions in all three venues. The programme was then further developed
for all residential and nursing homes locally.

Patient B is aged 89 and is resident within a nursing home where he has lived for
some 5 years. He has a diagnosis of chronic obstructive pulmonary disease (COPD) and
mild heart failure. Prior to his admission to the caseload he unfortunately had eight emer-
gency admissions, periods of between 5 and 21 days as an inpatient. On admission to the
caseload a full history was defined using patient’s own knowledge, general practitioner
records (clinical system), nursing home notes and finally access to hospital records. It
was clear from this review that a number of differences in understanding existed in rela-
tion to Mr B’s condition with some confusion regarding medication. The medication con-
fusion in the main was because of delays in communication of medication reviews and
changes instigated during hospital admissions and outpatient appointments/follow-ups.
My B himself was also very confused regarding his medication because of frequent admis-
sions each of which led to some form of medication change. The delays in communication
had caused an ongoing issue in relation to appropriate medication changes never being
fully implemented effectively.

It was also clear from discussions with nursing home staff and the records that the
staff did not fully understand the medical issues Mr B had and were unsure about how
he should/could be managed to maintain him in the nursing home despite the fact that
he wished for this and they were willing to do so. It was also clear that Mr B was becom-
ing more and more dependent on care because of loss of mobility and lack of confidence
following multiple admissions. His loss of mobility was identified as also causing Mr B
to have an increased risk of falls and a full falls assessment was completed.

A care plan was developed for Mr B that included a clear description of his medica-
tion administration as agreed by his medical team and a clear plan for his long-term
care that included physiotherapy support for breathing, falls prevention and mobility.
A plan for any exacerbation of his respiratory disease was agreed with the staff, his gen-
eral practitioner and the patient himself. To support this plan, staff within the nursing
home were supported to develop an understanding of the condition, how it progresses
and how deteriorations happen to Mr B and what can be done quickly to manage these
in line with national guidelines [21,22]. The staff were also given a direct contact
number for the service to enable support to be given if required, and a frequent visiting
plan was implemented in the short term while Mr B and the staff built their confidence.
On three occasions the practitioner was contacted by the staff when Mr B complained of
increased breathlessness or cough. On these occasions appropriate action was taken to
maintain Mr B within the nursing home and an admission was prevented.

Mr B was also supported to take part in more social interactions much of which he
had stopped doing because of lack of confidence and his ongoing concerns regarding his
health. The assessment and development of the plan of care was recorded formally to
ensure effective communication, continuity of care and safety. The plan also included
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regular reviews and evaluation of the plan to ensure effectiveness and allow further
development if required.

The community matron in this case used very effectively the competencies in domain
B by completing a holistic assessment that enabled the development of a care plan based
on Mr B’s clinical needs and his preference for care. The practitioner used other appro-
priate services and professionals to improve the health of the patient and to encourage an
increased level of independence and social interaction. The practitioner provided devel-
opment for the nursing home staff through provision of a bespoke training programme
(domain G) in relation to COPD, which not only improved care for Mr B but also
improved the staff capability to manage the disease in other patients. The safety of the
patient was ensured through the robust recognition of risk (falls and medication issues)
and an action plan to mitigate the risks (domain 1). Finally the practitioner used effec-
tive record-keeping skills to ensure the patient was appropriately managed and through
the planning of his care reduced the need for emergency admissions.

Mrs C is 76 years old and has diabetes (noninsulin dependent) and heart disease
(history of angina for 4 years). For a year she has lived alone following the death of
her husband, to whom she had been married for 50 years, and who had been her main
support and while she has children (three) none of them live locally. During the previ-
ous year Mrs C has had six admissions with episodes of angina. Most of these admis-
sions required less than three days as an inpatient and no abnormal findings had been
evident. The cardiology consultant felt that Mrs C was suffering from anxiety follow-
ing her bereavement. Mrs C was also a nonattendee at chronic disease reviews in the
practice despite a number of contacts by the practice staff. Mrs C was referred by her
general practitioner to the community matron following the sixth admission.

The community matron arranged to visit Mrs C and prior to the visit reviewed all the
clinical records within the general practice. This provided the practitioner with an over-
view of Mrs C’s medical history and an understanding of the level of support that she
had received from her husband. At the first visit the practitioner discussed in some detail
with Mrs C her health and what had been happening over the previous year, including
the admissions and what led to these. Although Mrs C understood her condition fairly
well, it became clear that she had been very dependent on her husband who had taken
her to see her general practitioner and practice nurse reqularly, had ensured concord-
ance with medication and had provided her with support and reassurance. All of these
supporting structures had been lost and this did appear to have had a detrimental effect
on her ability to cope.

The community matron was able to in partnership with Mrs C develop a plan for her
care that included:

®  Referral to bereavement support

*  Medication advice (dispensing aid)

*  Diabetes education support specialist team [23-25]

e Arrangement of appropriate screening (foot and retinal) [23-25]
e Development of coping strategies for anxiety

o Arrangement of support from a social carer (short term)

»  Completion of chronic disease reviews to identify any problems
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®  Referral to local older peoples group (social)
*  Regular reviews and evaluation of plans

These support and care processes gradually improved Mrs C’s condition. She was
able to understand her medication and to comply with the regime; she was reassured
regarding her condition by the full assessment and support by the bereavement group.
The development of coping strategies for anxiety reduced significantly any episodes of
angina.

The practitioner used domains B, G and I effectively in Mrs C’s care through full
assessment, reduction of risks and provision of information.

Mprs D was identified as a potential high intensity user during the caseload develop-
ment stage. She is aged 76 and lives in sheltered accommodation with her husband aged
78. Mrs D had been admitted as an emergency eight times in the previous 6 months
each time following a fall. Mrs D suffers from rheumatoid arthritis, diabetes, hyper-
tension and atrial fibrillation. Mrs D is receiving ten different medications including
Warfarin.

At the initial assessment it is clear that both Mrs D and her husband have a
high level of understanding of her diseases and medication, but Mrs D is becoming
unsteady and immobile and because of this is at a high risk of falls. It is also clear
from the assessment that she is suffering from urinary frequency that is causing prob-
lems, her frequent falls have occurred during her attempts to get quickly to the toilet.
It is also very clear that Mrs D’s increased immobility is causing problems for Mr
D who is becoming less able to offer support or lift her when required. Another key
issue identified is the difficulties in relation to attendance at reqular anticoagulation
reviews that have caused major anxiety to the couple because of mobility and falls
issues. Both the carer and the patient are anxious to maintain a level of independence
and to remain together, but both are anxious regarding the future and this is causing
friction between them.

The practitioner using her knowledge and skills is able to develop a plan of care to
support both the patient and the carer through:

o Therapy assessment regarding mobility, moving and handling and falls prevention
including equipment and environment.

®  Review of medication to ensure all is required

s Arrangement of short-term home anticoagulation reviews

®  Referral to support via social care system for general care (bathing, etc.)

®  Support and contact advice for emergencies and general support.

®  Referral of carer to local carer support service

®  Regqular reviews and evaluation of condition to effectiveness of plan

The care plan and interventions allowed a marked improvement in the couple’s
lives, Mrs D was able to build her confidence and improve her mobility, and Mr
D was able to continue caring for his wife. Mrs D reported feeling better, she did
not require any further admissions because of falls and was able to manage much
better. Mrs D was able to take her medication appropriately and safely with regular
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and appropriate review particularly in relation to her anticoagulant therapy. The
practitioner utilised competencies in domain B and G in a highly effective way for
this couple.

Conclusion

Delivery of the skills and knowledge required for the competencies described
in this chapter provide for patients and their carers practitioners highly effec-
tive care. The competencies enable positive outcomes in the care delivered; the
role of case manager is to make a positive impact on the care of patients with
chronic long-term conditions, patients and carers who live with highly complex
health needs. The competencies in domains B, G and I are not used in isolation
from other competencies but this chapter provides some detail in relation to
the impact the competencies discussed can have on patients and carers and the
experience of care they receive.

References

1. Department of Health (2006). Caring for People with Long Term Conditions: An Education
Framework for Community Matrons and Case Managers. http://www.dh.gov.uk/
prod_consum_dh/groups/dh_digitalassets/@dh/@en/documents/digitalasset/
dh_4118102.pdf (accessed on October 2009).

2. UnitedHealth Europe (2005). Assessment of Evercare Programme in England 2003-2004.
http:/ /www.dh.gov.uk/prod_consum_dh/groups/dh_digitalassets/@dh/@en/
documents/digitalasset/dh_4114224.pdf (accessed on October 2009).

3. Department of Health (2009). Reference Guide to Consent to Examination or Treatment.
http://www.dh.gov.uk/prod_consum_dh/groups/dh_digitalassets/documents/
digitalasset/dh_103653.pdf (accessed on October 2009).

4. House of Lords House of Commons (2007). The Human Rights of Older People in
Healthcare Eighteenth Report of Session 2006-07 Joint Committee of Human Rights. http:/ /
www.publications.parliament.uk/pa/jt200607 /jtselect/jtrights /156 / 15602.htm

5. Department of Health (2009). NHS Constitution. http://www.dh.gov.uk/prod_
consum_dh/groups/dh_digitalassets/documents/digitalasset/dh_093442.pdf
(accessed on October 2009).

6. Help the Aged & Picker Institute (2008). Measuring Dignity in Care for Older People:
A research Report for Help the Aged. http:/ /policy.helptheaged.org.uk/NR/rdonlyres/
EFD769F8-930A-412E-B079-FDO58EE6AA69/0/on_our_own_terms_021208.pdf

7. Department of Health (2008). High Quality Care for All NHS Next Stage Review. Final
Report.  http:/ /www.dh.gov.uk/prod_consum_dh/groups/dh_digitalassets/@dh/
@en/documents/digitalasset/dh_085828.pdf (accessed on October 2009).

8. Goodrich ] and Cornwell J (2008). Seeing the Person in the Patient. The Point of Care
Review Paper. King’s Fund. http:/ /www.kingsfund.org.uk/applications/site_search/?
term=Seeing+the+person+in+the+patient&searchreferer_id =2&submit.
x=36&submit.y=8 (accessed on October 2009).



10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

Outcomes for Patients — Managing Complex Care 83

. Department of Health (2006). Records Management NHS Code of Conduct Part 1.

http:/ /www.dh.gov.uk/prod_consum_dh/groups/dh_digitalassets/@dh/@en/
documents/digitalasset/dh_4133196.pdf (accessed on October 2009).

Department of Health (2009). Records Management NHS Code of Conduct Part 2.
http:/ /www.dh.gov.uk/prod_consum_dh/groups/dh_digitalassets/documents/
digitalasset/dh_093024.pdf (accessed on October 2009).

Secretary of State for Health (March 2005). Independence, Well-being and Choice: Our
Vision for the future of Social Care for Adults in England. http:/ /www.dh.gov.uk/prod_
consum_dh/groups/dh_digitalassets/@dh/@en/documents/digitalasset/dh_

4106478.pdf (accessed on October 2009).
Department of Health (2006). Our Health, Our Care, Our Say: A New Direction

for Community Services. http://www.dh.gov.uk/prod_consum_dh/groups/dh_

digitalassets/@dh/@en/documents/digitalasset/dh_4127459.pdf = (accessed on
October 2009).

Audit Commission (2009). Use of Resources Framework: Overall Approach and Key Lines
of Enquiry. May 2008 updated February 2009. http://www.audit-commission.gov.
uk/localgov/audit/UoR/Pages/uor200809.aspx (accessed on October 2009).

King’s Fund, NYU Centre for Health and Public Services (2006). Combined
Predictive Model Executive Summary of Interim Results Health Dialog. http://www.
kingsfund.org.uk/applications/site_search/?term=Combined +Predictive+
Model+Executive+Summary+of +Interim + Results + &oldterm =Seeing + the +
person+in+the+patient&old_term=_Seeing+the+person+in+the+patient&old_
instance_id =180516&submit.x=28&submit.y =14 (accessed on October 2009).
Department of Health (2005). Supporting People with Long Term Conditions: An NHS
and Social Model to Support Local Innovation and Integration. http:/ /www.dh.gov.uk/
prod_consum_dh/groups/dh_digitalassets/@dh/@en/documents/digitalasset/
dh_4122574.pdf (accessed on October 2009).

Essex Strategic Health Authority (December 2004). Strategic Framework for Case
management of Long Term Conditions. http://www.dhsspsni.gov.uk/case_
management.pdf

Department of Health (2008). High Quality Care for All: The Operating Framework for
the NHS in England 2009/10. http:/ /www.dh.gov.uk/prod_consum_dh/groups/dh_
digitalassets/@dh/@en/documents/digitalasset/dh_091446.pdf (accessed on October
2009).

Audit Commission (2009). Comprehensive Area Assessment Framework for Assessment.
http:/ /www.audit-commission.gov.uk/SiteCollectionDocuments /Methodology And
Tools/Guidance/caaframework10feb09REP.pdf (accessed on October 2009).

Nursing & Midwifery Council (2008).Standards for the Administration of Medicines.
http:/ /www.nmc-uk.org/aDisplayDocument.aspx?DocumentID=6228 (accessed on
October 2009).

NICE (2009). Medicines Adherence: Involving Patients in Decision about Prescribing
Medicines and Supporting Adherence. NICE Clinical Guidelines 76. http://guidance.
nice.org.uk/CG76 (accessed on October 2009).

NationalCollaboratingCentrefor ChronicConditions(2004).ChronicObstructivePulmonary
Disease. National Guidelines on the Management of Chronic Obstructive Pulmonary Disease
in Adults in Primary and Secondary Care. http:/ /guidance.nice.org.uk/CG12 (accessed
on October 2009).

Healthcare Commission (2006). Clearing the Air: A National Study of Chronic
Obstructive Pulmonary Disease. http://www.cqc.org.uk/_db/_documents/COPD_
reportl_200607272728.pdf



84

23.

24.

25.

Case Management of Long-Term Conditions

Department of Health (2003). National Service Framework for Diabetes. http://www.
dh.gov.uk/prod_consum_dh/groups/dh_digitalassets/@dh/@en/documents/
digitalasset/dh_4058938.pdf (accessed on October 2009).

Department of Health (2006). Turning the Corner: Improving Diabetes Care. Report from
Dr Sue Roberts National Clinical Director for Diabetes. http://www.dh.gov.uk/
prod_consum_dh/groups/dh_digitalassets/@dh/@en/documents/digitalasset/
dh_4136011.pdf (accessed on October 2009).

Diabetes UK (2007). Diabetes: State of the Nations 2006. Progress Made in Delivering
the National Diabetes Frameworks. A Report from Diabetes UK. http:/ /www.diabetes.
org.uk/documents/reports/sotn2006_full.pdf



Chapter 5
Outcomes for Patients — Advanced
Nursing Practice

Introduction

The management and support to patients with long-term conditions, who need
complex care, and their carers, requires a high level of knowledge and skills
within practitioners. The delivery of the services for these complex patients
requires practitioners to function in a complex care environment and the devel-
opment of case management competency domains to underpin educational
frameworks for the development of the practitioners [1]. The domains reviewed
in this chapter are related to assessment and planning of services for an indi-
vidual, facilitation and support of teams through excellent leadership practice,
skills that enable support to individuals undergoing transition and facilitation
and delivery of learning and education. These competencies would be relevant
in all case management roles, though those relating to physical examination may
be specific to nursing and allied health professional groups. The chapter outlines
in some detail the competency definitions linked to possible and expected out-
comes. The chapter also includes a case study to highlight some of the outcomes
that can and have been delivered to patients and their carers by case manage-
ment processes. The domains that will be reviewed are A, C, F and H.

Advanced clinical nursing practice

Competency A1

This competency outlines the requirement on the case manager to gather infor-
mation relating to an individual to perform an effective assessment. The infor-
mation would be in the form of a full health, medical and social history and
would include main problems and a full system assessment (cardiac, respiratory,
neurological, vascular, endocrine, etc.). The skills used would allow all appropri-
ate information to be collected from patients and carers (professional and non
professional). The practitioner should be clear in their explanations to patients
and carers regarding their role and the reason for the request for information.
To access this information the practitioner will need to use effective communica-
tion skills and must be mindful of the private and sometimes sensitive nature of
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some of the information they will be collecting. It is essential that the practitioner
uses safe and effective systems to store information [2,3] and that the information
stored is accurate and recorded in a systematic and logical manner, treating this
at all times as confidential [4]. The practitioner must also be mindful of the need
to obtain informed consent to share information with other agencies and profes-
sionals [5]. To ensure access to all information the practitioner will need to use
appropriate questioning techniques to explore and clarify information provided.
The practitioner will need to be mindful of the broader communication needs of
those who require interpretation or other communication support, as this will
affect the success of communication with these patient groups.

The practitioner requires a broad understanding of clinical systems (body sys-
tems) and the normal ranges and abnormal ranges to allow them to interpret their
findings effectively. The practitioner needs to understand the time frames in which
information needs to be accessed (presenting symptoms, recent history) and how
these time frames will affect the usefulness of the information. The practitioner
needs to be a highly experienced communicator and be able to use this experience
to manage communication difficulties with patients and carers. The practitioner
also needs to understand the impact of an individual’s belief system on the infor-
mation they may or may not provide and the need to respect these beliefs.

The full assessment of an individual by using these skills is the only effective
and safe way of determining the needs of a patient and their carers; insufficient
or inaccurate information is highly dangerous and can lead to poor outcomes
for patients. Another key skill is the ability to carry out an assessment of
the mental health status of an individual by using appropriate assessment tools.
A highly skilled practitioner is required to complete this full assessment which
includes a physical or clinical examination or mental health assessment, but
for those patients with chronic medical conditions the practitioner should be
able to carry out a full physical examination as the medical condition must be
assessed and risk rated to allow care planning to be defined.

Competency A2

This competency relates to the skills and knowledge held by the practitioner
in relation to assessment of functional capabilities; the type of tests would
include mobility, function, cognition and perception. For an effective outcome
the assessments must be completed in a safe environment and the patient
must be fit enough to take part. The practitioner must explain clearly the func-
tion of the assessment, including who the information from the assessment
may be shared with once completed, and ensure the patient has consented to
the process. The process of the assessment must define the capability of the
patient, should be recorded clearly and accurately and should be appropriate
and thorough. Once the assessment and evaluation is completed the outcome
will be used to influence and plan the care for the individual. The findings of
the assessment may also be used as part of the referral information to another
agency, specialist or professional to access care for the patient.
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Effective use of this competency will ensure that a patient is assessed
effectively and safely, and that the assessment identifies any risk issues for the
patient and carers. The practitioner completing the assessment will through their
knowledge of normal function, contraindications and progress of conditions be
able to assess deviations in function and develop plans to manage the impact
or reduce the deviation in line with national guidance and legislation. The out-
comes of this competency for patients and carers relate directly to the promotion
and maintenance of independence and safety for patients and their carers.

Competency A3

A practitioner who effectively delivers this competency is able to investigate and
diagnose an individual who is unwell. This competency requires that the practi-
tioner can utilise their knowledge and skills to clinically examine a patient who is
unwell. The practitioner must be able to utilise clinical examination and investiga-
tion skills required to assess a clinical condition. The skills used may require aus-
cultation, percussion, palpation, vocal resonance and functional examination [6].
The practitioner must be able to very quickly identify the ability of the individual
to understand their condition and make appropriate decisions.

The practitioner must be able to assess the condition of the patient medically
by utilising knowledge of the medical condition, including how it progresses.
Using this knowledge the practitioner can then decide on the management
approach for the patient. It is essential for the safety of the patient that the prac-
titioner can recognise how serious the condition is and assess the risk to the
patient, identifying when managing the condition is outside their level of com-
petence or requires acute medical intervention. The assessment may require
initiation and interpretation of investigations such as x-ray or blood chemistry.
The practitioner must be able to identify abnormal results and ensure appro-
priate action is taken either by themselves or by referral to an appropriate
practitioner.

It is essential that the practitioner uses a systematic and logical approach to
assessment, and that the examination and all findings are accurately recorded
alongside actions taken or planned. Patients being proactively managed through
case management will present with exacerbations of their conditions; they may
also present with new conditions that require initial and ongoing management.
It is essential that a practitioner can recognise and differentiate between exist-
ing and deteriorating conditions and new issues to ensure the safe and effective
management of the patient.

The effectiveness of case managers in this domain is normally evident
through early recognition and management of changes in conditions, which
can be existing or new. Practitioners who have these skills are able to manage
patients proactively and it is clear from the evaluations of case management [7]
that these patients report ‘feeling better’ in general terms and their use of emer-
gency services are reduced.
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Competency A4

This competency relates to the development, implementation, monitoring and
evaluation of care plans. The development of a care plan/programme depends
on thorough assessment and complete understanding of the history, condition
and expectations of a patient and their carers. The care plan must provide a
clear process by which the needs of patient and their carers are to be met. It
must be developed in partnership with the patient and their carer and must be
realistic in expectation. The development of the plan is the second stage in case
management. It requires that the case manager agrees the key problems with
the patient and their carer, and they agree with the plan for management. The
plan must clearly define what the expected outcome is for the patient and carer.
The plan may include referral to other agencies and multiagency service provi-
sion. Any care intervention must be delivered in an appropriate environment to
ensure the safety of the patient.

The consent of the patient is essential for all interventions [5], and as some
patients may have difficulties in relation to capacity to give consent, the prac-
titioner must be mindful of the legal requirements for these patients [8]. The
patient must, if appropriate, receive a clear explanation of all interventions to
ensure they are aware of risks and benefits. This will enable them to make an
informed decision. The practitioner should effectively engage the patient and
their carer in any decision regarding their care. To ensure this the practitioner
should provide to patients and carers in an understandable way information on
the effectiveness of any specific intervention or management approach.

To ensure that the monitoring and evaluation of care plan and process is car-
ried out effectively, it is essential that the patient and carer are involved in the
process. This requires that the practitioner has excellent communication and
engagement skills that facilitate and encourage this involvement. The abil-
ity of patients and carers to comment on the success or failure of a plan of care
must be developed as it is fundamental to the success of case management that
patients and carers own the process of care and are fully engaged in it. This
engagement is part of the development of self-care and management skills for
them. All said and done, it is their care and therefore they should be able to
express their views on its efficacy. While historically it is not necessarily rou-
tine for patients to always voice their views on care, the practitioner may need
to spend time with the patient and carer outlining the reason for the process.
The NHS has for many years struggled to evidence that it listens to patient’s
comments; although the situation has improved slightly in recent years [9], it
may require extra effort to make involvement in evaluation of care routine in
the NHS. Social care has used service user and carer involvement in reviews of
care packages for a number of years in a highly effective way [10] and the NHS
has much to learn from this process. The practitioner must be able to recognise
when an external issue is affecting the outcome of a care programme and to
make appropriate arrangements to reduce the negative impact if possible. The
ability of the practitioner to use care planning and evaluation to develop reports
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and information that ensures efficient admission and discharge processes and
prevents delays is also fundamental to this skills area.

This competency delivers outcomes in relation to safe and effective care plan-
ning and delivery for patients and their carers. It is the area in which implemen-
tation of care is set. If the assessment carried out is robust and the care planned
is appropriate, and the delivery is effective and efficient, then the planned or
expected outcomes for patients and carers must be delivered. To ensure the out-
comes are delivered, monitoring and evaluation is the key. Patients expect that
the planned care will be delivered, but sometimes the delivery of care is com-
pleted by an external agency and it may not be delivered as planned. Ongoing
monitoring and regular evaluation will enable problems, if they occur, to be
identified and managed quickly, which probably will prevent or reduce any
negative impacts on the patient or their carer.

Competency A5

This competency relates to the assessment of needs in those patients who are
reaching the end-of-life stage of their condition. Many of the current long-term
conditions will eventually progress to an end stage. This end stage with most of
these diseases is now long term, but eventually the time will come when man-
agement of the disease becomes palliation (management of symptoms). The
ability to support the individual to make an informed and appropriate decision
on their preferences for end-of-life care is highly important in the case man-
agement roles. The case manager should be able to assess the condition of the
patient and identify when the end-of-life stage is being reached, which will be
done in partnership with specialist services. The patient’s preferences for care
should be clearly defined to enable choice and ensure that they are treated with
the dignity and respect they deserve [11,12].

End-of-life care requires that all involved have been part of the decision and
planning. An effective assessment of the condition including regular reviews
and evaluation is also essential to ensure that changes in the condition are iden-
tified early as this allows good management of symptoms and ensures that
the patient is kept comfortable. The need to ensure that the individual’s pref-
erences and views are at the centre of all care is a fundamental tenant of this
type of care and ensures that their human rights are protected [13]. The ability
to work in partnership with other agencies to provide care services to patients
at the end of life requires that the practitioner holds an understanding of differ-
ing philosophies, principles and code of practice in partner agencies and a thor-
ough knowledge of their policies and procedures. This level of understanding
will ensure that appropriate care can be requested and delivered in line with the
needs identified and planned.

When care is being delivered, ongoing evaluation of the condition of the
patient, the effectiveness of the care plan and the preferences of the patient
must continue. Choices and decisions can and do change and the practitioner
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must recognise as quickly as possible when a situation has changed and care
plan needs to be reviewed and updated. All information on assessments, plans
and reviews must be recorded in line with national and professional codes
of conduct and must be kept in line with guidance on confidentiality and
record-keeping.

The ability of a case manager to support a patient and their carer through the
end-of-life stage can be very rewarding. To ensure a patient dies with dignity and
in peace, in the way in which they chose, with family and friends around them
is a highly successful outcome for the patient and carer. It can be upsetting and
may cause anxiety for the carer, but with competent care and support these anxi-
eties can be reduced and the experience can be acceptable while still upsetting.

Competency A6

This competency relates to the safe and effective use of medicines. Patients who
have long-term conditions are likely to be prescribed a wide range of medicine;
in fact, there is evidence that they are likely to be prescribed five or more medica-
tions. It is also clear from the evidence that the more medication a patient takes the
more problems they will have in relation to compliance issues and poli-pharmacy
issues [14]. Prescribed medication accounts for 15% of all health expenditure [15].

The ability to support requires that the practitioner develops a supportive
relationship with the individual, which will allow the practitioner to assess the
patients understanding of their medication regime, assess the appropriateness
of the regime and the level of concordance with it. It is essential that the patient
understands what a medicine is for, how and when to take it and what to expect
from the medication if we expect them to comply with the regime. Patients who
are supported to understand these issues are more likely to make the decision to
comply with medicines prescribed to them [15].

The practitioner must at all times work within their level of competency and
in line with their appropriate professional codes and national guidelines in rela-
tion to medication. The professional should ensure that they identify the current
(up-to-date) medication the patient has been prescribed. They should be mind-
ful of the fact that a patient having multiple conditions may be reviewed by a
number of practitioners all of whom may prescribe, and this may mean that
the actual medication being taken by the patient is different from that recorded
in the clinical record in primary care. Any differences in medication must be
investigated and appropriate action taken to confirm the medication being pre-
scribed. This action alone may immediately improve the situation for the patient
because confusion with medication is a major problem for patients, particularly
those who have multiple conditions or frequent admissions. The practitioner
must be able to understand and recognise the potential side effects of medica-
tion prescribed for a patient, identify the risks of medication prescribed and
be cognisant of drug interdependencies at all times, ensuring the safety of the
patient through effective and accurate record-keeping.
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The outcomes delivered by the practitioner through this competency relate
directly to improved health and well-being, safety and concordance with medi-
cation regimes. Patients who are supported by a knowledgeable and effective
practitioner will be more likely to understand their medication and there will
be less confusion regarding their drug regime. Reduction in waste of drugs
in the NHS will be a by-product of this competency though it is not the most
important.

Competency A7

This competency is aimed at delivery of the skills required for prescribing prac-
tice in case management; prescribing (independent or supplementary depend-
ent on professional background) requires that the practitioner can examine and
diagnose the patient, make a differential diagnosis and decision on treatment
and management through the provision of medicine. To be a prescriber the
practitioner must complete an appropriate prescribing programme as outlined
by the appropriate professional body. Each professional body has agreed the
learning requirements for the programme and all require that the practitioner is
able to assess, examine clinically and diagnose prior to prescribing.

Proactively manage complex long-term conditions

Competency C1

This domain represents the competencies required to proactively manage com-
plex long-term conditions and competency C1 relates to the ability of a prac-
titioner to plan, implement, monitor and review individual care plans with
individuals who have a long-term condition. To deliver the outcomes expected
of this competency, the practitioner must be able to develop effective relation-
ships with individuals and key people. Using these relationships, they should
provide information to support decision making regarding care and services
that the patient may choose to access and ensure that the patient is in a position
to communicate their needs while balancing the rights of the individual against
those of the wider community. The practitioner must work in a partnership with
patients and carers and with service providers to facilitate patient choice. The
practitioner must be able to use their skills to enable conflicts and dilemmas to
be managed. One of the skills that patients and carers may need to develop is
the ability to challenge, comment and complain when services are not appropri-
ate to their needs and to do so in a way that is fair and does not expose them
to any risk of unfair treatment. Older patients may be reluctant to complain
or voice concerns and case manager must act at all times to ensure that their
voices are heard. This competency also outlines the need to support patients
and carers in accessing appropriate external support and advocacy if required,
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a key requirement if a patient does not have the capacity to act on their own
behalf as defined by the advice relating to the Mental Capacity Act [16]. It is
expected that the practitioner using this competency effectively will support
the patient and carers to ensure that actions and decisions are in line with their
human rights as described within the report of the Joint Committee on Human
Rights in Healthcare [17] and ensures respect for beliefs, culture and values. The
patient outcomes from this competency are likely to be reported in the views on
patient and carer experience as this competency is all about delivering care in
line with the needs and views of patients themselves and if care is delivered in
this way then the experience for patients must be improved.

Competency C2

To enable the delivery of patient-centred care as defined in several policy docu-
ments [18,19], the patient and their carers must be involved in the process of
developing care plan; the patient must influence and agree the content of plans
as without this how can we be sure that the plan developed can meet the needs
the patients have. Competency C2 is totally focussed on the abilities required
in the practitioner that enable them to assess (identify) the needs patients have
and agree how these needs will be met through service delivery and support.
The assessment for needs must reflect the patients’ understanding of their
needs as it is not unusual for an issue that is identified as important by a pro-
fessional to be viewed by the patient as unimportant and easy to cope with.
The professional must assess the individuals” understanding of their condition
through a description of their health and review with the individual what the
problems and issues may be and what they are capable to self-manage, which
must include an understanding of their attitude to self-management (commit-
ment and motivation). Once all information has been gathered and any exami-
nation needed has been completed the overall condition will be defined, which
must include an understanding of any long-term complication from the diseases
the patient may be suffering. The practitioner must then access any risk to the
patient, which will be done against agreed guidelines. Delivery of the processes
outlined will ensure that the plan of care that is implemented is based on the
needs of the patient, which have been clearly defined during the assessment and
are understood. This process enables the delivery of a care plan that is based
on this knowledge and understanding which the patient has agreed. A patient-
centred and agreed plan of care must by definition provide better outcomes for
patients and is therefore the best outcome indicator in this competency area.

Competency C3

This competency requires the practitioner to enable individuals with long-term
conditions to make informed choices concerning their health and well-being. The
ability to deliver this requires further development of the relationship between the
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patient and the practitioner as a supportive relationship allows the practitioner
to use communication skills to encourage the patient to question and challenge
information and seek appropriate clarification regarding the plans and proc-
esses being used in their care. The practitioner must communicate effectively to
ensure that the patient has all the information they need to make choices in rela-
tion to their health and well-being and to decide on the most appropriate option
for their care. An effective practitioner will also encourage the patient to review
the choices they have made to ensure a decision or choice made remains the right
one for them and support the patient to access information or advice externally if
appropriate to ensure they are properly informed. The ability of patients to make
decisions for themselves is important as it allows them to have a sense of owner-
ship of the processes of care, which is often missing for patients with long-term
conditions. Ownership and influence on care planning and programmes is felt to
improve the level of concordance with care and builds the capacity in the patient
to self-care/manage. This process of involvement and ownership in care planning
through choice means that the patient can fully understand the interventions and
can give informed consent to the intervention. The outcomes in relation to this
competency for patients are clearly that of ownership and control; patients report
that their experience of care is better when they are involved in processes of
planning and can make choices regarding what happens to them.

Competency C4

This competency relates directly to how the practitioner supports a patient to
live in a home maintaining independence. To live in their own home the patient
must understand their strengths and skills and identify the support they may
need to enable them to remain in their own environment. Patients with long-
term conditions should understand any risks to themselves that are caused
through their condition or the effects of their condition. The assessment of the
personal, psychological, physical, financial and social support needs should be
clearly defined and the support should be identified and accessed either by the
patient themselves or through referral from the practitioner. This competency is
all about supporting and enabling the patient to live in their own home safely
with the required support, which is about supporting the independence of the
patient and promoting self-management/care and of course ownership of their
health and the management being provided. Patients who are supported to be
independent in this way are more confident of their health and have a greater
feeling of control of their lives, which is often the first thing that is lost when a
patient becomes ill with a long-term condition.

Competency C5

This competency is focussed on the ability of the practitioner to build partner-
ships between teams, patients and carers and provides further support to the
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patient in relation to involvement and control of their care. This competency
outlines the importance of not just the involvement of patients in decisions but
of the need for the decisions made to be acted upon and the need to ensure in
an ongoing way that the patient, carers and care team are all clear and that there
are no misunderstandings between the partners. The effectiveness of the part-
nership with the patient must be evaluated and reviewed as the ongoing deliv-
ery of care which meets the needs of the patient relies on the communication
between the professional and the patient and carers.

Competency C6

This competency also focusses on partnerships but in relation to maintaining
and ensuring the safety of all involved in care. Patients and carers must be kept
safe and the professional must operate within the limits of their competency to
ensure the safety and effectiveness of care. They must also work with all legal
and other frameworks to ensure the safety of staff, patients and carers, which
would include security, health and safety. The practitioner is required to use
their skill to identify and assess any health safety or security issues and report
these, ensuring appropriate actions are taken to reduce and manage the risks.
Effective use of this competency ensures the safety of patients and carers and
enables care to be delivered safely.

Professional practice and leadership

Competency F1

This competency is all about the provision of clinical leadership, ensuring
personal development and professional development of staff. Staff delivering
care to patients must be competent; they must have completed all appropri-
ate training they require to deliver treatments and interventions, which would
include mandatory training such as safeguarding adults and health and safety.
Ensuring staff are appropriately trained and skilled is a leadership function.
Leaders in organisations are expected to set the standards in relation to train-
ing, which ensure compliance with the Standards for Better Health [20], and all
professionals are required by their professional codes to ensure that they are
appropriately skilled and trained for any intervention they are delivering, the
code for nurses [21] clearly states that a nurse must not undertake any interven-
tion that is outside his/her competence. As a community matron or case man-
ager, the practitioner should support staff and colleagues in identifying gaps in
knowledge and skills and in accessing training to meet these needs. The practi-
tioner will also be expected to provide mentorship and tutoring support, includ-
ing assessment of skills for members of the team. For patients this competency
delivers quality and safe care, without appropriate skills and knowledge practi-
tioners cannot deliver safe care.
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Competency F2

The ability of staff to provide evidence-based care requires that leaders
promote the values and principles that underpin best practice. This compe-
tency ensures the delivery of care in line with evidence-based guidelines.
Patients and carers rely on practitioners to do the right thing at the right time
and to do this effectively requires that practitioner have access to evidence
regarding practice and are able to utilise this information, converting it into
care delivery. The NHS has a number of processes through which evidence-
based guidelines are published to enable the delivery of care in line with
good practice, National Service Frameworks, National Institute of Clinical
Excellence guidelines and pathways of care. All these guides are produced for
the NHS as part of the progress to ensure that all pathways of care and other
interventions are based on robust evidence as this is seen as fundamental to
the delivery of care which is safe and effective.

Competency F3

This competency supports the requirements within all professional codes that
practitioners act at all times within the limits of their competence and authority.
Each professional body outlines this expectation within its code of conduct or
practice. There can be no debate that it is both reasonable and sensible for the
public to expect that practitioners are cognisant of their abilities and competen-
cies so that they do not undertake any intervention or action which is outside
these. The practitioner must recognise any gaps in their knowledge and skills
and take action to develop the skills, but they must also be able to recognise
when an intervention requires delivery by an appropriate specialist and take the
required action to refer the patient to the specialist. In this subset there is also an
expectation that the practitioner will review for appropriateness the policies and
protocols being utilised to deliver care for patients. The nature of health care is
such that practice develops and moves on. It is therefore essential to the ongo-
ing delivery of care that pathways and care processes are regularly reviewed for
compliance with known good practice.

It is also important for both patient and staff safety that professionals are aware
of any area of practice that is outside their authority; for example, prescribing
rights are restricted by law to certain professional groups who meet the required
criteria. In many ways this competency underpins the safety of patients, each
subset provides clarity of expectation on professionals in areas that are under-
stood to directly affect the ability of a practitioner to do their job appropriately.

Competency F4

This subset describes the expectations of a practitioner in relation to leadership to
facilitate the development of organisational policy and practice that includes influ-
encing the aims and objectives of the organisation or service. The case management
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practitioner is a highly skilled practitioner on whom there is an expectation of
delivery of improved organisational practice and policy. The practitioner should
be involved in ensuring that policy and practice either during initial development
or on review are produced and implemented across the organisation. Leadership
roles in organisations are essential in helping the organisation or service to main-
tain a focus on the delivery of its objectives, and leaders must be able to influ-
ence and be role model for staff in the organisation or service. The NHS has for
many years been focussing on the development of leadership in the organisations
through the implementation of a number of leadership programmes [22-24]. All
programmes aim to improve the capacity and capability of leaders and specifically
in ‘Inspiring leaders: leadership for quality’, guidance for NHS talent and leader-
ship plans, the Department of Health clearly sets out the need for excellence in
leadership to influence the quality, safety and patient experience across all services.
The impact on outcomes for patients of this area of competence is obvious in that
the skills and knowledge underpin all professional practice and could be seen as
responsible for all areas of quality and safety.

Competency F5

This subset defines the skills required in a practitioner to develop, sustain and
evaluate collaborative work. The ability to work collaboratively is in many ways
the bedrock of case management practice. Unless a practitioner is skilled in this
area, delivery of co-ordinated and seamless service to patients will not happen.
The practitioner must be able to influence collaboration through identification
of both advantages and disadvantages to the organisation, which will include
a clear understanding of the purpose of the collaboration and how the aims of
collaborating organisations can be delivered through the collaboration.

A modern NHS as defined by the recent Darzi review [25] and the operating
framework [26] requires that both commissioners and providers, and therefore
practitioners, identify opportunities to develop partnerships and collabora-
tions to enable the delivery of care closer to communities. Services are more
and more being commissioned from providers who are not necessarily part of
the NHS family, and many services are being delivered through voluntary and
nonstatutory providers. Practitioners must therefore have the appropriate skills
to build partnerships with a number of agencies. The ability to build partner-
ships and collaborations will also enable the practitioner to work with agen-
cies to evaluate the effectiveness and appropriateness of services and influence
service change if required, which will ensure that services delivered as part
of these collaborations are being delivered appropriately and are meeting the
needs of patients.

The practitioner must also develop the skills to work in collaboration with
communities. A number of policy documents from the Department of Health
and reports for organisations such as the King’s Fund have outlined the need
for the NHS [25,27,28] to change its approach from managing sickness into pro-
moting wellness. This move to engaging the public in their own health focusses
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on prevention of the preventable diseases and encourages communities to take
part in programmes that improve the health of the community as a whole. How
the NHS works with partners such as local authorities to deliver their local area
agreements and the effectiveness of these partnerships will be assessed via the
Comprehensive Area Assessment (CAA) that will be completed each year for
each local authority and all its partner agencies [29]. For CAA to be delivered
and to make a real difference to the health and well-being of local communities,
the partnerships that are responsible for delivering must be effective.

Managing care at the end of life

Competency H1

This competency supports those patients who are going through what is defined
as a ‘significant life event or transition” such as a diagnosis that has a poor prog-
nosis and the deterioration of a condition or a diagnosis that will negatively
affect a person’s ability to live independently. Families and carers must also
be supported at this time. It is essential that practitioners are able to assess the
need for support and provide this or refer as appropriate. It is clear from this
subset definition that case management practitioners are expected to influence
and encourage the development of services that will support patients and carers
at the end of life. Although it may not always be appropriate for the practitioner
to provide all the support required, the professional must develop and maintain
good relationships with specialist services. If support is being provided by the
practitioners own team or linked services, the practitioner should ensure that
those delivering the support and care have the appropriate skills and competen-
cies to do so effectively and safely. Staff involved in this type of support proc-
esses must be experienced enough to recognise when the needs of the patient or
carers become more complex or are outside their skills and abilities. If staff are
unable to do this it could expose a patient or carer to an increased level of risk.
Practitioners must be able to identify and measure the ability of patient and car-
ers to manage the stress and anxiety during transition. The practitioner should
ensure that the patient and carer maintain an appropriate level of control and
that the needs in relation to this are reviewed regularly as these may change.
The practitioner may be in a position to influence commissioning and/or
service planning and therefore should ensure that opportunities to develop the
support services required are not missed. The practitioner should be able to
champion the development of procedures and processes to provide support to
patients and carers, ensuring that once implemented the processes are regularly
reviewed so that they remain effective. Effective support services for patients
and carers should be available across the range of transition times, which would
include support for managing a changed self view if a patient becomes disabled
and preparing for end of life and the bereavement process. The improving out-
comes guidelines for palliative care and its supporting evidence [30,31] clearly
set the standards for the support that should be available for patients and carers
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at the end of life. Provision of good support during these difficult periods can
deliver a huge impact for patients and carers; it can enable families and their
loved ones to make a difficult situation at least tolerable.

Competencies H2 and H3

Though this competency subsets have the same overarching, descriptor H2
relates to supporting the patient during the delivery of the ‘bad news” and H3
relates to the support provided in the period after the message is given and how
the practitioner supports patients and carers to cope with the change in situa-
tion. The practitioner should ensure that the environment is appropriate (pri-
vacy) when a patient and their carers are being informed about a poor prognosis
and that the follow-up advice and support is made available, such as specialist
advice, contact arrangements, follow-up for support and communication with
primary care.

Patients and carers have reported terrible experiences when they were given
‘bad news’, which included being informed in the middle of clinic or ward, with
no privacy or follow-up support. After the news is given, the patients and carers
should be supported to access any advice or other information that they might
need to plan for care in the future. The practitioner must be able to assess the
ongoing need for support as the situation may change and the patient may need
to be referred for specialist support. The mental health status of patients and
carers will need to be regularly assessed to ensure that referral for appropriate
support can be made and the support is provided.

The practitioner should have the ability to communicate effectively with
patients and carers to enable assessment, planning and implementation of sup-
port to meet the patient needs. The practitioner must ensure that information
regarding the needs of patients and carers is shared appropriately within con-
fidentiality and information sharing agreements. The support needed for carers
and family to prepare for the bereavement process must also be identified and
the support accessed through referral or care planning.

Case study 1

Practitioner E is a community matron within a large city, she has been newly appointed
to manage a new caseload that consists of patients within a group of nursing homes. The
practitioner will link to a team of community practitioners (2 band 5 nurses, 2 support
workers band 3), the community-based therapy staff and the community intermediate
care team. All the nursing home patients have been identified as having multiple chronic
conditions, and a review of activity in relation to emergency admissions has identified
that among the patients’ resident in the home there appear to be a number who have had
frequent emergency admissions over the last 3 months. The nursing staff in the home
appear to have poor relationships with the general practices with whom the patients are
registered, and there is no obvious history of reviews of the patients” chronic conditions.
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The practitioner begins her role by working with the nursing home to review the
patients who have been admitted as an emergency in the previous 6 months. This review
identified across the 4 homes of 120 beds 35 patients who had been admitted twice or
more over the 6-month period. The review also identified that calls to out of hours serv-
ices were also an issue. The practitioner also gained an understanding of the capacity
and capability of the supporting teams to ensure referrals for support were appropriate
to the supporting teams’ abilities.

The practitioner then commenced a review of all the patients” records, both clini-
cal (GP) and nursing home, using the information to prioritise patients for full clini-
cal assessment. The prioritisation exercise was based on the level of risk to the patient
(number of diagnoses, nursing home report on current condition, number of medicines,
recent out of hours visits, etc.). Gradually in a planned way the community matron
assessed the prioritised patients and from these assessments was able to define a pro-
gramme of care for each patient that was agreed with the patient if appropriate and
with the staff within the nursing home. Each plan of care developed was individualised
and contained advice for staff on how to identify early changes in condition and how to
access advice to manage the changes or to implement a programme of care to arrest the
deterioration. To ensure that the nursing home staff were able to deliver these plans of
care, training and development appropriate to needs were developed and delivered. The
practitioner was also able to facilitate opportunities to work with staff from the com-
munity who had specific skills that the nursing home staff required. Community staff
spent time in the home supporting staff in the short term to develop competencies and
confidence.

The key overarching issues identified in the assessments were:

®  Patients with chronic disease tended not to be reviewed on a regular basis by the
primary care team as patients cannot normally attend GP clinics.

o There was lack of continuity regarding GP support as patients see whichever GP
visits.

*  Some confusion regarding diagnoses was evident with nursing home having a dif-
ferent understanding than primary care records.

e There was confusion regarding medication because in patients who had frequent
admissions it was identified that the clinical records (GP) often had different medi-
cation than the home, and there were also some issues regarding compliance with
medication regimes. Some patients were on medication that had been continued but
on review was not required.

® Some lack of capacity and capability in nursing home staff which meant that
early signs of deterioration was missed. This also included some lack of up-to-date
knowledge regarding some of the long-term conditions in general terms.

e Lack of rehabilitation support when patients were discharged from emergency
admissions.

e Lack of follow-up when patients were discharged, which led to appropriate actions
required on discharge not always being delivered.

The community matron was able to provide both knowledge and expertise to manage the
gaps in skill in staff that not only improved care and outcomes for patients but also
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provided some development processes for the staff. The practitioner was also able to
improve the communication between the practices, carrying out reviews of patients with
long-term conditions. These included medication reviews that improved the medication
compliance and reduced some of the issues that the nursing home had with patients who
struggle with the number of medicines they are required to take. Emergency advice to
the nursing home was provided in hours by the community matron and out of hours
through the intermediate care team. This enabled an assessment of the patient prob-
lem, with investigation and management if required being carried out in the commu-
nity, thereby preventing a hospital admission. The community matron was also able
to arrange for fast track assessment of patients by the therapy teams, specialist teams
and consultant in elderly medicine through the intermediate care services, which on a
number of occasions prevented admission (domains A, C and F).

The outcomes for the patients and the nursing home staff of the management as part
of this caseload were:

*  Direct access to support when needed

*  Reduction in emergency admissions

*  Reduction in request for visits from primary care

®  Reduction in out of hours calls

®  Reduction in antibiotic prescribing in the home

e Improved medication compliance and understanding

e Improved communication with primary care

e Development of staff and improved skills, with higher levels of confidence

Case study 2

Mr F is a 60-year-old man who lives with his daughter, his wife having died a year ago.
Mr F was an active and independent man who had nursed his wife through a cancer
diagnosis and palliative care. Mr F wanted nothing more than to play with his grand-
daughter and family, spending time with his friends, the occasional walk or time out
with them was all he wanted. He was diagnosed with motor neurone disease and had
a number of admissions following falls and a lack of ability to self-care. He had been
informed of his diagnosis 3 months ago and offered support from a specialist nurse,
which he refused. It was felt by the specialists that he had been suffering from this dis-
ease for some time but because of its gradual onset had adapted to the difficulties the
disease gave. Mr F also has diabetes and hypertension. Mr F was referred to the commu-
nity matron because he had been admitted as an emergency three times in a very short
period of time.

On assessment the practitioner discovered that since Mr F had been given the diag-
nosis, he stopped his medication for diabetes and hypertension (domains A and C). This
had led to a lack of control of both of the diseases. The practitioner on completion of the
assessment of Mr F was able to identify his level of knowledge regarding his diagnosis
and prognosis (domain H) and with this knowledge provide some initial support and
specialist referral for support. This gentleman and his daughter who had struggled to



Outcomes for Patients — Advanced Nursing Practice 101

discuss his diagnosis and prognosis, which had added further stress into what was an
already difficult situation, should have accessed support. The practitioner was able to
provide a broad range of information regarding the support that could be arranged and
how the family could be supported. This enabled Mr F and his daughter to reflect on the
type of support they would need at the end stage of his disease and how this could be
delivered. This then allowed a plan to be developed to facilitate care being delivered to
M F on the basis of his preferences and choice (domain H).

Mr F’s condition had deteriorated very quickly following his diagnosis, but with some
therapy support he and his daughter were able to develop some confidence in relation
to his own abilities to self-care/manage and plans put in place to assist him with these
(falls risk was identified and reduced, loss of mobility was assessed and managed to some
degree, incontinence that Mr F was finding incredibly difficult to manage was assessed
and managed) (domain C). Eventually after support for some 12 months Mr F who had
been gradually deteriorating entered the end stage of his disease and was cared for in
the end-of-life stage by his family, who were supported by the community matron and
the community nursing service. These services were able to provide the family with the
equipment and other support they needed in the last days of Mr F’s life; he died peace-
fully at home, as he wished.

Although the prognosis for Mr F did not change by the early interventions from the
practitioner and other agencies, the outcomes for the patient and his carer were excel-
lent. Mr F was able to maintain a certain level of independence and to make informed
choices regarding his care right up to his death. He was able for some time to socialise
and live a reasonably normal life doing things he enjoyed which he had stopped doing
initially as he did not feel confident that he could do them. His daughter was able to
give him the care he needed and keep him in the family home, which was one of his
main wishes. The outcomes for this patient were very positive and while unfortunately
he eventually died his family were able to celebrate that they could be there for him and
that through the support he received from the community matron and the other services
he was able to have a level of normality in his life for some 12 months, he was able to
spend time with the people he loved and they were able to gather good memories that
will stay with them forever.

Conclusion

Case management practitioners have the ability to utilise their competencies to
make a real difference to patients. Outcomes such as reduction in emergency
bed days and better resource usage are positive for NHS but for patients these
are incidental positives. The real positive outcomes for patients are those that
allow the patients and their carers to live as normal a life as is possible. For a
patient just the ability to feel ‘as good as they can’ is a positive outcome. Patients
whose disease has been poorly managed or symptoms badly controlled will feel
an immediate sense of well-being if their disease is being managed and they
are provided with good levels of support. Patients and their families can live
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with an incredible level of risk if they are confident that the support they need
is available and will be there when they need to access it.

The domains reviewed in this chapter outline just some of the competencies
needed in a practitioner who is able to deliver the support required by patients
with chronic long-term conditions and their carers — informal or formal. It would
be almost impossible to define the most important competence domain for case
managers, as each of the competencies relates so closely to one another that all are
equally important. It is impossible to describe how one competency alone would
deliver all the outcomes required by a patient and their carers. But it is clear that
the domain that contains the leadership competencies is key to all areas of practice.
Practitioners and community matrons are expected to act as role models and pro-
vide mentorship and support to those who are training and developing their skills.
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Chapter 6
Outcomes of Case Management for
Social Care and Older People

Introduction

The implementation of case management across the National Health Service
(NHS) has generated some discussion in social care for some years. Since the
implementation of the care in the community programme during the early 1990s
social care practitioners (social workers) have been undertaking a process known
as care management. The practitioners were supplied with a range of guidance to
deliver case management [1,2]. These guidelines define care management and the
assessment that underpins it as being the cornerstone of quality care. The assess-
ment in the care management process aims to identify and address the needs of
individuals from available resources. The process highlights that the needs of a
service user will be unique to the individual concerned. Care management is also
described as a process of tailoring services to the needs of the individual. For those
now developing case management programmes or competencies these descrip-
tions will sound very familiar as they are reflected in the descriptions of case
management. This chapter will review the policy drivers in relation to the care of
older people since 2004 and then the potential outcomes for older people that case
management competencies might deliver.

The number of older people in the population is continuously rising as life
expectancy is rising and the standardised mortality rates are falling [3]; therefore,
the number of people requiring care for long-term conditions and/or with
complex support needs will grow and the pressures on services will increase.

Policy drivers for the care of older people

In March 2001, the Department of Health published the National Service
Framework (NSF) for Older People that outlined eight standards, each of which
had milestones for delivery [4]; a ninth standard was added after the publica-
tion. The nine standard areas are as follows:

1. rooting out age discrimination
2. person-centred care
3. intermediate care
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. general hospital care

stroke

falls

. mental health in older people

. the promotion of health and active life in older age
. medicines management (added later)

O 0 N O Ul

Delivery against the NSF even with the milestones has not been fully achieved
and the review of delivery against the NSF in 2004 reported poor levels of
achievement in some milestone areas [5].

Following the publication of the NSF for Older People, the National Director
of Older People’s Health was appointed to lead the implementation of the NSE.
He published his report in November 2004 [6], which described the progress in
implementation of the NSF and the key drivers for service reform and the prin-
ciples on which the vision for improving the health of older people had been
developed. This report outlines a vision for older peoples” care that will sound
very familiar to those working in case management. (Although the titles may be
slightly different, their meaning matches the current policy exactly.) The vision
outlined in the report includes:

® person-centred care

* joined up services (integrated)

¢ timely response to needs

e promotion of health and active life

The report presents some excellent practice via case studies and improvements
in outcomes of care for older people, which includes reductions in standardised
mortality rates across all disease areas, increase in health promotion activities
in older people (increased smoking cessation rates in people over the age of 60,
increased flu vaccination rates in those over 65 and increased number of women
aged 65 accessing screening for breast cancer), improvement in service provision
(intermediate care, community equipment, intensive home care, reduced delays
in discharge both general and those over 75), improvement in services in acute
care (90% coverage of specialist stroke services, increased coverage of integrated
continence services), reductions in discrimination and improvement in attitudes
to older people (established adult protection policies in 70% of localities, 80%
implementation of single-assessment processes). The report also describes the
further drivers for change in the care of older people, although it is clear that no
further targets will be set in place to replace the targets in the NSF that were due
to be achieved in April 2005. The report outlines a number of key processes for
improvements in care:

* national and local targets

* developments in technology

* electronic personal care record

e independent health and social care inspection
* local older peoples’ champions
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In his second report in 2007, Professor Philip [7] outlined both numerical
and financial impacts in relation to care provided by the NHS and social care
for older people. In 2003/2004, £16.47 billion or 43% of the total NHS budget
and 65% of acute hospital beds and in 2004/2005 63% of all finished consultant
episodes and 58% (£6.38 billion) of social services budgets were spent on older
people and 1.23 million people received social care packages. Successful services
in a number of areas were reviewed in this report.

In 2004 the King’s Fund produced a working paper [8] outlining a possible
policy framework for integrated care for older people. The group that devel-
oped the framework the CARMEN network (Care and Management of Services
for Older People in Europe) produced a set of national policy recommendations
based on the experiences of members of the network from across the European
Union. These recommendations were that national policy should promote
development of integrated care by:

* Setting clear vision for services, which ensures quality of life, independence
and control and improvements in service for older people with complex
needs using a holistic approach to service design and delivery;

* Adequate resourcing, incentives for good practice, coherent regulation and
inspection to promote integrated service models;

e Balancing service allocations, which are not directed at acute care to the
expense of community services;

* Strengthening the integration between informal and formal care sectors,
supporting carers explicitly in their role;

* Developing person-centred care programmes through which people are
offered real choice;

¢ Ensuring the involvement of older people and their carers in modelling of
services;

* Supporting the development of new care models through sharing good
practice, supporting leadership development for staff and supporting the
development of technology to assist people to remain in their own homes.

Many of these areas of policy guidance can be seen reflected in the current
health and social care policy.

In July 2005, the King’s Fund published the Wanless Social Care Review. [9].
The Wanless Review Team had begun its work by looking at the 2001 spending
review by Derek Wanless, and clearly reflected that the shape of social care for
older people in the future will be dependent on what the society wants and
expects to achieve. The review utilised the Green Paper on adult social care [10],
the public sector agreements [11] and the NSF for older people to inform its
thoughts on the strategic objectives for older peoples’ care in the future. It is
clear in this report that the aspirations and expectations of older people are
changing, with more emphasis being on choice, quality and preventing discrim-
ination. The so-called baby boomer generation born between 1945 and 1954,
who will be reaching their 70s in 2020s, are already exhibiting a very different
attitude towards their later lives than previous generations. The review outlined
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the potential numbers in the aging population in 2025 and the possible problems
this would bring. At the time of the report there was an expected raise of 183%
in the number aged over 85 and 143% increase in those aged 65. The report
noted an expected increase in the number of dementia suffers and fewer
children to act as carers but more people with spousal care responsibilities. The
report also highlighted a widened disparity between income and net wealth on
retirement and inadequate pension saving by individuals ahead of retirement.

Health and social care integration

‘Independence, Well-being and Choice’ [10] clearly outlines the outcomes for
social care in the future, which were derived from what the public told the
government what they wanted. The outcomes are as follows:

¢ improved health

¢ improved quality of life

* making a positive contribution

e exercise of choice and control

¢ freedom from discrimination and harassment
* economic well-being

¢ personal dignity

The document outlines clear targets for health and social care to move on to
a system where adults are able to take control of their lives, enabling them to
make choices and decisions regarding their ongoing care.

The economic impact of chronic diseases is clearly understood [12]. Chronic
diseases account for largest share of overall mortality across the developing
world and there is a significant burden on the poor. In an attempt to manage
this burden, the Department of Health has been focusing its policy on moderni-
sation of health and social care. ‘Our Health, Our Care, Our Say’ [13] published
following extensive consultation sets a clear modernisation agenda for health
and social care, reinforcing the need for services to be joined up at the local
level and further strengthening the guidance in relation to increased support for
patient with long-term conditions. The vision in this document was outlined in
response to the fact that the number of people over 65 year with a long-term
condition is likely to double each decade and the 6 million people in England
care for family or friend. The policy document reiterates the need to improve
the health and well-being of people in England, and in fact defines the end point
for this as ‘to ensure that longer life means more years of health and well-being’.
The policy document forms the framework on which the future for health and
social care has developed since its publication.

The vision of providing services locally within communities in line with what
the public request is further supported through the publication of the sister doc-
ument ‘Our Health, Our Care, Our Community’ [14]. The vision for increased
service delivery in the community is clearly in line with all policies for health
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and social care largely owing to the recognition that the NHS carries out a
large amount of care within acute care that could easily be delivered within the
community, the advances in medical technology mean that complex facilities
for interventions are no longer required and of course it is the preference of the
public that services are local and accessible.

The proposals in the policy document outline that it is essential that provid-
ers involve the community and public in designing and planning of services.
Health and social care services should be integrated and partnerships devel-
oped particularly in relation to social care and education, and new services that
are developed must relate to the rest of the health economy (the development
of pathways). The configuration of services at the time of publication of ‘Our
Health, Our Care, Our Say’ was seen as fragmented, and the overall aims of all
policy guidances published in support of this area were to deliver against the fol-
lowing four key goals:

¢ Better prevention and earlier intervention: moving from a sickness service
to a health service;

* More choice and a louder voice: ensuring people are in control of the serv-
ices they receive;

e Tackling inequalities and improving access to a wider range of community
services;

e Providing more support to people with long-term needs.

Fifty-four per cent of those who took part in the consultation exercise responded
positively to the concept of provision of services closure to home even if it
meant larger hospitals may merge, concentrate on specialist services or close.
The guidance clearly defines the expectations for clinical and social functions
that could be delivered safely and appropriately away from acute care. The view
of the department is clearly that locally based services have a great strength in
relation to their ability to be shaped and developed to meet with needs of local
people and circumstances and that they can be flexible and innovative in the
way they are delivered. The framework for reform of services including the
development of community-based services, included arrangements for practice-
based commissioning, choice, diversity in providers and payment by results.

Cost of care for older people

In England more than one million older people (65 years and over) use publicly
funded social care and local authorities spend more than £8 billion on these
services. Although some costs are recouped from users through means testing, in
2004/2005 this equated to £1.6 billion, some £3.7 billion was paid out in non-
means tested benefits to assist towards the cost of care, alongside private spend-
ing of £3.5 billion on residential and home care by older people [15]. Despite this
enormous spend there is little evidence that it enables the achievement of the
government’s aims (promoting choice, independence and prevention). In fact
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there is evidence that despite the aim to increase choice and independence,
spending on care home placements has risen at a faster rate than home care.
In fact in 2004/2005 almost 60% of local authority spending on older people’s
social care was spent on residential or nursing home placements against the
reported wishes of older people.

The provision of care for older people across Europe was reviewed during 2004
[16]. This review provided an overview of funding and provision arrangements
for long-term care for older people. Europe can expect the percentage of people
over the age of 60 to rise from 20% in 1999 to 35% in 2050, and of people aged
over 80 to rise from 15% in 1999 to 26% in 2050. The cost of health care across all
European countries rose steadily between 1970 and 1980. The spending on health
care reduced during the 1980s owing to tight controls on public spending. There is
currently no clear correlation between spend on health care and the state of public
health, which has led international experts to suggest that there is much room for
improvement in both quality and efficiency.

There is in fact evidence that as the population ages, by 2050 there will be
twice as many people aged over 85 but the spending on long-term care will
need to increase fourfold, and if this funding is not forthcoming then older
people will increasingly be called upon to pay for their care [17]. This report
by the Rowntree Foundation identified that the current systems are inconsist-
ent and despite good intentions of the system, which aims to ensure those who
are worst off are supported, the older people with least assets or low incomes
would have no choice over their care.

During January 2008 Caring Choices gathered more than 700 older people to
access their views and those of their carers on how care should be funded in the
future [18]. The question of who should pay for care has been subject to discus-
sion and debate for more than 30 years, and despite numerous attempts to cre-
ate a fairer system, the system still appeared to be failing older people. Despite
the ever increasing amounts being spent on care, the demands on services have
increased to such a degree that it has become more and more difficult to qual-
ify for state-funded care, which is increasing the pressure on patients and their
families to fund care. This review identified a number of problem areas:

® Present system of funding for long-term care is not fit for purpose: the sys-
tems were seen as inconsistent, confusing and unjust.

* The cost of long-term care will continue to rise.

* Aportion of long-term care funding should be universal.

¢ Funding of long-term care should be shared between the state and
individuals.

* Better support for unpaid carers is crucial.

The issue of support to unpaid carers is a key issue. The provision of unpaid
care is important in enabling individuals to cope and for services to manage. In
absence of the unpaid carers, who support many of our older people and those
with long-term care needs, many of these patients would require professional
care. The Institute of Public Policy Research has estimated that unpaid care in
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England replaces formal services to the tune of £67 billion and this does not
include the potential loss of earnings these carers suffer [19].

The debate in relation to funding for the delivery of services to those with
long-term needs even today continues to tax the minds of policymakers in
health and social care.

What do people expect in old age and how will these
services be commissioned?

To deliver services that meet the needs and expectations of people when they
need long-term care, they must be person centred, with sensible pathways
designed to deliver the care to patients. During 2004 the King’s Fund completed
an enquiry into the expectations of care in old age [20]. This enquiry focused
on groups of middle aged (50 years old) people to identify what they would
require from caring services as they will grow older and the required care sup-
port. The report provided an overview of the expectations of care for this cohort
of the population, which included:

¢ Access to good-quality services and information, advocacy and advice;

*  Good-quality, safe and effective care;

e Facilitation of choice of care environment;

e Care within the community to support independence;

e Changing role of children and families: they will be less likely to provide
care and support;

* Increased expectations in relation to individual choice and care based on
their own needs.

There have been a number of reports that outline guidance on shaping services
around the needs of individuals alongside a number of recent policy drivers in
relation to person-centred care clearly outline the need for care for all people
including older citizens to be designed and delivered in line with their prefer-
ences. Turning Point produced their report ‘A personal approach to public serv-
ices’ [21], which is described as a ‘call to action to those responsible for public
services’, providing a practical guide regarding what can be done to facilitate the
development of user-orientated services that deliver good value for money. The
need for commissioning of services by primary care trusts and local authorities,
which ensures the delivery of targeted resources to those who need them, is a
challenge for the public sector. The ability to commission services effectively in
line with the needs of local people is assessed with primary care trusts via the
world class commissioning competencies [22], and each commissioning organisa-
tion is required to improve its abilities in commissioning and the outcomes for
patients/service users. Improved commissioning skills are seen as essential in the
delivery of improved health and well-being in local populations. The review in
2006 of progress in delivery of the NSF for older people [23] and the supporting
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document ‘Good practice in services for older people” provide examples of serv-
ices that are known to contribute to improving the well-being and quality of life
for older people [24]. The sharing of models of good practice in older people’s
services aims to ensure that commissioners and the service providers deliver effi-
ciently and effectively the services that are needed.

The drive to ensure personalisation in care is supported through a number of
policy documents — in 2006, ‘Relentless optimism’ [25] outlined the importance
of commissioning in the delivery of effective and bespoke care. Patients and
service users have highlighted their expectations and it is essential to effective
commissioning that the views and aspirations of people who use services are
part of the commissioning process. Commissioning is not about inputs and
outputs but is about the outcomes expected from the service; it is about how
service works across agencies and in partnership to deliver the needs of people
with complex and multiple needs. There is, however, a challenge for commis-
sioning personalised services as this is being implemented alongside payment
by results, practice-based commissioning and direct payment arrangements.
Whatever services are commissioned, they must be delivered in line with the
expectations of service users, which have been described as being provided
based on needs of the individual, being needs led not service led, enabling and
ensuring choice, empowering service users, being delivered to meet the needs
of individuals not targets and being provided by organisations who understand
the people who use their services. The ability to commission services that facili-
tate and enable independent living, the right to participate in society and be in
control of one’s life is a fundamental expectation on those who commission both
health and social care. As early as 2006, the King’s Fund was offering guidance
to both health and social care in relation to effective models of commissioning
[26], which includes a set of key indicators of a successful market (ensuring
choice, safeguarding continuity of good quality, encouraging innovation) and
the problems in the current market such as commissioning approaches, nature
of the industry, lack of consumer power, the labour market and obstacles to
innovation.

What does case management offer to older people?

Case managers are skilled practitioners from across the spectrum of professions.
Although nurses are seen as the key professionals in relation to community
matron roles, all other professionals can also be provided the skills and compe-
tencies required in case management roles. It is essential that the workforce is
appropriately skilled and experienced to deliver care to older people with long-
term care needs. Case management competencies [27] outline a broad range of
competencies all of which provide skills, knowledge and abilities to support the
needs of people with long-term and complex care needs.

An adult social care workforce strategy [28] has been produced that identi-
fies the competencies required in staff to ensure that services provided are
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appropriate to need and of course safe. The aims for this workforce strategy
are in line with all the other policies and national guidances in that this has
an expectation of a skilled workforce to provide care based on assessed need,
provided by appropriately skilled and supervised staff that can facilitate and
enable choice and independence, promoting well-being and dignity. The care
and support service users will need will be heavily dependent on their health
status and abilities.

Care delivery is a collaborative enterprise between individuals, carers, both
professional and informal, and communities. It is essential that those involved
in assessing service users’ care needs should allow the service users to be a
fundamental part of the assessment process; one of the processes that could be
used is ‘self-assessment’. The self-assessment process is widely recognised as a
‘good idea’ but how it is delivered is not clearly understood or defined [29].
There are a number of processes of self-assessment and at this time there is
little evidence of effectiveness as the keys to implementation of self-assessment
are self-reporting and self-completion, rather than examination and observa-
tion by a professional and some benefit for the service user. Self-assessment is
being promoted as a way of involving service users actively in their care and
empowering them to make decisions and choices in relation to care. However,
it is important to understand that self-assessment does not necessarily lead to
person-centred care.

Social care professionals have a long history of case (care) management based
on procurement and co-ordination of care packages developed particularly
for people with long-term and complex needs, and not only for older people.
Within social care the case manager will utilise the single-assessment process
to complete a holistic assessment that is appropriate to the needs of the serv-
ice user. The assessment will provide an overview of the service users’ needs,
allowing the identification of risks and the development of personalised care
plans. The care plan allows the procurement and co-ordination of care pack-
ages across a range of service providers, who may be statutory, voluntary or pri-
vate providers. There is a need for the social care case manager to build good
relationships across agencies and recognise when the needs of a service user
require a specialist intervention. The key for social care is to ensure that the care
plan is agreed with service users and carers and that all reviews and evalua-
tions include a view from service users and carers on the effectiveness of the
programme of care.

The delivery of care to older people across health and social care has many
challenges [30]. There has been a lack of clarity in relation to expected outcomes;
for example, service provisions including the use of personalised budgets are
not considered with the family in mind. There has been little evidence of ade-
quate integration of services, which impacts directly on their ability to deliver
a personalised care model and there is a lack of involvement of communities
in the development and shaping of services. The Institute of Public Policy [30]
has offered some policy recommendations that are felt to offer opportunities to
improve models of care and the outcomes they deliver.
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Integrated models of care

The delivery of case management in social care works well in integrated teams;
these teams are effective in delivering the broadest range of interventions, which
aim to maintain independence and choice for service users. Fragmentation
of services with loss of continuity places service users and their carers at an
increased level of risk. Service users with complex and multiple conditions, and
their carers, need services that are integrated to enable services to support them
and meet their needs. This form of integration has been the main focus of all
health and social care policies in recent years [31].

The delivery of integrated services is a guiding principle in health and social
care policy, and the recent implementation of a pilot programme for integrated
care [32] offers opportunities for services to develop the leadership they need to
develop and test new models of care. Service integration is seen as a pre-requisite
to delivery of a world class health system. This process is seen as having the
potential to deliver improved outcomes for service users and carers. The pilot
programme offers a process through which leaders in service can develop the
skills and knowledge they need to deliver integration, which in turn will deliver
improved outcomes and service user satisfaction; improve quality and partner-
ships; improve relationships, governance and risk management; offer opportuni-
ties for innovation; and reduce inequalities. The programme aims to develop a
number of programmes led by clinicians, working across health and social care,
including programme evaluation and sharing of learning and good practice.

Impact of case management on older people

A review of the actual impact of case management for long-term conditions on
older people [33] reported on five outcome measures:

* hospital admission

* use of emergency departments
* length of stay

* cost effectiveness

* functional health status

This review of 19 studies of case management programme provided weak evi-
dence in relation to impact on hospital admission and no consistent evidence of
impact on emergency department use. Evidence of cost effectiveness was also
limited. Functional status was improved in four of the studies with the remain-
der showing no adverse affects. Length of stay, on the other hand, was posi-
tively affected with significant reductions.

For older people with complex long-term needs, it is essential that case
managers are highly effective and utilise the full range of case management com-
petencies. The case manager in social care will utilise some competencies that are
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beyond the case management competency framework, but it is clear that there are
some common competency domains that a social care professional will utilise.

The competencies as outlined in the education framework clearly define the
area of delivery expected from the practitioners when they utilise the skills on
practice. Care delivery closer to home as outlined in ‘A recipe for care’ [7] can
be facilitated and delivered through the use of case management competencies.
The key elements outlined are as follows:

e Early intervention and assessment of old age conditions;

¢ Long-term conditions management in the community integrated with social
care and specialist services;

¢ Early supported discharge whenever possible and delivery of care closer to

home;

* General acute care when needed combined with quick access to specialist
assessment;

e Partnership built around the needs and wishes of older people and their
families.

Each of these elements can be supported and delivered through case manage-
ment. The outcomes delivered through case management can provide many of
the improvements in care and support required, but case management cannot
deliver these outcomes alone, there must be partnership with other care provid-
ers as without this the impacts will be reduced.

Case study G

Mr and Mrs G have been married for 45 years; they have lived in their family home for
almost 35 years. Mr G is a retired businessman who had been in a very senior position.
Mprs G had mostly been a housewife and appeared to be very dependent on her husband,
who made all decisions.

Mrs G suffers from memory loss and needs ongoing support for medication administra-
tion to manage her diabetes and hypertension. Mr G is deaf and suffers from angina. The
couple was referred to the social care practitioner as Mr G was struggling to cope with
the care support required by Mrs G, and on review Mrs G appeared to be very anxious
and frightened when Mr G approached her. The couple have two sons who live away from
home and both had raised concerns about their father’s attitude to their mother.

A full assessment was completed, which included an assessment of both the gen-
eral and mental health status of both Mr and Mrs G; the assessment also included a
review of the potential risk to Mrs G in relation to safeguarding. During the assessment
it became clear that both of them were not taking their medication and that they were
struggling to communicate owing to Mr G's loss of hearing. The case manager then
spent a substantial amount of time agreeing a package/plan of care that the couple felt
comfortable to accept and that was designed in line with their needs.

The risk assessment completed in line with the local safequarding adults policy in rela-
tion to possible abuse, leading to a care plan that included regular support to the couple,
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which while allowing them to continue to be independent also reduced the pressure
of ongoing care through provision of social care support and medication administra-
tion. The case manager arranged through a commissioning process appropriate sup-
port services, made referrals to appropriate statutory services including community
nursing and mental health support and identified some social support that allowed
Mr G to get some personal time. A regqular review/evaluation of the package of care was
carried out to ensure that the package was effective and delivered care to meet their needs.
The main competencies used by the social care practitioner are as follows:

*  Proactively managing complex long-term conditions;

*  Managing cognitive impairment and mental well-being;

*  Supporting self-care, self~management and enabling independence;
e [Interagency and partnership working.

The outcome delivered was improved control of their health, which included improved
management of medication and their chronic conditions through health support. The
anxiety and pressures on Mr G when managing his wife were reduced through support
services, which also promoted a high level of independence. The care plan enabled the
couple to manage in their own home safely and provided reassurance for the family.

Case study H: caseload review

This multidisciplinary team of a nurse case manager, a social worker and a physiotherapist
with support team has a caseload of 170 patients across a group of practices. The patients
are referred by either general practitioner or other professionals; the patient is assessed
by an appropriate case manager depending on the rationale for referral to the service.
All patents have an appropriate lead professional who is responsible for the development,
implementation, monitoring and evaluation of the care plan.

All patients are assessed using the single-assessment process in line with the require-
ments of the NSF for older people, which allows all services to utilise that assessment
process and set of records. Each case manager can access social care services utilising a
social care budget or continuing health care through a shared budget arrangements. All
the teams work together to set the parameters of care with service users and carers,
defining outcomes and expectations with the aim of promoting independence. The team
through excellent communication processes utilises the skills of all the team members’
and as each has a specific set of specialist skills, the knowledge and expertise are shared
as appropriate. Each case manager has therefore developed new skills and competencies;
for example the nurse has developed skills in relation to rehabilitation and mobility
assessment from her therapy colleague. Likewise the social workers have developed an
understanding of falls assessment and of areas of high risk in medication administra-
tion, which has improved their understanding in relation to service users’ needs.

The caseload contains a number of service users with mental health problems (mainly
in relation to memory issues) and the team has accessed support through a local special-
ist service to improve their understanding and abilities to both assess and provide advice
for support to the management of mental health issues. These new skills have enabled



Outcomes of Case Management for Social Care and Older People 117

older people with mild-to-moderate depression to be identified, supported and managed
appropriately at an early stage, thereby offering an opportunity to improve their out-
comes. Each case manager leads on a specific area in which they have higher order skills
or greater experience, but each is responsible for ensuring that all members of the team
develop as appropriate in these areas. So the therapist ensures all the members of the
team are capable and understand falls risk assessment and prevention. The social worker
leads for safequarding and ensures the team is aware of the processes and can access
appropriate support. The nurse leads on medication and chronic illness and ensures that
all in the team can manage medication safely and are aware of the potential for dete-
rioration in medical conditions and how these can be managed. The nurse also provides
advice and support in relation to end-of-life care.

The outcomes the team is delivering for the caseload, as identified through an ongoing
evaluation, are as follows:

e Improved functionality on most patients;

Reduced number of service users referred into long-term care;
Improved medication concordance;

Reduced out of hours calls;

Reduced emergency attendances and admissions;

Increased planned admissions but with reduced length of stay;
Improved service user understanding of their own condition;
*  Improved service user satisfaction;

*  Improved carer satisfaction.

The case managers in this team are utilising all the competencies within the competency
framework and utilising these to good effect.

Case study J

Mrs ] is an 86-year-old lady who is a widow and lives alone but with good support from
her son and his wife who live nearby. Mrs | has severe rheumatoid disease (osteoarthri-
tis) and has had a number of joint replacements, both hips and one knee. Mrs | also has
some mild heart failure. Mrs | has been well managed, but since her last joint replace-
ment (knee) she has been suffering from severe pain and has had peripheral oedema of
both feet, made worse by lack of concordance with medication. Mrs |'s pain is not well
controlled and this is causing some anxiety and loss of motivation. Mrs | has had five
admissions in the recent 6 months following falls.

Mrs [ is assessed by a social case manager following a referral by the general practitioner
for social support and equipment assessment. The single assessment was completed and it
was clear from the assessment that a specialist view was required in relation to pain con-
trol and medication concordance. Following a specialist view, a plan was formulated to
manage her pain through appropriate analgesics; as part of this plan Mrs ['s understand-
ing of her medication was also reviewed and concordance with medication programme
was encouraged. Mrs | identified during these assessments some areas of confusion in
relation to the reasons for medication and how and when to administer medication.
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Providing Mrs | with clear explanation and information in relation to her medication
improved immediately the level of concordance while at the same time improved the effec-
tiveness of the medication. A key problem for Mrs | was her level of anxiety and concern
about her own care and a certain lack of interest.

The outcomes for Mrs ] were no further admission, improvement in mobility owing to
reduced oedema and increased control of pain and improved ability to self-care through
improved understanding of condition. A mental health assessment was completed,
which allowed some support to be provided to increase motivation and reduce levels of
anxiety. Overall Mrs | and her family reported being much more ‘in control of life’ and
better able to manage, they were also able to recognise very early any changes in her
health and access appropriate support to manage the change, which generally improved
the management of her condition.

Managing resources

The case manager is an important professional in the process for referral to
services and the management of the resources across the care sectors. The case
manager must have a broad understanding of the services in the area, and an
understanding of the competence and capacity of a service ensures that all refer-
rals made are appropriate to the needs of service users. It is also essential that
case managers are sufficiently competent to ensure that they refer only those
who require intervention and that resources are utilised in a way that ensures
the effective management of resources. Although the case managers are unlikely
to have direct managerial responsibility for most of the service provided to serv-
ice users, they must be able to influence the quality of the services and promote
appropriate care. The case managers should also be competent to support the
development of services through an understanding of local needs, influencing
commissioning or service planning or service/care pathway redesign.

Outcomes for older people

Older people have a right to expect personalised care that enables their dignity
and is delivered to meet their needs. The policy context of care for older people
is clearly one of independence and choice and how care services support service
users to make decisions. Personalisation of care is all about ensuring that systems
are in place to ensure that choice and control are available to each individual. All
services are required to ensure that when needs are assessed the service user and
the carer, if appropriate, are consulted and that the plan is agreed between all
concerned. It is clear in all guidance that the individual’s wishes and needs must
be central to the process and the plan must deliver care for those issues that are
important to the individual. It is essential that the discussions in relation to choice
and risk are recorded carefully, which will protect the service user and care provid-
ers and will also enable clarity in relation to the expectations the service user has.
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Effective outcomes for service users are highly dependent on the development
of a realistic and appropriate plan of care that clearly outlines what the expected
outcome is of each intervention. Setting effective care plans will require the serv-
ice user to understand as much as possible the risks of any care plan and how
the risks are being reduced or managed. A supportive decision tool has been
developed by the Department of Health to assist practitioners and service users
in the process of decision making [34]. This document also outlines the expecta-
tion that commissioners and providers should work together to create outcome-
based commissioning, ensuring an implicit risk assessment and decision making,
which empowers people to take control of their lives.

Conclusions

It is essential that older people with long-term and complex conditions receive
high-quality and well-managed care. There is no doubt that the pressures in
relation to both the care needs of older people and the potential cost to fund
care are likely to be enormous. The ability of case managers to improve the out-
comes for older people while still at an early stage of implementation is also evi-
dent. Case managers are an essential tool for both health and social care in the
push to improve the experience of care for older people. Although service users
have in many occasions outlined their expectations of services, the services have
been slightly slow to react. New commissioning expectations and requirements
as outlined in world class commissioning and the operational framework for
the NHS in England [35], the NHS Constitution [36] and a wide variety of other
policy documents are all clearly focused on the need to improve the outcomes
of care for older people. The quality of care delivered to older people is funda-
mental to the type of society we are and want to be.

Each competency within the case management framework provides a set of
clear markers for care delivery through assessment, planning, implementation
and evaluation of the service user. Older people are entitled to expect the serv-
ices provided to be based on their expressed needs and though it can still prove
difficult for some older people to express their needs owing to either lack of
confidence or lack of understanding, the support provided by a case manager
could provide the service user with the confidence to take a greater part in the
planning of their care. The outcomes delivered for older people may not always
be the outcomes they expect in health, but the key for the service user is that
the outcomes delivered make a real difference to their sense of well-being and
health and of course their ability to be in charge of their own destiny.

The delivery of person-centred care is another area of essential practice in
the delivery of high-quality care for older people. As the concept has become
more popular with policymakers and providers, it has become more and more
important that people who are dependent on care services are included at the
centre of all decisions about how services are designed and delivered. The com-
petent case manager has both the skills and the expertise to ensure that service
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planning and delivery is person centred through care planning and influence on
commissioning and design of services.

Agreeing the expected outcomes for the care plans for older people is essential
to delivering good care. Service users need to be supported in expressing their
needs and expectations and in expressing their views during evaluation of
service provision. In each of these areas, the case manager should have the ability
to promote both service users’ views and good outcomes for care of older people.
Case managers can affect positively the care of older people using their compe-
tencies, and each area of competence provides its own specific area of skills and
knowledge. The combination of all the competencies is the process through
which the real impact on care is delivered.
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Chapter 7
Outcomes for Patients — Cancer
Care and End-of-Life Care

Introduction

The provision of high quality care and support for patients with a cancer
diagnosis and at the ‘end of life” is key to ensuring that patients and their car-
ers are able to manage at this highly stressful time. Owing to the improving
processes used in managing the disease, cancer has become for many patients
a long-term/chronic condition. The development and implementation of the
cancer plan and its supporting guidance has delivered many improvements
for the care of patients with cancer. When the plan was produced, England was
reported as achieving poor outcomes in relation to the management of patient
with most cancers, particularly when benchmarked against similar countries
throughout the world.

It is clear that the demographics of death, the age profile, place and causes
of death have changed enormously over the last century. In 1900 most deaths
occurred at home and most common causes were infectious diseases and much
higher number of deaths occurred in young adults and children. The majority
of deaths now seem to follow a period of chronic disease, with 58% occurring in
hospital, 18% at home, 17% occurring in care homes, 4% in hospices and 3% else-
where. Dame Cicely Saunders the founder of the Modern Hospice Movement
states ‘'How people die remains in the memory of those who live on” [1].
While for some years the delivery of end of life care has focused on those with
a cancer diagnosis, the transformation of the management of many life limit-
ing conditions into chronic conditions, it has been recognised that this situation
must change. The cancer plan [2] and the improving outcomes guidance for pal-
liative care [3,4] have been produced to improve the standards of care and types
of services provided for patients at the end of life. For patients and their carers a
good experience at the end of life is described as:

Being treated as an individual, with dignity and respect
Being without pain and other symptoms

Being in familiar surroundings

Being in the company of close family and/or friends

The World Health Organisation defines palliative care as ‘an approach that
improves the quality of life of patient and families facing problems associated
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with life-threatening illness, through the prevention and relief of suffering by
means of early identification and impeccable assessment and treatment of pain
and other problems, physical, psychosocial and spiritual” [5]. There exists much
guidance and evidence that well-managed palliative care is both effective and
well received by patients and carers [6].

Despite the guidance produced and the achievements of the guidance, many
people continue to experience unnecessary pain and other symptoms. The end-
of-life strategy provides distressing reports of people not being treated with
dignity and respect and not being allowed choice about where they die. It is
clear that the provision of end-of-life care to all patients who need it is a funda-
mental prerequisite in a civilised society. Many chronic disease clinical networks
are reviewing how the end stages of chronic diseases are managed as the abil-
ity to identify when managing a chronic disease becomes a palliative process is
extremely important.

The ability of services to manage those with palliative care needs is also fun-
damental to enabling the delivery of care out of hospital, a key policy driver
for the NHS for some years. We also know that the NHS makes greater use of
hospital beds than other countries [7]. This has been shown by research which
reviewed the effectiveness of palliative care services in reducing admissions and
out of hours general practice call outs [8].

Caring for patients through any treatment programme for a diagnosis of
cancer or at the end of life requires highly skilled interventions. The develop-
ment of cancer and palliative care specialists over the last 20 years has enabled
the growth of an understanding of treatment programmes, symptom control
and palliation. Management of patients through the cancer treatment is clearly
shown to be more effective if clear processes of communication are in place
from acute to primary care and if the programme of treatment delivered com-
plies with best practice. Each area of cancer care has through the national cancer
plan and the improving outcomes guidance been provided with clear guidance
on the most effective programmes of care.

Palliation is clearly only effective if it can be delivered in a planned and
proactive way. Reactive palliation leads to a lack of pain and symptom control
and to a poor experience for patients and carers. It is fair to say that the compe-
tencies required within palliative care should therefore be easily found within
case managers and community matrons because by definition these profession-
als deliver care in a supportive, planned and proactive way. In this chapter the
competencies used in the management of end-of-life care through case man-
agement are reviewed and the outcomes for patients defined. The NHS cancer
plan clearly states that ‘the care of all dying patients must improve to the level
of the best” and identified the need to ensure a joint care manager is in place
so that the needs of the patient and carers are assessed and delivered through
communication across the multidisciplinary team (MDT). This process of care
management is seen as the key to delivery of high quality of care supported by
appropriate specialist equipment and priority access to care including care out
of hours.
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Gold Standards Framework for Palliative Care

The production of the ‘Gold Standards Framework’” for community care [9]
outlines very clearly the key proactive and evidence-based processes that ena-
ble high quality end-of-life care. The gold standard framework outlines the
expected outcomes [10] for the patients and staff:

* The patient is comfortable and free of symptoms.

e They are safe and supported in order that a ‘good death’” will take place
according to their wishes.

* Family and carers feel supported, involved and content with the care they
received.

* Staff feel supported within the team and are able to grow with confidence.

The Gold Standard Framework outcomes are delivered through seven key tasks:

¢ Communication

¢ Co-ordination

¢ Control of symptoms

¢ Continuity including out of hours care
¢ Continued learning

e Carer support

e Care in the dying phase

The implementation of Gold Standards Framework across primary care teams
tends to take place in stages over time. And though it is recognised much of
the care is provided already by primary care teams, the formal implementation
of GSF does draw together care into an integrated pathway of care and assists
teams to identify potential improvements in care. The broad implementation
of the GSF across the NHS is seen as an effective way of reducing the poten-
tial variations across the NHS in palliative care. The key to delivery of GSF is
early identification of patients who are terminally ill and expected to die in 6-9
months [10]. The identification of these patients allows early robust understand-
ing of the wishes and needs of patients and families. Early identification also
enables early access to equipment and appropriate support through a system of
‘flagging’ patients for priority access to equipment and care.

While the GSF was originally developed to meet the needs of patients with a
diagnosis of cancer, many organisations are now using the framework to sup-
port the end-of-life needs of all patients. This need has been highlighted in the
recent National Health Service Framework for Long Term Conditions [11] which
raised the profile of palliative care for patients with nonmalignant conditions.

Integrated Cancer Care Programme

UnitedHealth Europe during 2004 to 2006 completed a pilot programme of
integrated cancer care within the NHS which reported in May 2007 [12]. The
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pilot programme was supported by the Department of Health following the
publication of the progress report on the cancer plan [13] and the workshop that
took place after the review was published. The workshop was used to develop
recommendations for the creation of primary care nursing pilot projects to
improve the delivery of care for patients with palliative care needs in the com-
munity. A key aim for the pilot project was to place an emphasis in the move
of care from acute to community settings, which has become even more impor-
tant with the publication of ‘Our Health, Our Care, Our Say’ [14] and the more
recent review of the NHS by Lord Darzi [15].

The key areas for development identified in the progress report on the cancer
plan were:

¢ Identification of gaps and systematic planning of care for each patient

e Improved communication and co-ordination between general practitioners
and consultants

* Development of community-based services

¢ Improved hospital discharge planning

¢ Use of more effective information systems for tracking and managing
patient services

The key vision for the pilot programmes was to improve patients’ experi-
ence of care through better co-ordination along the pathway and reduction of
unnecessary hospital admissions through proactive case management in the
community, providing a delivery model for the improvement areas outlined
in the progress report. This vision will also be incredibly familiar to any per-
son who has been involved in or read anything regarding general case man-
agement as described by UnitedHealth Care as the vision is almost identical.

The pilot programmes commenced with an assessment of ‘where are services
now?’ to gain an understanding of the levels and effectiveness of integration in
services and an early view on the types of challenge the pilot areas would have
to manage. It was clear from this early assessment that despite much good work
there was little integration across services, with substantial duplication of effort
and very unreliable exchange of data between primary and secondary care. The
initial review provided evidence that the poor processes in relation to information
transfer from acute to primary care included insufficient information regarding
diagnosis and treatment, which affected detrimentally the ability of general prac-
titioners and the MDTs to provide appropriate care and support during and after
treatment. The prepilot assessment also identified the need for improved advanced
skills within the community nursing workforce to allow the staff to fulfil a role of
proactive case management in partnership with general practitioners. The issues
identified clearly had a negative impact on care for patients and their families.

The development of the pilot programmes commenced with a review of the
findings from the national survey of patients with cancer, which had been com-
pleted in 2004. A total of 7800 patients were surveyed with 4300 responding
(565%). The findings of 2004 survey were:

* 32% did not find doctors” explanations of condition, treatment or tests easy
to understand
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* 40% of patients were not told about support or self-help groups

* 20% of patients with prostate cancer and 13% of patient with other can-
cers would have preferred more information about how treatments had
gone

* 30% of patients with prostate cancer and 19% of patients with other cancers
did not fully understand the explanation of how the treatment had gone

* 50% of patients with prostate cancer and 39% of patients with other cancers
did not have a named nurse in charge

* 13% of patients with prostate cancer and 9% of patients with other cancers
did not have their home situation taken into account when discharged from
hospital

To ensure that the pilots were effective, clear objectives were agreed between the
Department of Health and UnitedHealth Europe. The objectives were:

e To improve the quality of care given to patients with cancer through
improved co-ordination of care along the pathway

¢ To assess and seek to reduce NHS expenditure related to unnecessary care
and duplication of effort

¢ To improve the satisfaction of staff in all sectors with the care delivered to
patients with cancer

In response to these objectives, UnitedHealth Europe developed a programme
that:

¢ Built on existing work and resources within each health economy

* Apply individualised, whole person approach to care

¢ Use MDTs in primary care

e Use improved data and information to strengthen decision making and
focus on the right of patients

e Focus on patients’ desire for more information and understanding related to
their diagnosis, cancer care pathway and cancer journey/experience

¢ Use standards and measures to create a systematic approach to care from
diagnosis to treatment

¢ Collaborate with key stakeholders

¢ Ensure measurement of the results

Nine Primary Care Trusts took part in the pilot programmes. Although the pro-
gramme did not manage patients at the end of life specifically, as the patients
were transferred out of the process at the end-of-life stage, its processes enabled
the development of skills in the pilot areas in relation to proactive end-of-life
planning and management.

Preparing for the pilot programmes

The initial assessment of services not only identified many aspects of good
care but also outlined a number of areas in which there were opportunities for
improvement. The opportunities/findings are outlined in Table 7.1. The pilot
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Table 7.1 Findings of Initial Assessments for Pilot Sites

Findings in relation to diagnosis

® Monitoring of referrals and follow-up by general practitioners was not consistent

¢ Not all patients with cancers were considered by the MDTs

¢ Not all tumour-specific acute trust MDTs had a co-ordinator available. The presence
of a co-ordinator was seen as key to the effectiveness of the MDTs

¢ Communication of results of investigations, diagnosis and treatment plans from
secondary and tertiary care to general practice was inconsistent

¢ Patients were given inconsistent information on treatment options, expectations for
their journey and outcomes

¢ Patients lacked guidance and support through this stage

Findings in relation to treatment

* Acute trust cancer nurse specialists provide valuable information and support to
patients but were not available to all patients

¢ The skills and availability of district nurses to support patients during treatments
was variable

¢ Patients found it challenging to comprehend and navigate the process journey:
waits for clinical appointments were long, clinics felt hectic and parking at hospitals
was a problem

¢ Patients lacked guidance and support through this stage

Findings in relation to transition to primary care

* General practitioners wanted more information regarding treatment plans, course
of treatment and response to treatment for their patients

¢ Health and social service were not well integrated.

¢ Lack of patient information integration and communication across services

¢ The skills and availability of district nurses to support patients transitioning from
secondary to primary care was variable

¢ Patients lacked information on how to access services; they lacked clarity on who
was responsible for them at this stage and so may have felt insecure about their
transition from acute to primary care

¢ Out of hours service for some was unavailable or fragmented or patients may not
know how to access them

Findings in relation to palliative care

* Some sites were not using the Gold Standards Framework
and the Liverpool Care Pathway

¢ Patients couldn’t access pain medication after hours

¢ Patients’ wishes regarding end-of-life care were frequently not elicited: there was
no accountability or process in place for introducing advanced care planning and
care directives

¢ Too many patients were dying in hospital when their choice was to die at home

¢ Bereavement service and support were often not available
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areas then completed programme planning and preparation, developing a core
model to improve care. This core model had three main components:

¢ Defining the population — it was clear that the NHS did not have a national
method for this

* Adoption of new roles for staff

* Process, tools and technology to underpin the programme

Delivering the pilots

Clearly defining the patient population was not easy for the organisations
involved in the pilot programmes, despite a large number of data systems
that included cancer registers and lists of suspected cancer referrals in some
general practices, cancer waiting times databases in acute trusts, results of
multidisciplinary meetings and the Cancer Registries and Hospital Episode
statistics. Eventually the pilot projects utilised all of these methods to iden-
tify the patient cohort, which was then reviewed by general practitioners and
cancer specialists (nurses and consultants). The next important process was
to define the roles and functions required to deliver the model of care along-
side a clear understanding of the competencies the practitioner would require
to ensure they were effective in the role. Another key issue was to ensure the
integration of the pilot programme with all other care programmes to reduce
duplication and ensure that the transfer of care between programmes was safe
and seamless.

Once patients had been identified, enrolment began with contact via the
care trackers who outlined their role, which was to support the patient
through the journey of care. This post holder acted as a single point of access
for the patient and was able to communicate across all service areas, provid-
ing a central point of reference for co-ordination of the care programme. The
pilots utilised a risk assessment tool to identify those patients who were likely
to be the most complex as this allowed this group of patients to be referred to
a community matron or Integrated Cancer Care Programme (ICCP) nurse who
worked in partnership with the care trackers to manage the patient through
their care journey. Those patients who were assessed as requiring less complex
interventions were supported by the general community services and the care
tracker staff.

All patients were subject to a full assessment of their care needs and a care
plan was developed. Care trackers and ICCP nurses completed a regular review
of the progress the patient made against the care plan, regularly assessing their
needs and self-care abilities and providing education and support as required.
If a patient was admitted to a hospital, the care tracker or ICCP nurse would
follow up the admission and plan the discharge, and all unplanned admissions
were reviewed by the primary care-led MDT.
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Programme outcomes

The impact of the programme was evaluated by the Picker Institute; some 619
patients were included in the evaluation with 58% responding (347), 47% men and
53% women with an average age of 65 years, but the range of age was between
23 and 93 years. Eighty seven per cent (294) of respondents had a carer, family or
friend, who helped with their care. The carers were spouse or partner (66%), 16%
a relative, 4% a friend and 1% someone else. Sixty three per cent of carers (181 out
of 294) responded to the evaluation. The responses overall were very positive:

e Right contact for care: 84% carers and 87% patients

* Access to out of hours: 58% patients and 49% carers

* 85-90% of patients and carers felt listened to, treated with respect and had
confidence in the service and felt they got clear and understandable expla-
nations to questions

* 65% of patients and 72% of carers felt more able to understand and cope
with their health

* 80% of patients reported being definitely helped by the tracker nurses to
understand information relating to their care and disease

*  79% of carers felt the service had supported and helped them

*  80% of carers rated the involvement of themselves or the patient in the plan-
ning of the care programme positively

The evaluations of the pilot programmes with staff and managers were also
very positive, with most executive sponsors for programmes reporting that
patient experience had improved. Staff responses included:

* Programme worked well and the outcomes appear to be good for patients,
with the delivery of a structured care programme with much improved sup-
port and single point of access.

¢ Greatly improved communication within primary care and across sectors

¢ Staff were able to develop new skills and formalise ways of working

While the response rate from general practitioners was slightly lower (49%),
they were also very positive in the main regarding the programme. The real ben-
efits of the programme were improved communication between all involved in
care, improved information regarding patients going through treatment, regular
monitoring of patients and feedback on their progress. The GPs also reported
that patients and carers appeared to benefit from the programme through
improved support, knowing who to contact and how, improved monitoring of
their condition and better continuity of care.

The implementation of these pilot programmes was in the main very successful,
but it is clear that small pilots provide only limited evidence of effectiveness of the
programmes. United HealthCare do not see the programmes as prescriptive (imple-
mentation must be as they describe); their advice is that the NHS should take the
evidence and learning from these programmes and develop locality-specific and
appropriate implementation programmes. They clearly outline the need to develop
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the capabilities of the NHS in relation to collection and use of data, review the
tracker role and implement, adapting the role to fit the requirements locally, and
finally to recognise the potential of community nurses to positively affect the care of
patients with cancer.

Case Management and ICCP

It is clear from the outline of ICCP that this is a programme of care which links
directly to case management models of care. This should not be a surprise as the
organisation that provided the programme of care is also responsible for one of
the models of case management. This programme utilises most if not all of the
concepts within case management, care co-ordination, assessment, planning,
proactive management, communication across sectors and advocacy for patients
and carers. This programme also outlines the need to risk stratify patients in pro-
grammes to ensure that the appropriate services are mobilised to deliver care and
that those services are recognised as essential in the whole picture of care delivery.

Risk stratification in case management is a fundamental part of the proc-
ess and is used in the ICCP programme as part of what is described as a
Health Risk Appraisal/Assessment which when used alongside ‘good clini-
cal judgement’ ensures that patients receive the ‘right care, at the right time
by the most appropriate practitioner and in the least acute care setting’ [12].
Initially the pilots utilised a validated assessment tool that had been devel-
oped for frail elderly patients in the United States, but very quickly it became
clear that the tool needed the addition of some cancer-specific information.
The decision to make these additions to the health risk assessment tool was
based on the number of differences in assessment scores made through the tool
and the clinical judgement scores. It became apparent soon that the assessment
tool was producing a high number of scores of 1 when the clinician was scoring
the patient risk as 2 or even 3. Assessments made after the addition of cancer-
specific information provided much more consistency across tool results and
clinician assessment, which is essential to ensure patient safety and quality of
care. The evaluation of the pilot programmes reports that the use of risk strati-
fication—enabled equity of care across the patient population equity is defined
within the report not as same service for all but as appropriate services for all.
The risk stratification used within the pilot programmes was:

* Level 1 low-to-moderate risk
o Site-specific cancer diagnosis
o Stable condition
o Low-to-moderate risk of unplanned hospitalisation
* Level 2 moderate-to-high risk
o Cancer with or without stable chronic disease, stability during active
treatment and/or remission
o Moderate or high risk of unplanned hospitalisation
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¢ High complexity, high risk
o Multiple symptoms associated with a cancer diagnosis and treatment
and/or multiple medical/social/functional problems
o High risk of hospital admission, functional decline of death

Dependent on the level of stratification a care plan including regular review
would be developed and this would be delivered by professional with appro-
priate skills.

Case management competencies — what can/should
patients expect?

The policy drivers within the NHS in the recent years have clearly focussed
on the need to improve care for the 15 million people living with long-term or
chronic conditions, which would of course include many cancer patients. The
development of case management models and the competencies for case man-
agers and community matrons [16] has provided organisations providing care
a process with which to evaluate the services they provide and review skills
and capabilities in all staff and professionals within those services. Providers of
care are required to deliver the Public Service Agreement Targets; the key target
requires that outcomes for patients with long-term conditions are improved and
that personalised care in primary and community services is provided, which
will, the target expects, reduce emergency bed days by 5% by 2008 [17].

It is clear that in the main all the case management competencies are utilised
in managing patients with cancer or at the end of life, but it is also clear that a
competency in a number of the domains will have a greater impact on the care
of this client group than others. The fundamental issue here is how the use of
the competencies affects the outcomes for patients, be that in relation to how the
patient or carer experiences care or the ability of patients and their carers to self-
manage or maintain a level of control that would obviously include the ability
to make informed and appropriate decisions on ongoing care and treatment.

The fundamental issue for patients is will they receive the care they need when
they need it, and while all staff would claim that this is what they aim to do, the
experience of patients is not always as good as we would wish. The NHS through
its modernisation agenda clearly describes an expectation that the patient’s expe-
rience of care, how the patient feels the care has been delivered, must be viewed
as important as the efficacy and safety of the care. All current policy drivers are
to ensure that this is central to both commissioning and provision of care.

The case management competencies that have been developed to support
organisations and professionals to ensure they are ‘fit for purpose’ to deliver
case management programmes of care provide an excellent tool through which
professionals involved in case management can identify clearly the outcomes
for their patients and through effective use of the competencies improve the
experience of patient and of course carer. The competency framework describes
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in detail not just the skills and knowledge the professional will hold but also the
possible impact this will have on patients and the delivery of service. No one
domain within the competency framework is more important than any other,
each provides a defined set of skills and knowledge that enable the practitioner
to be effective.

Domain A is described in the framework as advanced clinical nursing practice
and includes all the subsets of competence that relate to the ability of a prac-
tice to appropriately perform a comprehensive history and physical examina-
tion. This domain also includes functional assessment, diagnosis of a patient
who is unwell, planning, implementation and review of therapeutic interven-
tions, assessing the needs and preferences of the individual and supporting the
individual to manage their medication. The final subset linked to this domain
is the ability to verify a death which has been expected. The effective use of
these areas of competency to support patients with complex care needs with
a cancer diagnosis or who are approaching the end of life whatever the diag-
nosis should ensure that the patient is appropriately assessed and their needs
identified and managed. The impact on patients and their carers should be well
planned and care should be implemented with early recognition of changes in
condition and appropriate management of those changes. The patient should
understand the use of their medication, how it works and what problems or
issue may develop because of the medication and what to do about these and
who to contact for support and how to do this. Medication issues particularly
for patients on multiple medications are well known to be a major reason for
emergency admission to hospital, and these admissions can have a negative
impact on patients and their carers and of course use enormous amount of NHS
resources often unnecessarily.

Domain B is described as leading complex care co-ordination. This domain
contains the subset planning, implementation, monitoring and review of indi-
vidualised care plans for patients who have long-term conditions and their
carers. Further subsets include co-ordination and review of the delivery of
care plans, development of risk management plans to facilitate independence,
development and use of communication systems to record and report, acting on
behalf of individuals to present their needs and preferences, ensures the appro-
priate management of physical resources and the protection of individuals and
preventing harm. This domain provides the competencies that would ensure
the delivery of a wide range of services for the patient, ensuring that safety is
maintained through assessment and mitigation of risk and protection of the
individual.

The outcomes for patients with a cancer diagnosis from this domain would
mainly relate to the provision of care managed across the pathway; that is,
when the patient is transferred between care services, which for patients with
a cancer diagnosis may happen frequently, from surgery, to chemotherapy
and/or radiotherapy to ongoing review that may be joint or single, and then on
for day-to-day care in primary care. Numerous handoffs are always problem-
atic for patients because this is an area in which patients often report confusion
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and problems usually because of duplication of effort and lack of communica-
tion between services. The case manager as the leader for co-ordinator of care is
excellently placed to improve these handovers and to ensure that primary care
practitioners have in the patient records an up-to-date understanding of what
the situation is with the patient, including progress on treatment and medication
and the prognosis if appropriate. The practitioner should effectively assess any
level of risk for the patient because the patient and carer will be safer and can be
more confident of the care delivery if risks have been appropriately identified
and actions taken to mitigate or manage these.

Domain C is described as proactively managing complex long-term condi-
tions. The subsets in this domain are the ability to plan, implement, monitor
and review individualised care plans, assess the healthcare needs and agree
care plans with the patient, support individuals to make informed choices con-
cerning the health and well-being, support individuals to live at home enabling
independence, promote and enable partnerships between care teams, patients
and carers, work with teams and agencies to review progress and performance
and plan for improvement.

The patient outcomes in this domain would be the assurance that the patient and
their carers are receiving a programme of care that is individualised to the needs of
the patient — a care plan that they have approved as appropriate to their needs
and that is being delivered effectively. The patient and their carer should ensure
that the care plan is reviewed regularly with them and is amended if it is not
delivering the care they need in the way they need it. For effective delivery, the
patient should be involved in decision-making related to their care and should
be able to make informed choices. The patient and carers should be able to main-
tain an appropriate level of independence and control over their lives and be
supported to take some risks if they wish. The role of the case manager in this
process is to ensure that any risk is managed and that the patient and carers are
fully cognisant of the risks they are taking and have been able to think through
ways in which their wishes can be delivered while ensuring their safety.

Domain D is described as managing cognitive impairment and mental well-
being. The subsets in this domain, which are key to managing patients with a
cancer diagnosis or approaching the end of life, identify mental health or related
issues, provide referral to appropriate agencies and service for support as
required, contribute to the support or care plan needs of the individual, enable
patients to access psychological support and empower families individuals and
carers to represent their views and organise and access appropriate support.

Patients with a cancer diagnosis and those entering the stage of chronic dis-
ease, which is palliative, are likely to need some form of psychological support.
There is no doubt that this is a highly stressful time for patient and carers alike.
It is clearly understood that patients who receive a cancer diagnosis need sup-
port from specialists, and most cancer MDTs will have a specialist nurse post
that can provide some of this support. It is though unlikely that this will be
enough in every case. It is therefore essential that any practitioner involved in
the care of these patients has the appropriate skills to assess and recognise when
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a patient and their carers may need some psychological support and to provide
appropriate support when they can and to make referrals to specialist support
when this is required. The patient and their carers must feel that they can access
support and advice when they need it and be able to voice their needs and con-
cerns appropriately to ensure their needs are met. Psychological support is often
a neglected area of care, and services may not be widely available, but this is
an issue that can have an enormous impact on the patient and carers. Support
to manage a poor prognosis is essential and every patient will have a different
level of needs — some are well able to manage/cope with the information while
others will be unable to cope and will require substantial support. A number
of problems can happen in this area when patients and families are not able
to communicate or discuss the prognosis and plans for care. These issues can
arise from the patient not wanting family to know or from families not want-
ing patients to know. Whichever the issue the problems can be difficult to man-
age, and the case manager is well placed to support individuals to develop the
strength and confidence to discuss these difficult issues because the end result
of not doing this can be harrowing on all involved.

Domain E is described as supporting self-care and self-management and
enabling independence. The subsets in this domain mainly relate to promotion
of self-care and self-management and improving health behaviours. The key
subset that relates to patients with a cancer diagnosis or entering the end-of-
life stage is E1. This subset is defined as helping individuals to change behav-
iour to reduce risks of complications and improve the quality of their life. The
case manager can support the patient with a cancer diagnosis through this
competency to amend poor health behaviours that might affect their treatment
and improve their health behaviours to reduce the impact of their disease or
improve symptoms. The impact on the patient in this area can be enormous as it
may enable the patient to manage their symptoms and improve their feeling of
well-being even if it does not make an obvious impact on the long-term progno-
sis. Improved health behaviours for patients undergoing treatments for cancer
(chemotherapy or radiotherapy) may well impact positively on the outcome of
treatment for the patient.

Domain G is described as identifying high-risk patients, promoting health and
preventing ill health. The key subset in this domain is working in partnership
with others to reduce risks. The case manager will use this competency to iden-
tify any risks to individuals or communities and ensure these risks are reduced
or managed. For individuals risk assessment in care planning and care delivery
is essential because if the practitioner fails to identify a risk to the patient this will
without doubt have a detrimental effect on both patient safety and patient expe-
rience. Patients can be exposed to risk in several ways and the practitioner must
at all times be mindful of these risks while balancing the need to allow patients
to make decisions that may expose them to risk, which is of course their right.

Domain H is described as managing care at the end of life. The subsets in this
domain are focussed on supporting individuals experiencing significant life
events and transitions and then supporting the individual to prepare for process
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of dying, supporting families and carers to prepare for the death of a loved one
and supporting the family and carers to manage the process of bereavement.
The patient who is going through significant life events will likely require a
high level of understanding and support. The ability of professionals to ‘give
bad news’ was for a many years seen as a major problem for the NHS. Since the
publication of the ‘Cancer plan” and the supporting ‘Improving outcomes guid-
ance’ professionals within the NHS involved in cancer care have received spe-
cialist training in communication and how to deliver bad news. It is without
doubt one of the most stressful functions a professional will need to deliver and
the way it is done can have a huge impact on the patient. The level of commu-
nication skills a professional has makes all the difference. Bad news is never
received without distress; therefore, it is essential that the professional is able
to assess the impact of the news on the individual. The mental state of a patient
must be understood as must the support process the individual has when he/
she leaves the practitioner. The importance of access to support quickly and
effectively for the patient cannot be underestimated because the worst possible
outcome is that a patient leaves the professional either having heard half the
story or having misunderstood the diagnosis and is then unable to access advice
and support. In most cancer MDTs, the team will ensure that there is access to
support via specialist nurses either immediately or very soon afterward and that
the patient is informed how and where to access further support if required. In
all cancer specialist areas giving bad news is always well managed the same
cannot be said of other none cancer specialisms. The training provided to can-
cer teams has not been available across all areas, but the Department of Health
are as part of the planned publication of advanced care guidance planning to
improve access to this training. Giving bad news to patients and carers in the
community environment is different because in most cases the patients and car-
ers are well involved with the team. It is clear though that the process of giving
bad news continues to require a high level of skill and it remains a difficult task.

Once a patient and carer have received bad news they will require sup-
port to define for themselves what the news means, and how they will man-
age the information and what further information they need. Good skills in a
case manager should enable this process, and the practitioner should be able to
effectively support the patient and family/carers to define what they know and
what they need to know and how and from where they will access further infor-
mation. This needs to be done as soon as possible as it is the unknown that is
the most damaging and stressful issue for most patients and carers. The practi-
tioner must also be very effective in their assessment of the psychological status
of the patient because support may be required, and it is essential that this can
be accessed if required.

Preparing for death and bereavement is not easy; patients will need to be sup-
ported in this and the competent community matron should be able to assist the
patient and carers to prepare and if not to ensure that an appropriate referral is
made to a specialist team for this support. One area that the community matron
must be able to carry out effectively is the planning and co-ordination of services
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to ensure that the patient and carers receive the support they need to enable the
individual to make an informed choice of their place of care. The ability to plan
a programme of care, co-ordinating its delivery and ensuring it is being deliv-
ered effectively, is an arena in which the community matron or care management
practitioner should be most effective and the outcome should be a high quality
patient and carer experience at a time when well-organised care is absolutely
essential. If the care provided to a patient during the end of life is not effective
meaning that they die in discomfort or not in the place they had chosen because
services could not be accessed to enable this, the experience will stay with
the family forever and can make the process of bereavement very difficult as the
disappointment with the experience can add to the pain of the bereavement.

The real need for competencies

The ability to deliver the care required to support patients with cancer through
their care journey or through the end stages of disease, be that cancer or some
other illness, is an essential requirement for care in the twenty-first century. If
we cannot care for those patients at the end of their life when the care they need
is usually defined a ‘good nursing care’ then we are in a strange place in the
NHS. In recent years it has become very clear that patients feel that the NHS has
become very good at the highly complex (intensive care, etc.) but has lost some
of its skills in the delivery of what is often viewed as the basics. The competent
case manager or community matron should buck this trend with the delivery of
good care through co-ordination and standards setting.

Case study K

Mprs K is a 75-year-old woman who lives with her husband. She was diagnosed several
years ago with breast cancer that was treated and for which she has been receiving requ-
lar follow-ups but because of her chest problems she had missed the last review. She also
has some chronic obstructive pulmonary disease that was managed by her general prac-
titioner for several years. Mrs K found that despite accessing the appropriate flu vac-
cine each year, she suffered frequent respiratory problems over the year. Mrs K despite
good support from her primary care team and of course her husband has had four admis-
sions because of exacerbations of her respiratory problems over a 5-month period partly
because she and her husband are unable to cope during her acute attacks. Following her
last admission she was referred to the community matron who completed a thorough
assessment and developed a care plan. During the assessment Mrs K reported to the
community matron some discomfort in her back that she had been managing with over-
the-counter pain medication for about 6 months and that she had thought was because
of ‘old age’. The plan has been very effective in enabling management of her respiratory
issues, but the back pain continues to be an issue so the practitioner arranged for Mrs K
to be reviewed by the community consultant who following investigations informed Mrs
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K and her husband that the breast cancer had spread into her spine. The community
matron was able through discussion with the consultant to gain an understanding of
the prognosis and options for management for Mrs K so that she could support her and
her husband in deciding what treatment if any she would have. The practitioner was
also able to access support for the couple via social care agency to enable Mrs K, whose
mobility was decreasing, to cope at home without placing excessive strain on Mr K.
Owver a number of months Mrs K and her husband coped very well and were supported
through some palliative treatment to reduce the increasing pain Mrs K was having. The
practitioner was also able to support Mrs K and her husband to decide on where she
wanted to receive her palliative care. This was done through clear discussions regard-
ing services and options open to them with support to define what their expectations
and needs were. The practitioner also ensured that Mrs K was included within the gold
standards framework being delivered by the primary care team, taking an active role
in the process through regular review and assessment of Mrs K’s condition and requ-
lar communication between care services and the primary care team. Mrs K had clearly
decided that staying in her home was her preferred option as long as support could be
provided to her husband with her care and any symptoms she had could be well con-
trolled. Mr and Mrs K were supported and services arranged (night sitters, symptom
control, support with general care) — both social and health, which enabled Mrs K to die
comfortably at home some 4 weeks after the plans were made.

Case study L

Mr L is a 78-year-old man living alone in sheltered accommodation. He suffers from
heart failure and rheumatoid disease. The effects of his heart failure are gradually
increasing and he is having more and more difficulty in taking care of himself. He had
unfortunately had a number of admissions over the last six months, each leading to
medications changes and different advice with no clear understanding of the expecta-
tion of treatment. Mr L was unsure of his condition. He did not appear to understand
his disease or the long-term impacts; he was also clearly frustrated with the constant
need to be admitted when his condition changed. Following a full assessment the com-
munity matron was able to provide Mr L with a clear description of his condition and
what he could expect from the condition. The practitioner was also able to advice Mr
L on things he could do to recognise changes in his condition and how to access early
support to manage the deterioration before it becomes severe and requires admission.
Mr L was also helped to understand that his condition was not curable and that the
main aim of treatment was to maintain his comfort and reduce the impact of his symp-
toms. Through good support from his general practitioner, the community matron,
social care and family, he was able to manage himself for a period of time, reducing the
need for hospital admissions, and was also able to plan where he wanted to be cared for
if and when he required palliative support. The community matron was able, when the
need was identified, to arrange support from a specialist team to manage his breathless-
ness and fluid retention and then admission to a hospice that was nearby and willing
to be flexible regarding visit hours for his friends and family so that he could be cared
for at the end of his life.
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Advanced care planning

The NHS has produced a guide for health and social care staff [18]. This out-
lines the importance of discussions with patients in relation to their preferences
for care delivery. The guidance was developed as part of the “End of life care
programme’. It is expected that in July 2009 the government will produce
‘Planning for your future care’ that will outline the type of questions patient
approaching the end of their life may wish to consider and to enable profession-
als to support patient to consider the issue of advanced care planning. The cur-
rent communication skills education programme in place for cancer clinicians
will be modified and delivered to a broader range of clinicians with intermedi-
ate and advanced courses to provide staff with the skills they may need. The
ability to carry out these discussions and support patients to make decisions is
a sensitive area and must be handled by skilled professionals and must also be
carried out in line with all appropriate legal frameworks. The guide not only
encourages the professional to incorporate the process into routine patient care
but also defines some of the key issues and challenges for this to happen. It is
clear within this guide that the legal frameworks including Mental Capacity Act
2005 affect the process, and as outlined in the competencies for case managers
understanding of the legal frameworks in which care is delivered is essential.

Advanced care planning is seen as the process of discussion between an indi-
vidual and their care provider irrespective of discipline, and friends and family
may be included if the patient wishes. An advanced care planning discussion
would usually take place in the context of an anticipated deterioration in the
individual’s condition that may affect the individual’s capacity to make decisions
or their ability to communicate their wishes. It is essential that these discussions
and agreements are documented, regularly reviewed and communicated to key
persons involved in the care. The guide describes two key processes:

* Statement of wishes and preferences — a range of written and/or recorded
oral expressions by which the individual can, if they wish, write down or
tell people their wishes in relation to future treatment and care. This may
outline their feelings, beliefs, and values that govern the way they make
decisions and this may cover medical and nonmedical matters, but the
statements are not legally binding.

* Advanced decision — an advanced decision must relate to a refusal of medi-
cal treatment and can specify the circumstances. It will only come into effect
when the individual has lost the capacity to give or refuse consent. It is
essential that there is a careful assessment of the validity and applicability
of an advanced decision before it is used in practice. Valid advanced deci-
sions, which are refusals of treatment, are legally binding.

All adults with capacity have a right in law to refuse treatment even if a profes-
sional feels this is not in their interests, and a number of options are available to
ensure that the individual is protected if they are unable to give or refuse con-
sent because of lack of capacity. There is also clear advice in relation to referral
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to the Court of Protection, if there is a serious doubt in relation to the validity of
an advanced decision. The Mental Capacity Act also outlines the requirements
to support and protect patients who do not have the capacity to make decisions
for themselves, including the need for independent advocates and procedures
required to ensure the safe use of processes such as lasting power of attorney [19].
This guidance is useful to support practitioner as they work to deliver care
to patients particularly those with degenerative neurological conditions, and it
is clear that the ability of practitioners to support and facilitate advanced care
planning required the development of some key skills and competencies, many
of which are outlined within the competency framework for case managers and
community matrons. Many of the case management models across the United
States have similar processes and guidance to protect patients and staff [20-22].

Preferred place of care and delivering
choice programmes

The end-of-life programme has been encouraging the development of any pro-
gramme or process that improves the ability of patient to make an informed
choice in relation to where they receive their end-of-life care. A number of pro-
grammes have been developed: the ‘Preferred place of care process’ [23] and the
‘Delivering choice programme’ [24]. These programmes define the process and
support required to ensure patients and their carers can make informed decisions
on where they receive the end-of-life care so that there is no need for an admission
to an acute hospital at the end of life unless this is the choice of the patient and car-
ers. The cancer plan [2] clearly outlined the need to improve service within com-
munities to enable patients to be supported to die within their own homes, and
the recent review of the NHS [25] also clearly defines the need for patient-centred
service models of care, which are delivered to the patient at the end of life.

The ability of patients to make these choices is dependent on a clear under-
standing of the care they can access and the services being available as and
when they are needed. The services must be flexible and accessible and must
be delivered quickly with minimal delay. The services must be able to not only
provide the care required but also support carers in what is a frightening and
anxious time. The need to understand what to expect as patients enter the end
stage of diseases be it cancer or a chronic condition is essential as the biggest
fears for carers and patients is the unknown and what they can do to manage
symptoms and issues as they arise.

Conclusion

Managing patients through a cancer journey whether this is a long-term/chronic
journey or a shortened journey requires highly skilled professionals. The cancer
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plan and other guidance supported by the National Cancer Director Professor
Mike Richards has set the NHS a clear expectation in relation to improve-
ments in the care of patients with a diagnosis of cancer. The Department of
Health has through cancer networks and other bodies produced a wide range
of improving outcomes and other guidance all of which clearly define the need
for excellent co-ordination and proactive support for the care of patients dur-
ing their journey through treatment for cancer. The UnitedHealth Europe deliv-
ery and evaluation of integrated cancer care programme pilots clearly support
the use of tracking and co-ordination as a process that will both improve the
patients’ experience of care and ensure that patients will receive ‘the right
care at the right time by the appropriate professional in the most appropriate
place’.

The competencies used by community matrons and case managers are essen-
tially the same as those defined in ICCP and are easily matched across the pro-
grammes. The main difference in the ICCP programmes is that tracker roles
are defined to support patients who do not require the full support of a case
manager. Not all organisations have implemented case management mod-
els or tracker models to support all patients with a cancer diagnosis, but some
have included those who have chronic disease or who have multiple pathol-
ogy within the case managed cohorts usually by default because they have
been assessed as part of the high intensity users cohort. Some areas have imple-
mented a case management process for patients with a cancer diagnosis and
these programmes have delivered good outcomes for patients. Case manage-
ment competencies are without doubt the basis for excellent care for long-term
conditions and patients who have cancer. The ability of providers to implement
the models of care for patients with cancer still appears slightly fragmented,
which affects the effectiveness of care for this patient group.

The competencies of case management can be seen to improve all areas of care
for patients with a cancer diagnosis who have complex care needs or whose dis-
ease has become chronic in particular as the disease progresses and the patient
approaches the end of life. Although case managers and community matrons
may not necessarily have all the skills required in relation to palliative care and
are not necessarily the only staff required to support patients on a cancer jour-
ney, they do have the skills and abilities to ensure that patients are proactively
and effectively managed and supported along the care pathway through assess-
ment, planning and co-ordination of the care plan. Excellent communication
across agencies and care providers both statutory and voluntary will ensure that
patient and their carers receive the support they require to ensure that the jour-
ney, whatever the final outcome, is seamless and provided to meet the needs of
the patient and their carers.

The policy direction for the NHS has for several years been a move towards
care closer to the patients. In 2006 the Department of Health published a number
of reports that were produced following a broad consultation with the pub-
lic. “Our Health, Our Care, Our Community’ outlined for the NHS and social
care the expectation to work on partnership to improve all areas of community
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service delivery and specifically outlined some improvements that could be
made in relation to cancer services [25]. The Department of Health publishes
every year its operating framework in which the department outlines clearly
the expectations against which the NHS is required to deliver. In the main this
document is aimed at commissioning bodies (primary care trusts) and sets out
clearly the expectation in relation to the NHS. The operating framework for
2009/2010 [26] outlines the clear move towards the delivery of the Darzi review
[27] through redesign of services to move them nearer to patients and communi-
ties and an absolute requirement to deliver a quality service that has the patient
at the centre of delivery.
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Chapter 8
Leadership and Advancing
Practice

Introduction

In the chapter, the aim is to review leadership its importance in the National
Health Service (NHS) and of course its importance in case management as a
model of care. There has been much written about styles of leadership and this
chapter does not aim to review all of this information but what it does aim to
do is look at leadership in general terms only using some information on mod-
els to develop leaders to support the discussion. Models of leadership are well
established and range from the trait or great man theory, with leaders who are
born not made, through transactional leadership to transformational leadership.
The second part of this chapter will then look briefly at advanced practice, and
the role of advanced practice in managing long-term conditions and achieving
improved health outcomes for patients and carers. These twin concepts of lead-
ership and advanced practice are fundamental to the development and delivery
of services to manage long-term conditions including case management.

What is leadership?

The issue of leadership is an important one in all businesses and of course in the
context of this chapter in caring services. All professional groups have an expecta-
tion of good-quality leadership to enable safe and effective service or care delivery.
But what is leadership? What does it mean to professionals? What impact does lead-
ership have on patients in relation to either outcomes or quality of services? And of
course why is leadership seen as so important in relation to case management?

The NHS relies on clinical and organisational leadership, which is not just
a managerial function, to enable the delivery of quality and effective services.
Leadership requires the person (the leader) to hold a broad range of abilities,
which include being able to enable, empower, influence, guide, conduct or
set directions, and in professional practice it is an important supportive proc-
ess. Leadership in the NHS is required at an individual, team and/or service/
organisational level. To be a leader does not necessarily require the person to
be in an official managerial role, though many managers do hold this func-
tion. Many excellent leaders are not managers, they are team members but they
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undertake leadership functions owing to their experience and credibility with
colleagues or because they at a specific point in time are ‘leading’ a project or
development or have the ‘right skills” to meet a specific need.

Leadership must rely on followership [1], without it leaders would make no
impact. Leaders are sometimes defined as heading for a horizon that the follow-
ers may not even see. The followers must, however, participate actively in the
common vision for the process, and this concept of leaders and followers shows
the inherent tensions in this process. Leadership according to Obholzer must be
about having a vision, which is supported by passion and fervour, and the colder,
hard-edged element strategy, the setting of goals. The ‘strategy’ thereby enables
the delivery of the ‘vision’ clearly. These concepts can then be seen as essential
for the organisational delivery of services and new models of care, such as case
management. These concepts and abilities would also be required in leaders
within teams and services to enable development and delivery, though the level
at which these concepts present may be slightly different. Throughout organisa-
tional and leadership literature the idea of a ‘good” or ‘highly effective” leader
appears regularly; what the leader looks like to the world is often described in
personal quality terms: having a presence, being a people person, has the abil-
ity to make people feel involved and valued and/or has excellent communica-
tion skills. The discussions regarding how to develop leadership skills then often
begin with ‘are leaders developed or born’, and while some of the personal quali-
ties outlined in leadership models are personality traits, there is a view that these
can be developed in future leaders through appropriate support programmes.

The core task of organisational leaders is to ensure that the core function of
the organisation is always in the minds of individuals and also constantly
reviewed in the light of external and internal changes. Therefore, leadership in
organisations can be mostly focused on managing change. Change is an area
that is constant within the NHS and social care organisations and, as this is so,
excellence in leadership is imperative.

What does leadership provide?

Leadership appears to be extremely important in promoting and enabling the devel-
opment and sharing of the vision for a team or organisation, and also it is essential
that leaders are capable of explicitly defining those areas of delivery that are absolute
and not open for debate for whatever reason. Good leaders can deliver the positive
teedback to teams and provide the members with evidence that their participation is
important, both valuable and useful. This kind of leader tends to be one who has the
ability to mobilise others and make participation work in teams and across organisa-
tions particularly at difficult times when unpopular change is required.

Delivering good leadership in the complexity of a constantly changing
environment like the NHS is essential and requires high-level skills of self-
awareness, motivation, empathy and personal skills. Good leaders are able to
understand their own and others moods, they are self-confident, can self-assess
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themselves and their impacts and have a sense of humour. Effective leaders
have integrity, are open to change, can suspend judgement and think before
action and are often comfortable with ambiguity. Good leaders are seen as
energetic, motivated, strongly driven, optimistic and highly committed, with
the ability to build and retain talent in their teams, promote quality and pro-
vide service focus. They also hold strong personal social skills, manage rela-
tionships and people well, are persuasive, can manage change well and are
credible in teams. When teams are asked who is a good leader most, if not all,
of these words would be used to describe a ‘good leader’. The ability to engen-
der in teams and organisation a sense of belonging and ownership through
engagement and empowerment cannot be underestimated when identifying
organisations or teams with high-quality leaders.

For many years, the NHS and the professionals have been attempting to iden-
tify the knowledge, skills and abilities required in a ‘good leader’. Many profes-
sional bodies and organisations have offered programmes to develop leadership
capability in both managers and clinicians. The King’s Fund for a number of
years has been delivering programmes, which have been successful in devel-
oping skills in organisations across the NHS, to develop senior managers, stra-
tegic nurse leaders and medical leaders. The modernisation agenda within the
NHS appears to require leadership styles that are engagement and facilitation
focused, that is the idea of leadership that encourages and listens rather than
bullying and telling, and that allows delegation for decision making.

Leadership framework in the NHS

The role of leaders in the NHS can be very challenging and requires the leader
to hold a broad range of personal and other qualities and skills to ensure the
high levels of performance that are expected and for which they may be held to
account. The importance of leadership skills has been recognised to such a degree
that in 2002 the NHS introduced the NHS Leadership Qualities framework [2].
The framework was developed to deliver a range of supportive functions includ-
ing personal development, succession planning, performance management and
connecting leadership capability. The characteristics, attitudes and behaviours
outlined in the framework are those that the leaders in the NHS should aspire
to enable them to deliver the modernisation agenda within the NHS. The leader-
ship qualities framework contains 15 qualities divided three sections: personal
qualities, setting direction and delivering the service.

NHS leadership framework clearly outlines the importance of personal quali-
ties and values and the role these play in enabling leaders to complete their roles.
Self-belief, a positive can do sense of confidence, is seen as fundamental to being a
leader rather than a follower. The features of self-belief are the described as follows:

e relishing a challenge;
* being prepared to stand up and be counted;
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¢ working beyond the call of duty when required;
* speaking up if needed — this enables their integrity and motivation to maintain
them.

Skills in leadership

Outstanding leaders display a high degree of self-awareness — they know and
understand their strengths and limitations and are not afraid to use failure to
learn. They understand their emotions and their personal impact on others, par-
ticularly when under pressure they know the triggers that they are susceptible to.
The ability of leaders to pace themselves and to stay with an issue for the ‘long
haul” is clearly a key skill, supported by a tenacity of approach and an ability to
cope with complexity. The ability of good leaders to enable a drive for improve-
ment through a real commitment, making a difference to people though health
and service improvement, is an absolute essential for services. The deep sense of
vocation for public service, with an absolute focus on delivery and achievement
of goals and investment of energy in partnerships, and an interest in leaving a
legacy of improvement are all outlined in the framework as evidence of a drive
for improvement.

Within the framework the importance of integrity, particularly personal integ-
rity, in the area of self-belief is discussed. In the area of personal integrity, the
importance of integrity is linked directly to the amount at stake within the deliv-
ery of services. It is clear from this description that the ability of good leaders to
bring to their roles a sense of integrity in what they do is essential. Leaders will
hold a set of key values they have built from their life and work experiences,
which in the main will assist them in difficult situations. These values alongside
a commitment to openness in communication, inclusion of appropriate people in
processes, the ability to act as a role model and a sense of resilience in the face of
difficulties, all enable these leaders to function effectively and protect them in the
process.

These important personal qualities are supported by the qualities outlined
in the setting the direction domain. This is the area that relates to develop-
ment and setting of vision for the future based on knowledge of all contexts
in which services will be delivered (political and social). This ability to set
a direction based on political astuteness is underpinned by intellectual flex-
ibility and the drive for results. Leaders who perform well are able to identify
and seize opportunities for the future, making the most of all of the oppor-
tunities and being able to interpret the ‘runes’ regarding the likely direction
of policy and need. They have the ability to use these insights to shape the
culture and vision of the organisation or team and influence developments
in services in line with needs locally. This quality is the key to change and
development in services as it is here that the real transformational changes in
services, not just the gradual changes we often implement, are outlined and
described.
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To enable a leader to function effectively they must be able to very quickly
assess a situation or information, then draw pragmatic conclusions moving from
a focus on significant detail to big picture to enable the shaping of the vision.
The ability to use information from a wide range of sources is essential, as is
an open approach to innovation and encouragement of creativity and managed
risk taking. The most effective organisations are those that encourage creativity
and allow managed risk taking; risk-averse organisations tend to find creativity
difficult to manage. High-performing leaders clearly are skilled at networking,
particularly seeking ideas and information locally and nationally. These lead-
ers know what is going on through robust and effective system that gathers this
information for them. They tend to use these networks to assist them in shaping
their own visions and also in influencing others.

Political understanding and functioning

All health and care environments are influenced by the good political leaders
who understand the culture both internally and across the wider environment.
These leaders understand what can and what cannot be done when they set
targets and are able to link the vision for the organisation or team to the wider
agenda. For a primary care trust, this could be working with local politicians on
key local issues for instance crime and disorder, health inequalities and the views
of local people on service needs. It is clear that whether related to a team or an
organisation, no area can stand alone — every team or organisation must under-
stand the wider implications of its role on other teams or organisations. Health
and social care, like most public services, are highly politicised; the ability of
leaders in the NHS to function within the arena will become more important as
we move towards far greater local accountability for the NHS.

Setting targets and delivering outcomes

The ability of a leader to deliver results and the drive they use to do so clearly
relates to the motivation of the leader to improve services for patients. The
delivery of outcomes and results is important to deliver against national and
local targets including those used to assess organisations by external regulation
agencies such as the Care Quality Commission. The leadership framework out-
lines the importance of personal qualities that are the core of the process pro-
viding within the leader the energy and sheer determination to deliver results.
The ability of an effective leader to set ambitious targets, usually exceeding
the minimum standards, expected to deliver an added value to patients is fun-
damental to a drive to achieve. Alongside this is the need to focus everyone’s
energy on doing what makes a real difference or adds value including taking
all opportunities to use partnerships and new ways of delivering services to
make a difference.
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The final area of the framework focuses on delivering the service. It outlines
the range of styles used to describe high performance including the challenging
ways of working and emphasis on integration and partnerships. A key area is
leading change through people; this relates to how effective leaders engage and
gain support of others to ensure understanding of change. Good leaders share
leadership and encourage others, particularly clinical staff, to identify new ways
of delivering services for the benefit of patients. This process of engagement and
empowerment is fundamental to the current engagement agenda in the NHS
and one of the key requirements within the NHS Review [3]. Collaboration and
facilitation of teams and partnerships is highly regarded as a leadership skill
and enables staff and patients to work to identify barriers and blocks to service
improvement and potential ways of managing these while also taking staff and
patients on the journey of change as partners rather than as an audience.

The ability of leaders who are effective to delegate and be held to account and
to hold to account is a key skill and organisations within which these processes
are well established are both effective and innovative. Many of the external
assessments of organisations in both health and social care require evidence of
appropriate delegation and accountability as part of the assessment processes.
This requires a leader to have the ability to set clear targets that are achievable
and to ensure that processes are in place to enable targets to be achieved. The
ability of a leader to hold to account effectively is dependent on a climate of
support and accountability not a climate of blame. The leaders must also be pre-
pared to be held accountable for what they have agreed to do as a leader.

Empowerment and influencing

Empowerment of others through ongoing development is essential for the
development of services and a good leader will support these processes. The
features of a leader in this area are:

* An ability to work in the background, creating space for others to lead;

An ability to spot potential and support development;

Personal responsibility for diversity;

Fostering development of others in the community;

Engagement of service users and developing equal, open and power-sharing
relationships with users to enable service developments that truly reflect the
wishes of patients.

The ability of leaders in the NHS to effectively influence is highly important.
The ability to influence strategically is a skill that was seldom seen in leader-
ship roles inside the NHS; however, this is changing. Effective leaders are those
who make things happen though the use of their influence. The ability to influ-
ence strategically requires a leader to obtain results through partnership work-
ing both internally and externally. This also requires an ability to cope with
high levels of ambiguity as organisations change, and to identify the critical
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relationships and to influence these relationships using a range of influencing
strategies to ensure effectiveness. This combination of effective and strategic
influencing with empowering of others is seen as ensuring the health agenda is
delivered and owned locally in the organisation, by staff and by local people.

The ability of good leaders to work with a range of internal and external stake-
holder in partnership or collaboration is an essential requirement in a modern
NHS. The requirement within World Class Commissioning [4] to develop within
primary care organisations Strategic Commissioning Plans, which have been
subject to consultation with all local stakeholders (both providers and users),
is evidence of the push from the centre for increased local engagement and
accountability. The need to understand and respond to diverse viewpoints and
manage expectations is clearly important and can also be a very difficult circle
to square. It is a key requirement that leaders in the NHS, whatever their levels
of influence, are able to create successful partnerships across services and with
users. At a local team level the ability of leaders in teams to develop processes of
engagement with their staff and users of their service is equally important to the
involvement in strategic plans.

Levels of competence

For each of the areas, there is within the framework a description of levels of
competence, which describe the way the quality will present from level 0 up
to level 4. The framework enables a clear definition of the expected actions
seen in leaders and also allows assessment of the skills and capabilities the
leader holds to enable ongoing development and improvement of skills. The
framework is designed to cover all leadership roles and many of the levels of
achievement related to the skills expected within very senior role, for example
a chief executive, but the outlines can be useful for all other leadership roles. It
is also clear that in certain situations the qualities required in a leader may be
different in either level or approach. The situation leaders find themselves in
clearly influences what they do and how they do it, but in all situations a drive
for results, influencing and leading change through people are seen as highly
important qualities.

Other leadership frameworks

The Modernising Leadership Model developed by NHS North West [5]
provides a further tool that describes the behaviours that are consistently
demonstrated by the most effective leaders (and managers). Although this
tool is aimed at middle, senior and executive/board levels, its does offer
developmental advice and support to all who seek to lead modernisation or
changing practice within a service of the NHS. The model is not designed to
offer professional or clinical knowledge and expertise but focuses on effective
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leadership behaviours. This model incorporates the leadership framework
outlined earlier, further developing some of the aspects based on discus-
sions with consistently high-performing leaders throughout the NHS in the
North West. This model describes three levels of performance in behaviours
and offers a clear description of what these levels will look like together with
some tools for competency-based interviews and feedback via 360°. The tool
therefore aims to assist in assessing potential and support development and
training, provide criteria for systematic recruitment and selection and pro-
vide a framework for performance management.

The tool outlines the four key arenas that are essential for effective leadership:

motivation

decision making

personal resources (personal attributes)
working across boundaries

There are then three areas described as breadth of control:

* task delivery (team focused)
® process of implementation (multiteam)
® policy and strategy (organisational and cross-organisational)

There are then three levels:

e Level 1: blue
e Level 2:red
e Level 3: purple

The model therefore works in 4 arenas and 12 competencies — 3 in each arena —
and behavioural indicators, each providing a clear definition of the behaviours
that make the real difference.

In the arena of motivation the competencies are releasing talent, team ena-
bling and articulating the visions. For each competency there are behavioural
indicators. Releasing the talent requires developing performance, raising
performance and empowering. Team enabling requires supporting team-
work, energising teamwork and inspiring teamwork. Articulating the vision
requires aligning goals, building belief and envisioning the future. It is easy
therefore to envision how at any level of an organisation these leadership
behaviours could support the staff, service or organisation to make a real
difference.

In the arena of decision making the competencies are analytical insight,
innovation and creativity and understanding the context. As before each
competency has defined behavioural indicators. Analytical insight requires
analysing information, making connections and understanding complexity.
Innovation and creativity require thinking differently, pursuing creativity and
releasing creativity. For understanding the context, the behaviours required
are board perspective, strategic awareness and environmental sensitivity.
Each of these behaviours and competencies also has clear relevance at all
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levels of organisations and partnerships and a leader who can exhibit these is
an effective leader.

The concept of personal resources is the arena within the framework in which
the personal resilience and values are reflected. The competencies in this arena
are responsiveness and flexibility, embodying values and achieving delivery.
The behaviours beneath the competency responsiveness and flexibility are
responding to the change, exploiting opportunities and acting as change agent.
For embodying values the behaviours are living the values, modelling the val-
ues and serving the public. For achieving delivery the behaviours are focusing
on effort, pursuing results and enabling pace.

For the arena working across boundaries the competencies are sharing informa-
tion, building valued relationships and influencing change. Sharing information
behaviours relate to abilities to communicate internally, externally and community
wide. For building valued relationships the behaviours are networking, working
in partnerships and creating synergies. For influencing change the behaviours
required are clarification of views and the ability to win people over and change
perspectives.

This framework clearly reflects the behaviours and competencies outlined
in the NHS Leadership Framework. What it also does is provide information
for those who wish to or are required to act in leadership roles on the sorts of
behaviours they must either develop or consolidate to be effective and the lev-
els at which the behaviours will be required if they wish their leadership role to
have a wider impact.

Many other frameworks are available across the NHS and social care, these
include:

¢ Leading in Empowered Organisations (LEO) [6];

* Royal College of Nursing (RCN) leadership programme [7];

¢ King’s Fund programmes: Strategic Nursing Leaders [8], Senior Manager
Programmes and Medical Director Programme;

¢ Leadership at the point of care Modernisation Agency;

* Inhouse (organisational) leadership programmes including action lear-
ning sets.

Most of these are specific to roles, for example the RCN and LEO pro-
grammes are focused on clinical staff and understanding how they can fulfil
their professional and team leadership function and influence wider agendas.
The King’s Fund programmes tend to focus on developing strategic leader-
ship functions in senior managers and director roles. For example, the King's
Fund Strategic Nursing Leaders programme attempts to enhance the leader-
ship capability by building on characteristics such as being a strategist, being
politically astute operator, being a confident leader and having a sense of
purpose. All of these characteristics link directly to those outlined in other
frameworks, though functioning at the higher level of expectation as should
be expected of nursing leaders working strategically in organisations or
locally and nationally.
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What does good leadership do?

Leadership to support learning and development in organisations and/or teams is
a key function for case managers particularly. This requires leaders and managers
to act as champions and role models for teams, provide opportunities for learning
and development and build and support learning processes. The ability of organi-
sations and services/teams to become effective learners is supported through facil-
itative leadership; this type of leader ‘leads from the shoulder’ rather than from
the front [9]. Facilitative leadership makes people feel valued — it enables participa-
tion, helps to develop people and provides incentives. Learning for organisations
is essential and is expected in organisations, particularly those in the NHS.
Leaders can be seen as those who, irrespective of their level or professional
background, can influence people [10]. Transformational leadership defined as
the ability to enable everyone to be a leader on something, through inspiring
staff to believe in a vision for the future, challenging and stimulating, develop-
ing trust and communicating. This transformational model of leadership has
replaced the model of transactional leadership, defined as making rational deci-
sions and managing options. The focus of the NHS is now on transformational
leadership owing to the need for leaders to manage in an agenda and organisa-
tions which are constantly changing [11]. The transformational leadership type
requires what is defined as emotional intelligence [12]. This type of leader is seen
as having a positive impact on staff, services and the organisation through an
ability to inspire and motivate the organisation to deliver a vision for the future.

Impact on organisations

The impact on organisations, services, teams and individuals of good leader-
ship is wide — a good leader will positively affect performance, identity and
ethos [13]. The RCN review described that effective nurse leadership at board
level would interpret and translate nursing issues and values into corporate
objectives, influence decision making in a facilitative way and support bot-
tom up approaches for developing strategy very much in line with the current
expectations of the modern NHS. The skills in these nurse leaders were seen
as consistent with transformational leadership styles, that is being democratic,
developmental, engaging and devolving.

It is clear the good leadership develops people, so in services good leader-
ship will develop the team /staff but will also support the development of users
through empowerment and provide support for choice and self-care. It is also
clear that transformational leadership styles that are more participatory are
essential to enabling the transformation of services and care that is expected in
the Darzi Review [3].

Effective leadership will always underpin development and innovation, for the
NHS leadership must always be about meeting the needs of local populations,



154 Case Management of Long-Term Conditions

developing patient-centred services, interaction and partnership with other agen-
cies involved in care/service delivery and the ability to be flexible in how services
are planned and delivered. No matter how complex an organisation or system is,
effective leaders will enable it to function through collaboration, cooperation and
communication.

It is also clear from policy and guidance that high performance from leaders
is essential in delivering patient safety; this is evident when reviewing success
in organisations in relation to health care acquired infections, learning from inci-
dents and complaints and development of fair blame cultures within organisa-
tions. The ability of an organisation to be patient focused and ensure patient
safety relies on the leadership of the organisation promoting a culture in which
incidents are reported and learning identified, where staff feel safe to raise issues
(whistle blowing) and where patients feel they can raise complaints or comments
and have these managed appropriately without fear of any negative impact.
Weak leadership will have a negative impact on the ability of clinicians to argue
for safe practice and raise concerns. The ability of clinical leaders to make an
independent judgement on the safety of care is fundamentally important but the
confidence of these clinical leaders to do something with information regarding
potential problems with patient safety is heavily dependent on the strength of
leadership in the organisation [13].

‘Modernising nursing careers’ [14] outlines in one of its priority areas the
need to ‘prepare nurses to lead in a changed healthcare system’. The leadership
role that nurses will play in developing quality services that are patient centred
and facilitate choice is clearly outlined in this document. It also outlines the
need for nurses to develop leadership skills in relation to skill-mixed teams,
maximising the contribution of all team members to patient care of particular
relevance when looking at long-term condition services. Local clinical leader-
ship affects the highest number of staff and should bring local knowledge to
decision making, generate new ideas (innovation), develop and maintain
standards and translate policy and strategy into reality [15].

Leadership in case management

Case management requires effective leadership for both its development and
its delivery. The Modernisation Agency [16] in its self-assessment tool for long-
term conditions highlights the importance of leadership when assessing the state
of readiness of an organisation that is developing services to manage long-term
conditions. The standards they expect of leadership relate to the presence of clear
leadership for improving long-term conditions management, the presence of
a clear strategy or vision of the way forward and all alternative models of care
being considered. Evidence that the organisation at a senior level has reviewed all
evidence for service models including the impact for staffing is required as this is
important in ensuring effective implementation. Communication of the vision and
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strategy with broad range of stakeholders (a key characteristic of good leadership)
is also seen as essential to effective implementation. The review of the experience
of programme and clinical leads for the implementation of the Evercare pro-
gramme [17] highlighted the need for the leaders, both managerial and clinical,
to develop with all involved staff and service users and share widely the vision
for the management of chronic conditions as for the programmes to be effective
all stakeholders need to be effectively engaged and committed to the process. The
ability of leaders to develop enthusiasm in staff and service users is highly impor-
tant as this promotes concordance with programmes by both users and staff.

Leadership in the complex systems that care for patients with long-term con-
ditions is located in the relationships and a shared wish to deliver on a shared
endeavour for the benefit of users and carers. It is clearly the role of leaders to
tell a good story to explain their vision as if the story engages staff it is more
likely they will understand and work towards the vision. The need to engage
staff, users and communities in the vision for a service cannot be underestimated
as their understanding and commitment are the bedrock of success for the vision.
The development of case management processes requires transformational lead-
ership as this is about managing change in service models across organisational
boundaries and integrating systems. The need to create partnerships to underpin
both the development and delivery of process to manage long-term conditions
is fundamental to success, and therefore leading for improvement depends on
ambition and partnership.

Leadership and change

To be successful, there is a need for leaders to have the ability to change and act
as a role model for others alongside an understanding of the context and culture
of the systems they are working with. These concepts together with the ability to
build partnerships, and build capacity through development and learning, make
connections between values and beliefs and change, negotiate, influence, develop
networks and focus on delivery of improvements for users are absolutely essential
to enable effective change to be achieved. Case managers will in practice also need
high levels of leadership skills; they need these skills to influence service stand-
ards, to influence and negotiate with providers of care for care packages and to
lead teams that are multiprofessional and cross-organisational [18]. The leadership
required from case managers is both decisive in term of making things happen and
also receptive and reflective to the wishes of users and colleagues in the system.
This system of care requires the leader (case manager) to influence without abso-
lute control and to work in effective partnerships with colleagues and users. The
ability of a case manager to work across boundaries and orchestrate care for the
patients is a key requirement for effective care and improved outcomes.

The leadership role of a case manager is defined in the educational framework
and in all job descriptions. The leadership functions required are developmental
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in relation to the model of service: leading processes to develop the services and
develop and implement changes in clinical practice including challenge profes-
sional and organisational boundaries to promote improved service effective-
ness. The case manager must also deliver leadership functions in relation to the
identification of the caseload to be managed, the development of self and staff
including acting as a mentor for case managers undergoing training and devel-
opment, acting as a role model across services and organisations, development
of policies and procedures for the service and of course act as a caseload man-
ager. This is a broad set of leadership functions but each of them requires all
the skills and behaviours previously outlined in this chapter. The need to facili-
tate clinicians” use of their knowledge and understanding to develop innovative
ways to improve the systems for care has been a plea from a number of sources
over the years [19].

A recent report from the National Nursing Research Unit in King’s College
London [20] clearly outlines the importance of practitioners as partners and
leaders at the heart of health care. Practitioners as leaders continually challenge
and improve care quality — they are ambitious for care particularly in relation to
the role of nurses, they are confident innovators, they co-ordinate resources and
skills to enable high-quality care and they supervise, monitor and teach carers,
patients and other staff as appropriate to need. A vision of practitioners who
continually champion care quality and use their voice in and across organisa-
tions to influence both policy and clinical practice is outlined and is very much
in line with the expectations within all current national policies. This report
supports the work on self-care and management in relation to the idea of prac-
titioner and patient relationship as a partnership that enables increasing choice
and self-determination for patients and the promotion of individualised patient-
centred care. This concept of coproduction of care with practitioners providing
leadership to enable this to occur across the NHS, local authorities and other
agencies continues to gain momentum and credibility.

Leadership is in every role

The recent workforce report [21] also supports this concept of the practitioner as
a partner and a leader. This report outlines the expectation that every practitioner
will develop to offer leadership as appropriate to their skill level. The report also
outlines, as already discussed, the variety of leadership positions in across teams,
services and organisations that practitioners may wish to develop into, and it
clearly defines the need for practitioners to ‘step up and work with leaders’ to
enable changes in system for the benefit of patients. The balance of leadership and
clinical work in roles will be dependent on the role but they are required to dem-
onstrate leadership by keeping practice up to date and thereby delivering the best
care for patients. The report contains a commitment by the Department of Health
to work with professional bodies and regulators to ensure that these essential core
skills (practitioner, partner and leader) are developed via education.
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It is hoped that this work on essential core skills will lead to the inclusion in all
training curricula teaching in relation to leadership skills. This will include a focus
on leadership development for all junior doctors in postgraduate medical training
and the introduction of a set of new standards in leadership, which can underpin
leadership development programmes. The role of nurses as leaders who ensure
the quality of care is a clear function and its importance is outlined in this report.
The quality agenda in the NHS and its specific focus on safety, effectiveness and
compassion will be supported through the membership on the National Quality
Board of Chief Nursing Officer. This board will provide strategic oversight and
leadership in relation to clinical priority setting and to approve the new quality
measurement framework. The Department of Health is focused on the develop-
ment of leadership abilities through the development of what are described as
comprehensive continuing development programmes for nurses to equip them
with the skills they will need to lead the quality charge through measurement,
understanding and improvement. It is clear that the view is of nurse leaders
within organisations demonstrating that they are not just leading but driving the
quality agenda through acceptance of accountability for quality, which is meas-
ured through metrics. There has always been an understanding of the central role
of leadership in the delivery of quality. Effective leadership is therefore essential
to the delivery of the objectives of quality [22] and the current policy drivers and
guidance clearly outline what the expectation is for leadership in the NHS, and
quality clearly defines the expectation on delivery of this leadership.

Advanced practice

The concept of advanced practice is not a new one, particularly, in nursing, the
Nursing and Midwifery Council (NMC) [23] along with a number of other pro-
fessional bodies has defined advanced practice. In general, advanced practice
can be defined as the ability of a practitioner to work or show skills that are well
above the baseline expected competency for the profession.

The NMC defines advanced practice as

A registered nurse who has command of an expert knowledge base and
clinical competence, is able to make complex decisions using expert clinical
judgement, is an essential member of an interdependent health care team and
whose role is determined by the context in which s/he practises.

Advanced nurse practitioners are highly experienced, knowledgeable and
educated members of the care team who are able to diagnose and treat your
health care needs or refer you to an appropriate specialist if needed.

NMC (2005)

Historically advanced roles in nursing had developed in a rather ad hoc way
with a variation in training and competency definitions. The need to ensure that



158 Case Management of Long-Term Conditions

an advanced practitioner is fit for purpose has generated much debate across the
professions, particularly as many advanced roles have developed in ways that
mean the practitioner may be delivering an intervention usually carried out by
another professional, for example diagnostics in primary care, prescribing, man-
agement of minor ailments in walk-in centre and accident and emergency environ-
ments, nurse and therapy consultant roles and roles such as physicians’ assistants
in the United States. Once practitioners develop skills and expertise outside the
‘normal’ for their profession there are debates in relation to appropriateness, pro-
fessional protectionism and of course the important issue of patient safety.

A key problem in recent years in relation to advanced roles has been the pau-
city of information on how practitioners have developed competence and been
prepared for these roles. In many areas, this preparation has been ‘on the job’
and while this may well be effective, it does not provide the level of confidence
in relation to knowledge and skills levels held, which is required to ensure
patient safety and confidence in the system. Until fairly recently, titles within
nurse, particularly like nurse practitioner, nurse clinician and advanced prac-
titioner, were available for use by almost any nurse. The use of these titles was
confusing and it was not clear to patients what the titles meant with regard to
competency levels or the ability of the practitioner. The NMC has now clearly
defined the competency of an advanced practitioner and is supporting a proc-
ess to ensure that practitioners who are employed in these roles are appropri-
ately trained and competent. The NMC clearly states that only nurses who have
achieved the competencies set out by the registration body can call themselves
an advanced practitioner. The title is now protected through its definition as
a registerable qualification on the professional council’s register. This profes-
sional requirement includes a process for practitioners who may feel they have
the skills and competence to meet the standards set to complete a process that
enables the professional body to assess that they have achieved the required
competence via education or experiential learning.

Prescribing

The ability to prescribe was once the remit of medical and dental practitioners
in the main; however, the recent legislative changes have enabled a range of
practitioners to join the family of prescribers. For prescribing by non medical
practitioners (nurses, pharmacists and therapists), the NHS has been very clear
regarding the standards of competence and educational preparation required to
ensure safe practice [24]. All the professional bodies have published education
standards for prescribing and the NMC and the National Prescribing Centre
have published professional standards for prescribing with which practition-
ers are expected to comply [25,26]. The Royal Pharmaceutical Society of Great
Britain and other professional bodies have also outlined professional standards
for training and education in relation to prescribing.
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Advanced practice in long-term conditions

In relation to the management of long-term conditions, the educational frame-
work clearly outlines the requirements of practitioners as they relate to advanced
practice [18]. These advanced practitioner competencies are in the main focused
on the nursing role in case management, in particular that of the community
matron. This advanced role is seen as one in which the nurse will utilise higher
level examination and diagnostic skills supported by prescribing to enable
the management of the clinical condition as outlined in the NMC definition of
advanced practice. The ability to assess the medical condition of the patient by
recognising changes in the disease process and to manage these appropriately is
a key function in improving outcomes for those highly complex patients who are
within the top 2-3% of the population with long-term conditions, often described
as high-intensity users.
The NMC defines advanced practitioner as highly skilled nurses who can

® carry out physical examinations;

* use their expert knowledge and clinical judgement to decide whether to
refer patients for investigations and make diagnoses;

* decide on and carry out treatment, including the prescribing of medicines,
or refer patients to an appropriate specialist;

* use their extensive practice experience to plan and provide skilled and com-
petent care to meet patients” health and social care needs, involving other
members of the healthcare team as appropriate;

* ensure the provision of continuity of care including follow-up visits;

e assess and evaluate, with patients, the effectiveness of the treatment and
care provided and make changes as needed;

¢ work independently, although often as part of a healthcare team that they
will lead; and

* as a leader of the team, make sure that each patient’s treatment and care is
based on best practice.

This definition provides an excellent description of the requirements for commu-
nity matrons in relation to managing long-term conditions. These requirements
form the foundation on which educational programmes have been developed
and are being delivered successfully across the NHS. Although there is currently
little evidence in the UK context that advanced clinical skills contribute hugely
to the success of case management programmes [27], the advanced practitioner
skills do appear effective in enabling ongoing effective management of diseases
and the continuity of care for patients.

As these patients require highly competent and confident practitioners who
can manage their disease processes effectively through the whole episode of
care, while at all times being mindful of the boundaries of their competency, it is
helpful for practitioners to have a defined set of competence and skill they need
to develop and are assessed against. It is in this important area of understanding
boundaries and ‘knowing what they do not know’ that advanced practitioners
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are gradually developing their confidence as they through the partnerships and
collaborations developed with medical and other specialist colleagues outline
these boundaries and agree the processes for accessing support and review that
are essential for the safety of these highly complex patients. These partnerships
are the foundation of care delivery for these patients as the efficacy of services
is dependent on the collaboration and partnerships that are developed across all
care sectors not just with medical and other highly specialist services.

The ability to assess the clinical condition, to support the patient and carer, to
understand how the disease progresses, to recognise deteriorations or changes
in the condition and to plan and then implement early interventions for these
changes does require a higher level of advanced clinical skills in the practitioner
to deliver. The effectiveness of proactive management is dependant on a high
level of clinical understanding of the disease process and what can be expected
as the disease process. The ability to support the patient and carer to make deci-
sions relating to how their health is managed in the longer term requires these
advanced practitioner skills. Although advanced practice is not the only impor-
tant skill for the management of long-term conditions, it is one of the skill sets
that can add value to the process and can enable effective risk assessment of the
clinical condition, which ensure patient safety.

Conclusions

Leadership and advanced practice are highly important in the modernised NHS
and could be seen as fundamental to delivering effective management of long-
term conditions. There is no debate that both of these are useful skills, which are
required in the practitioners involved in managing high-intensity users through
active case management, but it is also clear that these skills will provide added
value to services if practitioners are able to develop them.

High-performing leaders are of course essential at all levels in the NHS and
across all partner organisations. There is no doubt that organisations that have
high-performing leaders from their clinical teams up to board are the organi-
sations that will deliver the modernised services expected in all current health
and social care policies. Those organisations that are quick to implement and
bravely innovate, through excellent models of leadership, are the organisations
that are most able to ‘live” in the complex and changing environment of health
and social care. There is also no doubt that an organisation that encourages and
enables devolved leadership will be an organisation that is responsive and pro-
vides flexible models of service delivery. Effective leaders focus on interactions
across organisations and environments. It is also clear that excellence in lead-
ership is required in clinical teams to enable the quality and safety agenda to
be delivered. Both clinical and nonclinical staff require leaders who facilitate
self-direction and self-control not just management; therefore, effective leaders
are clearly those who can facilitate and develop the skills of staff, providing the
direction of travel and the support to allow staff to reach the end goal. Effective
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leaders will also share information and knowledge to fill any gaps in knowledge
and understanding that become apparent in teams and staff as knowledge and
information appropriately shared facilitates involvement and enables delivery.

Effective leaders must be able to engage all stakeholders in the development of
a shared vision, ensuring that there is partnership in development and delivery,
accountability is clearly outlined and agreed, a sense of ownership for the vision
and strategy is fostered and there is equity in all processes involved in devel-
opment of the vision or strategy and in their delivery. Good leaders accept and
value diversity and create opportunities for learning and development. Highly
performing leaders are self-aware and understand their function. They share
leadership by giving authority away while ensuring accountability is clear and
high performance is expected. Good leaders let the magic of innovation happen
while ensuring that risks are mitigated. The sign of good leadership is the cel-
ebration of achievement of objectives being followed by time for a reflection on
possible improvements or new ways of doing.

The abilities of practitioners to function as leaders must be developed as the
NHS needs to prepare its leaders of the future and also because practitioners will
more and more need to deliver leadership skills in the face of complex care systems
and these functions are fundamental to ensuring the care delivered to patients is
appropriate and effective. The requirement for nurses in particular to accept a role
as leaders in relation to the quality of care in the NHS is ultimately a powerful tool
to raise the profile of quality and advocacy of patient experience. The profile of
the profession of nursing can only be raised by this leadership role in relation to
quality. The NHS has high expectation of leadership — the Department of Health
recently published ‘Inspiring leaders: leadership for quality” [28] that outlines the
journey the NHS, staff and patients are on to improve quality and the patient expe-
rience. The document published in support of the recent NHS Review outlines the
talents required for the delivery of quality in services.

Although there is currently little definitive evidence at this time that advanced
practitioner skills contribute to the effectiveness of case management in long-term
conditions, the ability of practitioners to utilise these advanced skills to increase
access, work with the patient to recognise changes in conditions and make plans
to manage these changes in condition using early warning systems and planned
interventions do appear to improve the experience for patients. The recognition
of the need for a clear understanding of the competencies required in advanced
practice provides for the public an assurance of the ‘fitness to practice” of practi-
tioners and the quality of the care they deliver. This process of defining the level
and delivery expected of competence of practitioners is essential to enable the
ongoing development of roles within the health and social care arena.
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Chapter 9
Self-Care and Patient Outcomes

Introduction

Historically, the organisation of services in the National Health Service (NHS)
has relied on the passive nature of patients. Almost all the recent and current
policy drivers for the NHS in recent years have focused on the ability of services
to deliver and to ensure the delivery of improved capacity and capability for
self-care and of improved outcomes, particularly patient-reported outcomes [1].
As early as 2000, the NHS Plan [2] outlined the need for services to become a
resource for people to use routinely to enable them to look after themselves. It
is clear that the direction of travel for the NHS and other services is to ensure
that all services deliver interventions that focus on meeting the identified needs
of patients and carers and of course provide added value to the service user.
Self-care as described in this chapter is one of the building blocks for person-
centred health care and of course case management of long-term conditions. In
2002 the Wanless review [3] supported the push for self-care and engagement
in health by identifying the need for individuals to take responsibility for their
own health, in what he describes as the “fully engaged scenario’, a policy that
has been further developed within the NHS as will be shown later in this chap-
ter. This policy of self-responsibility, care and management has been absolutely
embedded in the NHS through the Choosing Health agenda [4].

What is self-care?

Self-care can be seen as part of every persons’ daily life. There is a wide spectrum
of self-care that ranges from total self-care and full independence (washing and
dressing yourself) to 100% professional care (intensive care or surgery) and total
dependence. The drive to develop and enable the abilities for self-care in patients
with long-term conditions and in relation to their general health issues is, as
outlined earlier, an underlying principle across all health policies. The NHS since
its implementation has had an aim of provision of free health care for all at the
point of need, this alongside the gradual development of healthcare interven-
tions and professionals as experts in health has led to a loss of ‘ownership” and
responsibility for personal health in some ways. The “pill for every ill” view is
now thought to be not just as detrimental to health (impact of extensive antibi-
otic prescribing) but also having a negative impact on the ability of people to be
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‘in control” of their own destiny. This lack of control is both frustrating and
dangerous as it denies a person the rights of self-determination.

Throughout NHS and social care policy therefore a central thread is now
self-care, which enables the personal responsibility, personal choice and self-
determination. This push towards individualised care is expected to promote
and enable independence, though for those with long-term conditions this may
need to be supported with community infrastructure. The publication of the
NHS Constitution in 2009 [5], following the consultation on the format published
in late 2008, is the latest in the long line of documents that try to clarify and agree
on not only the expectation patients should have of the NHS but also the
expectation the NHS will have of them with personal responsibility for health
and self-care being the key aspects. Some of these discussions on personal
responsibility relate to improving health behaviours and lifestyles to reduce the
potential risk of development of chronic disease by reduction in obesity and
smoking and increasing physical exercise rates across communities. It is clear
that the ability to self-care, particularly in relation to managing their own health,
for those who suffer long-term conditions is dependent on education and devel-
opment of knowledge. This would include how much they know in relation to
their condition(s), the ways in which the condition(s) progresses and how
they can ‘do something’ personally to maintain their own health and work
towards better health behaviours and lifestyle. It is clear that this understanding
alongside excellent standards of disease management should slow the progress
of diseases and therefore improve the health outcomes and reduce negative
impacts.

Department of Health guidance [6] on developing and promoting self-care
clearly outlines the potential impact effective self-care can have on utilisation of
resources in the NHS. Evidence from the guidance explains that self-care could

¢ reduce visits to general practitioners (GPs) by up to 40%;

e reduce visits to outpatients by up to 17%;

e reduce accident and emergency (A&E) visits by up to 50%; and
e reduce the drugs bill.

The impacts for patients as described by the Department of Health are as
follows:

¢ Experience better health and well-being;

¢ Improved medicines concordance;

* Prevent need for emergency health and social services;

* Maintain independence in their own home;

¢ Increased confidence and sense of control;

¢ Improved mental health and reduction in levels of depression.

These claims are the underpinning evidence for the development of NHS pro-
grammes such as Expert Patient Programme (EPP) [7], the ongoing develop-
ment of disease-related education and self-management programmes and the
push to train all frontline staff in the principles of self-care.
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Since the Department of Health identified the requirement to improve the
management of long-term conditions as one of its top priorities, the push to
increase self-care abilities has been a thread through the centre of all service
plans. It has been described that a patient with diabetes will receive on average
3hours of contact with professionals per year and they personally provide their
own care for the remaining 8757 hours in the year [7]. This information therefore
makes it clear that the professionals need to ensure that patients can develop the
skills they need to maintain their own health. If a patient has the ability to self-
care, they are more able to make choices and decisions that will in the longer term
improve their health outcome. It is also clear that self-care works for both patients
and staff. Professor Chris Ham in the foreword to Promoting Optimal Self Care [8]
explains very clearly that there is evidence that self-care is effective in improving
the quality of peoples’ lives and it promotes the appropriate use of services.

The majority of people with long-term conditions would wish to remain
independent and carry on with their lives in a way that is appropriate for them.
As outlined earlier, the majority of care delivered to people with long-term
conditions is carried out away from the health service — the patients do this care
themselves or are supported by carers, family and friends. The problem with this
self-care is that it is sometimes not optimal and therefore does not deliver the
outcomes expected. Promoting Optimal Self Care [8] therefore describes the need
to design clinical interventions and pathways with the aim of promoting
self-care.

There are currently two terms in use, ‘self-care’ and ‘self-management’, which
are at times used interchangeably, and in an attempt to clarify the process the
Department of Health has defined each of these terms.

Self-care is ‘about individuals taking responsibility for their own health and
well-being. This includes: staying fit and healthy, both physically and mentally;
taking action to prevent illness and accidents; and the better use of medicines and
treatment of minor ailments’, Department of Health (2001) (quoted in Ref. [8]).

Self-management is defined as

The individual’s ability to manage the symptoms, treatment, physical and
psychosocial consequences and lifestyle changes inherent with living with a
long term disorder.

Department of Health (2001) (quoted in Ref. [8])

Based on these definitions, self-management is therefore a part of self-care.
Another definition provided by the Department of Health for self-care is

... the actions people take for themselves, their children and their families to
stay fit and maintain good physical and mental health: meet social and
psychological needs, prevent illness or accidents; care for minor ailments and
long term conditions; maintain health and well being after acute illness or dis-
charge from hospital.

Department of Health [9]
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There is a complex relationship between the severity of a disease and the quality
of life for a patient, the understanding of which is still being developed, but
we know that in relation to long-term conditions a number of key issues deter-
mine the quality of life. These range from the ability to communicate with
professionals and manage their medication to personal adjustments and family
dynamics in relation to their disease. The key though is that the patients under-
stand the disease and its progress and impact as only then can they control their
life in any meaningful way.

Self-care and practitioners

The ‘Common core principles to support self care” from Skills for Care [10] pro-
vides a challenge to commissioners, practitioners and service providers to reflect
and review how they commission and deliver personalised services that pro-
mote independence and choice. This document clearly outlines for practitioners
the need for two-way communication, negotiation and partnership in decision
making. The process of developing self-care abilities is not about professionals
totally handing over responsibility but is about enabling the patient to contrib-
ute to planning and management process to achieve the best possible outcome
for the patient. This entails giving some element of control and responsibility for
their own health to people working in partnership and collaboration with the
professionals and care agencies. This sharing on responsibility can only succeed
if the patient understands the disease(s) and is confident in that understanding.
This process of sharing responsibility is seen as placing the patient at the centre
of the planning process and underpins the personalisation of care agenda out-
lined in ‘Our Health, Our Care, Our Say’ [11] and a wide range of other NHS
and social care policies.

‘Putting people first’ [12] outlines the expectation for adult social services
and of course the staff that people irrespective of illness or disability will be
supported to

¢ Live independently;

* Stay healthy and recover quickly from illness;

e Exercise maximum control over their own life and where appropriate to
lives of their family members;

* Sustain the family unit avoiding the need for children to take on inappropriate
caring roles;

¢ Participate as active and equal citizens, both economically and socially;

* Have the best possible quality of life, irrespective of illness or disability;

® Retain the maximum dignity and respect.

These expectations are clearly matched to those with all NHS guidance and pol-
icy in relation to self-care, choice and independence.

It is important to remember that all NHS and social care roles will have within
their job description something that relates to enabling and empowering
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patients for independence and choice. Case management professionals in
particular, across the NHS and social care, are heavily involved in the promo-
tion of self-care/management. In fact from a patient’s perspective, their key
function is to enable independence and improved outcomes. The competencies
that all these roles utilise to enable the delivery of this function should be clearly
outlined within their job description, and for case manager role they should be
specifically outlined within the educational requirements.

Systems for self-care

The Department of Health has outlined some key points in the patients” jour-
ney through care [6] in which self-care can be delivered and supported and has
identified the tools that can be utilised for these key points to facilitate effec-
tive self-care. It is clear from Department of Health guidance that the systems
in place for promoting self-care for people with long-term conditions need to
provide

¢ Information that is both understandable and accessible;

e Training so that patients can recognise and monitor their own symptoms;

* Appropriate support to enable the development of confidence and skills;

¢ Information and education, in an understandable format, relating to medi-
cines, their use and importance, in managing the disease process.

A self-care/management system that provides these will probably then provide
for patients

* Diagnosis, treatment and access to services in a timely manner;

¢ Understandable information, which is of good quality;

* Ongoing community-based care;

¢ Appropriate sharing of information between professionals, which is effective
and timely;

¢ Co-ordinated and consistent services.

Expert Patient Programme

The EPP [7] provides for patients with long-term conditions self-care skills and
training. The programme provides to patients support in developing skills, con-
fidence and competence to ‘care for themselves’ through an understanding of
their condition, confidence in asking questions to professionals and an ability to
cope with the pressures and changes a long-term condition places on their lives.
The programme was implemented well in some areas but implementation across
the NHS was patchy. The programme is now delivered under a national contract
by a key provider who works with local organisations to provide the programme
to patients identified locally. The EPP recognises that health professionals cannot
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empower a patient, but can with lay/peer support assist patients to develop the
strategies and skills they need to become empowered. It is also clear from the
advice in the EPP that ongoing support to maintain self-management/care skills
is required as initial education does not last forever.

Effectiveness of self-care programmes

When the NICE Review [13] of the evidence base in relation to broad-based
generic self-management programmes in the United Kingdom was completed, it
highlighted the limited nature of evaluations of EPP. In the main, the support for
the programme is based on research into programmes run outside the United
Kingdom. There are of course differences between EPP and the self-management
programmes developed in other countries, not the least of which is the require-
ment for patients with specific conditions to be referred following confirmed diag-
nosis by physician, whereas the EPP programme allows self-referral of people
who identify that they have a chronic condition. So any person who wishes to
sign up for a course may do so, which may have an impact on the outcomes of the
programme. An internal evaluation of EPP by the Department of Health indicates
some very positive results with reduction in GP contact by 7%, in outpatient visits
by 10% and in accident and emergency attendances by 16% and with increases in
health information uptake by 34% and in improved consultations by 33%. These
findings are encouraging but a broader based review is required.

All initial pilots of EPP identified some barriers to implementation. It is clear
from these findings that programmes within primary care trusts (PCTs) in urban
areas and who appoint a lead administrator are more successful. The success is
also assisted by raising awareness and robust recruitment via the local press or
other media approaches and by networking PCTs to deliver.

There are a number of factors that will contribute to patients’ ability to self-care
and make appropriate decisions to change their behaviour to promote healthy
choices. These factors are

* history and life experience;

e existing knowledge;

values and beliefs;

cultural background;

literacy and cognitive ability;

confidence, self-esteem and self-efficacy;

perceived control;

availability of real, personalised choice;

* availability of information and the form in which the information
is presented;

* availability of useful tools and equipment;

e evidence on benefits of self-care support

® encouragement by practitioners.
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It is therefore important that all models of support to self-care take cognisance
of these factors for individuals as one size will not fit all.

The delivery of education and advice focused in a disease-specific way is highly
important and though the EPP does provide an overview of some disease areas, it
cannot by definition provide the level of knowledge and understanding in each
specific disease areas that would be required for the process to be totally effective.
A number of disease-specific interest groups have developed information and
educational programmes for their area that are effective in enabling the patient to
understand the progress of their disease and how they can influence this.

The Institute for Healthcare Improvement [13] clearly defines what it sees as
essential areas of understanding to enable patients to become effective manag-
ers of their own health. The Institute’s reviews of service improvement show
that in order to ensure patients can manage their own health they must have a
basic understanding of their disease, ongoing support from networks (profes-
sional teams, family and community) and support to enable them to build the
skills and confidence to self-manage (knowing when and why to access assist-
ance). This process should also include education of patients about the guide-
lines for the management of their disease through patient-friendly information
(handouts and information posted in clinics) and support for providers to
ensure messages are delivered in a clear and equitable way. It is also clear from
all the evidences that there is a need to ensure patients are empowered through
collaboration in goal setting and involvement in decision making.

The Institute for Healthcare Improvement [14] has also provided advice in
relation to evidence of effectiveness of self-management tools and information.
This advises professionals to review with their team all materials to ensure all
are using the information consistently and the information is understood and
credible in the team, to test materials with patients and ask for feedback on
appropriateness and to use the feedback to improve the materials in use. Further
advice is available relating to the need to ensure information is appropriate and
is available to a broad range of needs and of course formats (languages and
literacy levels) and to ensure that the information can be delivered to all in an
equitable and appropriate way. The need to ensure information is shared with
a wide range of colleagues (pharmacies and community groups) is also highly
important and effective in ensuring information gets to those who need it.

Promoting self-care: staff role

The seven principles expected from staff involved in developing self-care out-
lined in the ‘Common core principles to support self care” are as follows:

* Ensure individuals are able to make informed choices to manage their self-care
needs;

e Communicate effectively to enable individuals to assess their needs, and
develop and gain confidence to self-care;
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* Support and enable individuals to access appropriate information to manage
self-care needs;

* Support individuals to use technology to support self-care;

¢ Advise individuals how to access support networks and participate in plan-
ning, development and evaluations of services;

® Support and enable risk management and risk taking to maximise choice
and independence.

These principles are described as competencies that include expected behaviours
and knowledge that underpins these behaviours. The carers involved in the devel-
opment process for these principles felt that they would provide a useful set of
tools for staff and that they were evidence of a positive drive for improvement in
services. It is clear that the value base that underpins self-care is one of supporting
and empowering, changing the focus of power within the relationship between
professionals and service users. This can be seen as a challenge for professionals
and will require supervision, appraisal and development to make sure they
become embedded in services. The responsibility to ensure standards of care in
services rests with leaders and managers of services and they must ensure that
services are delivered in a way that achieves the aim of personalisation, focusing
on dignity, respect, choice and control for patients. To ensure that services can sup-
port and facilitate self-care/management, it is clearly important that professionals
are appropriately educated and trained. Services should also ensure that shared
decision making can be supported through the further development of the deci-
sion support software and other initiatives being trailed across the NHS.

Self-care: models

Patients need to make adjustments to how they live their lives when they are
diagnosed with a long-term condition and it is clear from the literature review
completed by the King’s Fund [15] that there are a number of things that shape
how people respond and adjust. However, it is clear that immediate behaviour
change and compliance with medication advice may not be delivered by struc-
tured self-management education as the social, psychological and emotional
feelings of the patient may prevent an immediate positive response. It is also
clear that a person’s ability to self-care will change over time; it may increase
or decrease. A review of the literature highlights that the ability of a patient to
participate in self-management is heavily influenced by length of time since
diagnosis, severity of disease, age, social support, stage of their life and level
of education. Reviews of successful programme have in the past reported that
participators in self-management programmes tend to be women, younger, mid-
dle class and better educated [16]. For some patients it may still be their view
that they prefer to do what the doctor decides. So those involved in manag-
ing patients with long-term conditions need to be mindful that every patient’s
response will be unique.
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The historical approach to changing health behaviours is one of negative
commands. We now know that it is vital to recognise that pleasure is derived
from some of the unhealthy habits and we need to utilise different approaches
to make positive health behaviours the norm. It is known that information alone
does not change behaviour, to be successful a broad range of interventions are
required and different areas of poor health behaviour may require different
approaches. The professionals do provide some help to patients in this area, but
they alone cannot deliver all the support required for change, other organisa-
tions are also important (i.e. employer’s and local authorities).

Currently patients can access health care in a wide variety of ways, from 999
for emergencies to attendance at a screening clinic. The ability of the public to
make appropriate use of the NHS is encouraged via the NHS Constitution [5],
which outlines the broad rights and responsibilities of patients who utilise NHS
services. It is sometimes argued that the NHS should make patients aware of
the cost if they are to make more appropriate use of its resources; this approach
is based on an assumption that patients abuse or overuse services. Offering
patients” choice of appointments based on informed choices can also reduce
waste of services.

The National Primary Care Research and Development Centre has produced
‘The WISE approach to self-management’ [17], which outlines the ways in which
clinicians can engage patients in a shared approach to self-management. This
approach outlines the strategy and methods in relation to the patient, the profes-
sional and the structure. In the WISE model the strategy for the patient is to
improve information, and this is done by working with the patients to develop
relevant and accessible information, which uses both lay and traditional evidence
bases for knowledge. For the professional the strategy is to change the response,
promoting flexibility to the way the professional acts to enable a patient-centred
approach and negotiate for self-management plans with the patient. The struc-
ture requires a strategy that improves access to services through changes to
access arrangements using professional and patient contacts as a way of compli-
menting processes to maximise effectiveness of management of diseases and
allowing the patient to self-refer based on a personal evaluation of need for
advice. Salford NHS Hospitals Trust has used this approach very effectively, and
work reviewing possible impact in primary care is progressing.

The ‘Working in Partnership Programme’ has developed the ‘Self Care for
Primary Care Professionals Project’ [18] that Central Cheshire Primary Care
Trust has been implementing. The scheme defines what self-care is and the
actions that may be taken to promote self-care including a process known as the
cycle of self-care. The aims of the project are to provide multidisciplinary train-
ing package for teams to develop self-care knowledge and skills, implement an
integrated approach to patient- and professional-led model of self-care, assist in
the development of a self-care strategy for the organisations and provide access
to the appropriate evidence base and best practice. The training package pro-
vided gives an overview of the context and evidence base for self-care, up to
date information in relation to management of minor ailments together with
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advice on development of joint guidelines for conditions to be self-managed
and advice on how the practice can ensure consistent messages across the team.
Primary Care Contracting produced in 2007 [19] an enhanced service framework
for supporting self-care in primary care. This framework provides to commis-
sioners and providers a service outline with clear objectives and outcomes. It also
provides clear guidance on provision, competence of staff, governance and infor-
mation requirements. The framework aims to simplify for commissioners the proc-
ess of procuring effective services and also to encourage primary care to deliver.

Self-care: the evidence base

The evidence base for lay-led self-management has been reviewed by National
Institute for Health and Clinical Excellence [13]. This approach to providing
self-care advice is aimed at the 70-80% of the population with long-term condi-
tions who require the lower levels of healthcare support and intervention. The
review identified clearly that managing long-term conditions is not simply a
health issue but requires a broad range of social support to manage the social
and psychological impact of chronic conditions.

The NICE Review reviewed a fairly broad body of research to identify how
lay people manage self-care and live a normal life. The review findings high-
light from research the following three key types of ‘work” that lay people with
chronic disease do:

¢ Illness work (managing symptoms and diagnostic-related work);
¢ Everyday life (doing the daily tasks);
* Biographical work (reforming the life of the patient).

This thorough review of evidence to date [20] highlights some key implications
for self-management of chronic conditions. The key concepts from seven of the
studies reviewed described how patients balanced the need to be in control
and feel well against the disorder they feel during episodes of ill-health; this
has a major impact on the patients” abilities in relation to self-care. The litera-
ture reviewed also clearly confirmed that though the recent policy initiatives
apparently describe a situation in which there is little or no self-management,
it is actually very well established, and in fact quite sophisticated within
communities.

This review also reaffirmed the impact of social factors on patient’s ability
to self-manage, in particular the issues of age and social class are described as
highly important when seeking to improve abilities to self-manage as they will
clearly affect the processes utilised. The ability of patients to maintain a social
identity is a very delicate balance and the ability of a patient to maintain viable
social roles and therefore identity is extremely important.

This review also confirmed very clearly that while there are some common
problems that can be identified among those with chronic diseases, the circum-
stances of the individual will have a huge effect. There is therefore no uniformity



174 Case Management of Long-Term Conditions

in the problems experienced and thus there is no ‘one size fits all” response. The
reviewer also devoted some time to identify the practical problems in relation to
implementation of programmes and highlighted quality of leadership, adequate
infrastructure including sufficient trainers and lay leaders, the presence of com-
mitment and passion and a successful recruitment processes. Recruitment is
often seen as a major problem in the generic programmes and if disease-specific
programmes are available locally.

The way patients ‘live’ within their community with a chronic disease is very
different to the way the medical model of life progresses, and it is clear that
patients can be highly adaptable, challenging the assumptions of professionals
about what and how their lives can be ‘improved’. Lay-led self-management proc-
esses are very different from the ‘traditional’ approaches to self-management
provided through health care and professionals. Lay-led self-management models
are routed in the idea that the patient requires motivation, a sense of self-
confidence and self-efficacy when dealing with the disease and its impacts. The
conclusion of this review is that health care must base all interventions and
responses on robust assessment of the needs of patients with long-term conditions
and that health care should beware of a focus on empirical insights and externally
mediated management approaches.

Early lay-led self-management programmes tended to be disease specific
and based on a holistic care model focusing on specific outcomes relating
directly to the disease [21], for example asthma programme focusing on peak
flow measures and arthritis programmes focusing on pain and function. In the
United States during 1990s, Kaiser Permanente developed a Chronic Disease
Management Program [22], providing generic self-management advice based
on the assumptions that patients with chronic conditions have similar self-
management problems and tasks to complete, that patients can learn to
take responsibility for their own day-to-day management and that con-
fident, knowledgeable patients who can manage themselves will utilise
less healthcare resource. The programme was offered over seven sessions,
which included a range of health-related issues including problem solv-
ing, improved health behaviours, medication concordance and managing
emotional impacts of disease. The ongoing evaluation of this programme
identified some positive benefits in relation to maintenance of independ-
ence despite worsening levels of disability, but there was little evidence of
major improvement in other expected areas, for example access to services.
Unfortunately, the findings of some of the early evaluations [23] completed of
self-management programmes in the United Kingdom have not reported the
expected levels of improvement, with only small to moderate impacts across
the areas.

All self-management programmes, generic or disease-specific, have the similar
key aims and expected outcomes, and though the delivery formats may differ
slightly, all aim to empower and enable the patient and their carers. Almost
every programme relies on self-selection/recruitment to some extent, which
could impact the types of patients who join. It is clear in the NICE Review [20]
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that many of the participants in programmes are women and that the level of
education of participants tends to be fairly high. The educational level of partic-
ipants can have a major impact on the effectiveness of the programmes, with
patients with higher educational levels having better outcomes. It is also clear
that despite the higher levels of disease in ‘underprivileged” groups, they are
the least likely to access self-management programmes, which could mean
that the overall impact of programmes will be heavily influenced by health
inequalities.

Using information and technology for self-care

Information and how it is used is the key to enabling self-care/management —
the requirement for professionals to share information and work with patients
to consider the best way to manage their condition and any changes that may
occur. Patients do occasionally not wish to be in control and in these circum-
stances the pressure on patients to engage in the process must be handled with
great care.

The NHS White Paper [24] was committed to the introduction of information
on prescription for all long-term health conditions. This paper proposed:

To give all people with long term health and social care need and their carers
an ‘information prescription’. The information prescription will be given to
people using services and their carers by health and social care professionals
to signpost people to further information and advice to help them take care of
their own condition.

By 2008, we would expect everyone with a long term condition and/or
long term need for support — and their carers — to routinely receive informa-
tion about their condition and, where they can, to receive peer and other self
care support through networks.

Department of Health [24]

To aid the implementation of this programme, the department recruited 20 pilot
sites to test the programme and provide evidence on effectiveness [25]. Many
of the pilots worked in partnership arrangements with voluntary organisations
and statutory agencies such as health and social care, and across a wide range
of settings (acute, primary care and mental health). The programmes related to
a broad range of conditions including Parkinson’s disease, arthritis, cancer, sight
loss and diabetes. This evaluation outlined the following five main parts to an
information prescription:

¢ Information content: reliable and relevant sources;

¢ Directories

® Personalised process: information must be specific to the condition, the
place and the point at which care has reached;
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* Issuing: the importance of how an information prescription is created and
provided to a patient;
* Access: how information is made available.

The evaluation was limited by delays in implementation in pilot areas, slightly
lower uptake than expected and insufficient time to complete longer term
impact studies. The evaluation did not use any randomisation or experimental
design and this limits the robustness of the findings.

The pilot sites completed the following three main stages for the programme:

® Preparation: it enabled them to define information prescriptions for them-
selves and develop a local focus.

¢ Development: this included broader engagement with all quality assuring
information, developing IT solutions and training of those who would dis-
seminate information.

* Delivery: the pilots delivered the “prescriptions” in differing ways depend-
ent on nature of the user population and local pressures.

The pilots defined information prescriptions differently with some clearly being
uncomfortable with the concept of “prescribing” as this medicalised the proc-
ess. But despite this issue most of the pilots developed a common set of princi-
ples to underpin development, which included involvement of users, carers and
professionals. The need to engage widely patients, carers, professionals and other
agencies to support the process was highly important to implementation. All pilot
areas stressed the need for information to be ‘quality assured” and many links to
the processes utilised by partner agencies to support this process. IT solutions
including websites where they were available assisted greatly in the success of
pilots, but the sophistication of the IT systems available and the ability of the staff
and users involved to utilise them was variable. Training was incredibly impor-
tant as those involved in providing ‘prescriptions” needed a level of knowledge to
enable them to safely and effectively answer questions raised or understand when
to refer for specialist advice. Delivery of prescription was done by a broad range
of professionals, and in the main the models of delivery were influenced by

e How prescriptions could be personalised.
e How to ensure access to the most disadvantaged.

These issues were seen as important, but as would be expected, each of the
pilots managed these in different ways. Personalisation of information as a key
issue was managed by

* Mapping care pathways with users and carers to establish stages of care and
the information needs;

* Using the pathways to develop templates to identify information a user
needs and when;

* Developing structures scripts and prompts;

¢ Consulting users on their preferred method for receiving information;

¢ Ensuring the information prescriptions are easily accessible to all;
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* Providing extra support to those who are disadvantaged or unable to access;

¢ Providing information at locations that are easy to access and at which users
congregate, particularly those who are disadvantaged;

* Providing information through different processes: telephone etc.;

¢ Providing information in a variety of formats.

This evaluation reported some positive impacts and outcomes for patients.
Seventy-three per cent of patients felt better able and more confident when
asking questions relating to their condition, although the numbers were lower
in those who described their health as poor (62%). Over half of the patients
(52%) felt that the information provided improved their care; however, the
figure was slightly lower in those aged under 65 (44%) and in people who
got their prescriptions via primary care (42%). In the areas that chose to offer
information via what are described as ‘light touch” methods (access via self-
dispensing and with limited personalisation and support), the rates were 45%.
The rates for information prescriptions via acute care and for those in affluent
areas were 62%. When asked about a feeling of being in control of what was
happening to them and their condition, 66% had positive views, but there were
marked variations — patients under 65 years reported only 55%; mental health
patients, 57%; those who believed themselves to be in ‘poorer health’, 52%; and
those in deprived areas, 52%.

Eighty-two per cent of carers who had seen or were aware of the informa-
tion, when asked felt that the information provided was useful, but 35% were
unaware of the information prescriptions despite being within pilot areas. The
professionals involved in issuing information prescriptions reported being very
or fairly satisfied with the process in their areas. The response result was notice-
ably lower in GPs and pratice nurses.

A key challenge for the pilots in relation to supporting patients with long-
term conditions were the difficulties experienced in relation to the provision of
high enough levels of support, particularly for those with higher levels of need
and those who are disadvantaged. The other key challenge identified by the
pilots was the problem of variation and inconsistencies in approaches, which
might lead to some users not receiving information when they should.

The findings of this evaluation [26] clearly support the further development
of the information prescription model and make recommendations on how the
process can be made more effective for patients, carers and staff. These recom-
mendations include the importance of full involvement in development (carers,
patients, voluntary groups and all professional groups), ensuring that informa-
tion prescriptions are delivered in a truly personalised way and that directories
contain sufficient information for the patient to manage their condition and access
services across health and social care. Other key recommendations are as follows:

* The development of templates for providing information nationally, and
which can be refined and used locally;

* Development of a national directory of information storing accredited infor-
mation using a national accreditation scheme to ensure quality;
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* Local models must allow for the needs of disadvantaged or hard to reach
groups;

* All areas of care (whole systems) approaches must be used in the develop-
ment of programmes;

e Carers must be fully engaged and involved in the process to ensure full effi-
cacy of the process;

e Staff must be supported to develop and embed the skills required to deliver
information prescriptions appropriately and this should form part of the
ongoing professional education and competency development processes.

In 2005 the Department of Health [27] had completed a review of 19 papers on
technologies in use for either health behaviour modification (e.g. step-o-meters)
or self-monitoring (e.g. glucose monitoring) in an attempt to understand the
pros and cons of the use of technology. Although the report is not a systematic
review, its findings do add to the debate and understanding relating to technol-
ogy and its uses in self-care. The report is in the main very positive in its com-
ments on many of the programmes in use. The authors commented that some
of the cheapest and simplest devices showed considerable scope for improved
health outcomes, and that the continuous monitoring devices at that time
appeared to offer real opportunities. However, in the view of the authors, fol-
lowing are the main problems for technology:

¢ Control monitoring programmes require central support and this has
hidden cost during implementation;

e Standards of devices are not always clear;

* Systems and devices do not work together;

e Lack of combined evaluation/joint research may limit the opportunities for
effective implementation.

Some patients are supported with self-management via assistive technology
such as distant testing, email for communication and advice and text messaging.
It is clear from the report ‘Engaging patients in their health’ [20] that technology
could be very useful in self-care and is currently significantly underdeveloped.
Although patients may use the Internet to access information and this may
have changed the nature of social relationships, the use of the Internet by health
care is very limited. NHS Direct Online and NHS Choices are gradually being
developed for patients to develop their own content. Technology could play a
very effective role in identifying patients who might benefit from health inter-
ventions and has been used by some organisation to improve the management
of patients at the lower level of the risk pyramid for long-term conditions. In
the United States, Medalink is used effectively by families for searching a wide
range of information in relation to diseases, symptoms and services. The people
who access the system also want to store the information to create a resource of
health knowledge for themselves. The problem with searching on the ‘web” for
information is that the information accessed will not always be of a high stand-
ard and probably not be of any use to the searcher.
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There are existing technologies that health and social care could utilise to
improve health, for example radio, digital television, DVDs, telephone and
email, all could be used to deliver messages to a wide range of people. Some
such as the telephone can deliver personalised messages, whereas the others
could be used for broader messages. Although there are a range of technologies
available, it is clear that the technical solutions must be needs-led not driven
by the technology, and further evaluation of the effectiveness of self-monitoring
and support is needed.

How do we engage patients in self-care?

It is clearly extremely important that professionals develop good relationships
with patients to enable support to self-care/management. The relationship will
be improved and made more effective if the patient feels that the professional has
the ability to listen, understands the main concerns the patient has, allows the
patient the time needed, can understand the impact of the disease on the patient
and enables the patient to contribute to the planning of their care. Patients who
are noncompliant are often a problem for professionals in managing long-term
conditions, but this is often related to differing views between professionals and
patients in relation to the explanations of care being based on clinical models
that are not understood or not real for patients; it is therefore important that pro-
fessionals are clear and understand the context of the patients” life. The United
Kingdom is noted [20] as one of the worse performers in almost all indicators for
engaging patients on their care. Fewer patients report involvement in treatments
decisions and medication reviews or being given information about medication
side effects. The patients also report less support relating to rehabilitation and
recovery and worryingly less than one in five patients with a long-term condi-
tion report being given a self-management plan.

The provision of information to patients is one of the key ways to engage
patients in their care. The information provided as outlined previously must be
of good quality and sufficient in amounts to be effective. The patients should
also be appropriately signposted to professionals and others who can provide
advice and support in an effective and flexible way. Patients are aware that
professionals’ time is at a premium and that services are often pressured, but it
remains clear that long-term conditions management needs time to deliver the
support required to enable self-management/care.

One approach to successful engagement with the public is to move our focus
from services users as patients to consumers; the concept of a patient can be seen
as a passive role rather than as active in the process to do the things. A consumer
is viewed as someone who makes use of services, obtains information and makes
choices on the services they use. It is generally thought that when people act as
consumers this changes the relationship between the user and the professional
and can improve the quality and outcome of the care delivered. The changing
expectations of patients are supporting this — although there will always be
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circumstances in which patients will wish professionals to make decisions for
them, the patients with long-term conditions are rapidly increasing their expecta-
tion in relation to shared decision making and self-care [14].

If the NHS is to change and put the patient at the centre of care, then it
needs to deliver case management and its predictive, preventive and partici-
patory processes. The focus needs to be shifted to being customer-focused to
maximise quality of life for patients and to enable more care to be delivered
closer to home. Patients with chronic conditions access health care mainly
when they have a problem, for the rest of their time they want to carry on
with their lives. It may be that in the future the relationship with the NHS and
caring service will be more ongoing to keep them as healthy as possible. The
Department of Health [25] has identified that 82% of people with a long-term
condition feel they take an active role in caring for it, but it is also clear from
Department of Health data [6] that only 50% of medication prescribed is used
after collection.

For the NHS to engage with people the messages must be constant and
clear and where possible should be available across a broad range of media;
the messages must be out in the system every day. It is also clear that for the
process of engagement and self-care to be successful, it cannot be the respon-
sibility of the NHS alone. The NHS needs to engage much more broadly
groups such as the voluntary sector, social care and local communities to
assist and support in the delivery of the self-care agenda. Engagement with
patients is variable across services and the report from the King’s Fund [20]
highlighted that while the key source of information on health for most people
is their GP, they see the GP on average twice a year, so the time available is
probably less than 20 minutes. This report also discusses the impact of poor
health behaviours learned and formed well in advance of any contact with
professionals and the need to enable behaviour change to support people in
the development of confidence and ability to self-manage and self-care. The
report ‘Public attitudes to self-care” [26] published in 2005 also highlights
some concerning findings from patients which highlight that 44% of them felt
that their GP did not encourage them to play an active role in the management
of their long-term conditions.

Conclusions

The ability of patients to ‘learn’ to self-care is highly dependent on a number
of issues, not least of which is their motivation to do something. Although
professionals now understand that self-management is a good idea, we have
historically disempowered patients from decision making, and the change of
direction will take time to achieve. In fact it may be that we need to focus our
effort on developing these self-care skills in people before they fall ill, as it is
clear that health habits are formed long before people come into contact with
the NHS. We therefore need to reflect on how as professionals we might utilise
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the models outlined in this chapter with the support of behaviour modification
skills required to enable change to happen and be successful. Bandura noted
that ‘if the huge benefits of a few key lifestyle habits were put into a pill, it
would be declared a spectacular breakthrough in the field of medicine’ (quoted
in Ref. [16]).

We understand that providing information on risks to health and what they
should do rarely on its own is effective and for this reason many, if not all, of
the programmes for self-care or self-management include or provide as an extra
support process interventions to enable behaviour change programmes.

For behavioural change to be successful, it needs to turn an ‘intention to
change’ into an action and it also requires that the behaviour change is main-
tained over time. The theories of behaviour change are well established [16]
though not empirically supported. Behaviour change is reliant on the expecta-
tion of favourable outcomes and the patients feeling confident that they can per-
form the new behaviour. Long-term maintenance of behaviour change requires
early recognition of lapses and management, so that they do not become per-
manent. The ability of patients to set goals for themselves and assess the
achievements of these goals as part of a personalised plan is the key to enabling
behaviour change and therefore self-care/management.

The major changes in health policy in recent years mean that it is clear that
the NHS must now change its modus operandi from a sickness service into a
service that promotes wellness in its broadest terms. Prevention of chronic dis-
ease that affects so much of the population is seen as a key priority and the NHS
has a key role in helping the population to become healthier. Behavioural
change whether in relation to prevention of chronic disease or self-management
is hugely important. To enable change a person would need both motivation
(a reason for action and an enthusiasm) and confidence (a belief in ones own
ability to succeed). Some of the forms of intervention that promote confidence
and motivation are

* peer modelling

* buddying

® group programmes

* assessment of an individual’s readiness for change
* staged interventions

* motivational interviewing

The need to commission, develop and deliver programmes of this type is high-
lighted in reports from the King’s Fund [28, 29]. It is clear from these reports
that the ability to improve the health of the population relies on the implemen-
tation of behavioural change programmes, and their implementation will only
happen if commissioners commission. The expectation on primary care trusts
is that they will improve the health of their local population; therefore, public
health programmes that support local people to stop smoking, be more active,
eat a healthy diet, etc. must be central to their strategic commissioning plans. As
all commissioning organisations have now produced their 5-year commissioning
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plans, which are expected to focus on reducing health inequalities and improv-
ing the general health of the population, the expectation is that programmes that
promote healthy life choices will be at the centre of the activity by the NHS and
its partner organisations including the third sector.

The personalised care agenda very clearly requires professionals and serv-
ices to recognised and work with the patients as decision makers in their care;
this describes the patient as a co-producer of health [16]. Eighty-seven per cent
of patients with long-term conditions are keen to play a greater role in manag-
ing their disease. Although this desire varies across age, disease, educational
status and of course the stage of a disease, it remains clear that professional
assumptions about what patients want often are incorrect. There is a real need
for professional attitudes to be changed and there is some evidence that this is
happening, though this evidence is anecdotal rather than measured objectively.
Although there is evidence that motivation and confidence are key in deliver-
ing successful behaviour change and through this the ability to self-manage/
care, there is no real evidence that says one approach is more effective than
the other. But the challenges to delivery are now clear as are the processes that
facilitate and improve the ability of services to reach patients and make some
impact on their lives. The best approaches are those that are patient-orientated
and help the patients live with their disease and do not just push information
to the patients. The programmes must be interactive and using peers (those
who are comfortable with self-management) to support and deliver the process
does seem to make sense as it enables reality for patients. The training of staff
in relation to self-management is also highly important; it is clear from the pro-
grammes outlined in this chapter that the most effective are those where profes-
sionals are taught not to ‘lecture’” but to discuss and enable. Also important to
success is the need to let patient concerns lead the process and to take a slow
but sure approach to behavioural change, thereby developing confidence in
patients. These processes supported by agreed goals with patients (patients led),
which are documented, and regular follow-up and appropriate support will
enable the success of self-care processes. The initiatives and policies (EPP, tech-
nology, self-care programmes) reviewed in this chapter and of course guidance
such as National Service Frameworks provide the frame on which organisations
and professionals in partnerships with patients, carers and other agencies can
deliver a self-care system that works.

As there are some risks inherent in processes supporting self-care, the
professionals, patients and carers must develop the ability to consider fully and
manage the risks, to enable and deliver the patient-led NHS services, which pol-
icymakers are pushing for. The provision of systems and process that gradually
develop knowledge and confidence across all involved must be the aim, and
this approach will ensure patient safety. It is clear that many of the mechanisms
and process required to make the NHS patient-centred and to deliver the capac-
ity and ability for self-care/management are in place. What is required is the
courage and conviction through innovation and change management to deliver
the processes across health and social care.
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Chapter 10
What Does This Mean for Patients?

Introduction

The main reason for implementation of a system of case management for
long-term conditions is to improve the outcomes for patients and their car-
ers. Although there is an understanding that there are potential benefits for
the National Health Service (NHS) and social care services such as reduced
use, or at least more effective use, of resources, in reality the key must be to
reduce the negative impact long-term conditions have on people. The recent
review by the NHS clearly describes the need for the NHS to focus its efforts
on delivering the services that patients and their carers want, where they want
them and in the ways they describe [1]. This is the era of modernisation, of
care closer to home, of patient-centred care, of personalised budgets and of
expectations of high quality in all services. Patients will no longer accept the
excuse that because some care is delivered by health organisations and the rest
by other agencies, it is difficult to ensure or enable continuity. The expectation
is that care will be seamless, that it will be delivered to meet their needs and
that it will be delivered when and where they want it; this is a high expec-
tation indeed. This expectation means that services need to be commissioned
and delivered based on the needs of patients in ways that reflect the views and
preferences of patients. Access must be easy for patients and services must be
available at times that are appropriate to patients, and not that suits the organ-
isation of the service providers.

The health needs of the population of the future will continue to change;
many of the diseases people develop cannot be cured but most can be man-
aged. Developments in healthcare technology and treatments are increasing
the number of disease that we can manage. The unhealthy choices we make
as a population and the opportunities to improve health behaviours that have
been missed over the recent past will continue to impact on needs unless robust
action is taken quickly. The need for services that focus on personal needs to
assist in reducing health inequalities is essential. Despite all of this, the need to
ensure that all services we provide, be they preventative or care delivery, have
added value and meet expectations is the current challenge for the NHS, both
providers and commissioners.
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Government expectations

The publication each year of an operating framework [2] that highlights for each
year the key targets the NHS is expected to deliver in that year provides for com-
missioners guidance on what they need to commission in each financial or oper-
ating year. This year’s operating framework in no different — this year the key
targets for the NHS relate to the ability of the NHS to deliver patient-centred
care and ensuring that choice is facilitated. In this chapter, patient experience and
quality of services in both general and specific terms will be reviewed. The review
of specific results of services for long-term conditions will probably assist in a
broader understanding of the experience of being a patient in the NHS today, par-
ticularly as a person with complex health needs.

What do patients want from care?

The NHS is currently developing processes and policies that require increased
performance information on services. This performance data and information
must also be gathered based on the views of patients and staff regarding the
outcomes of their care [3]. The patient-reported outcomes being debated and
designed currently focus on outcomes in certain surgical procedures, but the
expectation is that these will continue to be developed to cover a much boarder
range of services and interventions. What is important to patients is the key to
this debate and to the measurement of the effectiveness of services. Services
already measure a number of metrics in relation to quality, but the majority
of these measures are designed by professionals and are focused on the areas
professionals believe are important. Although there may be some congruence
between certain measures designed by professionals in for instance healthcare-
acquired infection, it is highly likely that the views patients hold on good out-
comes for them are personal to them and that they might be different from those
of professionals.

What is important to patients? Currently, we might not be 100% clear but
we can postulate based on the feedback received during the recently held
consultations regarding the future of the NHS and its modernisation. These
consultations highlighted the importance placed by patients on wanting to be
treated with respect. Although they are very concerned about cleanliness in hos-
pitals and healthcare-acquired infections, they are also focused on how they are
treated by the professionals. The important concepts of communication, respect,
privacy and dignity are highly important, and also the ideas that they will be
allowed to be involved and influence decisions on their care, which will be sup-
ported by appropriate information that would assist them and their carers in
making decisions.

The NHS Constitution [4] outlines for patients and the NHS the expecta-
tions on both sides. It is for the first time that a document describes what can be
expected by patients (it could almost be described as a patients’ bill of rights in
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relation to the NHS). This document also advises patients what the NHS has a
right to expect in return — the concept of personal responsibility is very clearly
outlined for all to see.

If all services are designed to meet the needs of a group of patients, then
each service should have at its core a clear set of achievable goals, which it
should be able to measure to evidence its level of effectiveness. These meas-
ures or goals must include the things that are important to patients and their
carers, these could be described as patient reported outcomes. For case man-
agement the goals for professionals will be issues such as improved health out-
comes, reduced emergency admissions, improved medication concordance and
improved abilities for self-management by patients and carers. Some of these
aims would be positively supported by patients without too much debate but
the actual evidence of success in these aims may be viewed very differently by
patients and carers and professionals. For the patient and carer success might be
measured at a much lower level than a professional might wish.

Reported outcomes from management
of long-term conditions

Reviews of case management by the King’s Fund [5,6] have identified the key
deliverable as improved functional status or prevention or slowing down of
deterioration. For professionals this is an excellent outcome but for the patients
and their carers the positive outcomes might be better described as a feeling of
control over the disease or condition, or an improved understanding of the con-
dition, and of course the improved continuity of care and provision of support
to the patient and carers. Although these two sets of measures/outcomes could
be seen as quite different, both have merit in that they are positive descriptions,
and delivery against the patient expectations could provide a better base against
which to measure the required professional outcomes. Patients and their carers
are probably less interesting in saving the NHS resources through reduction of
emergency admissions but would be extremely satisfied with any service that
keeps them independent and improves their quality of life.

The ability of people to self-monitor and understand what the monitoring
means and how they can influence their condition through making changes to
the way they are living their lives would also be seen as empowering for both
patients and their carers and would probably have a positive impact on health
status. These processes are seen as allowing the patient and/or carers to under-
stand how and when they need to access support for their condition and also
what they may be able to do personally to improve their health [7].

The focus on improving health through education and empowerment, and of
course providing high-quality care in a convenient way when people need it, is
a positive step in health policy. This move from an illness service to a wellness
service is a major cultural move for the NHS. But it is clear that people must
understand the processes for both health and well-being, and how they can use
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them to the best advantage to make these positive moves effective. The message
therefore must be one of identifying the way in which all services (preventa-
tive, rehabilitative and care) provide added value and make a real difference to
patients’ lives.

Modernisation to enable outcomes for users of services

As the design of services must be focused on the aspirations of patients, the cur-
rent policies need to focus on how we ensure that we are engaging with patients
and the public in determining the structure of local services, both health and
social care. It is well known that making changes to the delivery of services that
patients and carers understand, use and trust is unsettling for the service users,
and there is a need for commissioners and providers to communicate effectively
with patients and carers during any process that leads to service changes. Any
change to service provision must be seen to add value to the patients” experi-
ence and must have been subject to robust debate and consultation processes.
There is an expectation in the modern NHS that commissioners will evidence
their ability to be ‘world class’ through this process [8] and recently all NHS
commissioning organisations (primary care trusts [PCTs]) have completed their
baseline assessment against the world class commissioning competencies.

‘Creating a patient-led NHS’ [9] published in 2005 identified for the NHS the
concept of an NHS that responds to the needs of patients. The document out-
lines how the NHS would look if it was truly patient led. The concepts of infor-
mation to enable choice are enshrined in the description, as is the requirement
for robust safeguards for patients and delivery of high standards of care. The
concept of the NHS organisation that can recognise needs of local people and
design services to deliver for these needs in an innovative and different way is
seen as absolutely essential. The concepts of patients in control of their care and
the NHS delivering services that provide added value or positive impacts are
also outlined as essential requirements of the NHS. The need for services to be
provided with a culture based on concepts of dignity and respect is also high-
lighted as key requirements for both the commissioning and provision of care in
the NHS. ‘Our Health, Our Care, Our Say’ [10] was developed following a wide
consultation exercise with the public and describes the views and expectations
of the public with regard to the design and delivery of health and social care
services. Its seven key deliverables remain the foundation on which social care
commissioning and care delivery are measured by regulators.

Do patients really see improvement?

In the same vein, the report on the next steps in the implementation of the
National Service Framework for Older People [11] describes the progress made
in improving services for older people including improvements in discharge
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planning and tackling discrimination, which has improved access to services.
But the report also highlights the concerns that are still expressed by patients in
relation to dignity in care.

Despite some real progress in services, the experiences reported by older
people still highlight some unacceptable levels of care. The key areas of work
identified in the report are as follows:

e Improvements in nutrition and the physical environment;

e Further development of skills, competence and leadership in the workforce;
* Assuring quality;

¢ Ensuring dignity at the end of life;

¢ Equalities and human rights;

¢ Championing change.

Help the Aged has produced a research report on dignity in care for older
people [12]. The research was carried out to identify some of the possible indica-
tors for dignity in care that could be utilised by service to measure delivery and
success. The research has highlighted a set of draft indicators across the nine
domains in dignity of care. The indicators identified as important are as follows:

* autonomy

* communication

e end-of-life care

* eating and nutrition
pain

personal hygiene
personalised care
privacy

social inclusion

The domains outlined in relation to dignity of care are clearly useful in meas-
uring what care feels like for the patient or service user. The ability of service
provider to identify the level of autonomy a patient and/or their carer requires
is highly important. It is clear that the providers of service must develop the
skills needed to enable people who wish to be involved in the decision on their
care to be so. The ability of staff to ascertain whether people wish to be involved
in their care requires that they develop skills to identify what people wish to
do for themselves and constantly review the understanding and arrangements.
Involving people in their care when they wish to be involved or at the very least
ensuring that their wishes and needs are taken into account when decision and
plans are made must be an essential requirement for services as it is without
doubt the principle on which consent is based. The ability of staff to enable
people to take, when appropriate, responsibility for their own care, thereby pro-
moting independence and choice, is essential. The ability of staff to promote
independence allows patients to engage in social activities and make choices
in relation to activities and relationships that can assist and further enable
independence.
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Help the Aged has produced for providers of service some excellent indicators
and questions for users of services to enable measurement against these indi-
cators. These have been developed as a tool that regulators and care providers
could use to allow robust and effective measurement of the quality and effective-
ness of care delivery specifically in relation to the issue of dignity in care provi-
sion. The indicators and measures have been designed with specific measure for
specific care areas so this makes them valid and effective.

The ability to measure the user’s experience of health or social care must be
central to the delivery of high-quality care and of course the ability of service to
maintain service quality. In the recent past, the Healthcare Commission (HCC)
and Commission for Social Care Inspection (CSCI) now merged into the Care
Quality Commission (CQC) have been accessing routinely the experience of users.
Their reports highlight regularly that lack of dignity, lack of privacy and respect
for confidentiality are major issues for patients. The level of frailty and disabil-
ity of some patients can mean that those patients are highly vulnerable and may
be less able to press for their rights. The Department of Health has been describ-
ing the need to promote the delivery of dignity in care for some years [13]. The
research produced by Help the Aged continues this process through utilisation of
the dignity domains developed by Levenson in 2007 [14] and through reviews of
a number of studies carried out into people’s accounts of dignity in the care they
received. The research included the indicators identified in other documents and
reports from organisations such as CSCI, Department of Health Essence of Care
Framework [15], Help the Aged and the National Centre for Social Research. The
researchers have outlined the challenges for dignity in care as:

¢ Opver emphasis on targets and budgets that can militate against dignified
care;

* The sacrifice of compassionate nursing care in the development of technical
skills;

* Ageism in society and amongst healthcare staff.

The authors challenge the NHS and other service providers to take the issue of
dignity and respect and make it a key agenda item for services, encouraging staff
and all involved to make the issue an essential element of service provision.

Understanding the patient experience,
how we find out?

How the NHS measures patient experience in an effective way is important.
There have for some years been concerns across the NHS and its regulators
regarding the ability and commitment of the NHS organisations to act appro-
priately and efficiently when the views of patients and carers are presented. The
regulators of the NHS clearly define the need for organisations to evidence via
the ‘Standards for Better Health’ declarations how they facilitate and enable
patients” and carers’ views and act on complaints and comments [16].
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The HCC has since its inception had a key aim of involvement of the public
and patients in their processes to assess the quality of health care for local areas.
It has engaged with patients and the public to identify what matters to them
and made sure that these influence how the annual health check of NHS organ-
isations and service reviews are completed. The CQC and its predecessor the
HCC have as a key aim to assess the quality of health care, which they then
feed into these assessments and obtain the final ratings to enable a local focus
and view. The information gathered is also used to evaluate the effectiveness of
local health organisations in engaging their local population in decision making,
prioritisation and service improvement processes. The organisations that utilise
patients’ views are seen as far more effective and score much better within the
annual health check process.

The CQC access the views of patients and the public through a broad variety
of ways [17]:

¢ The CQC helpline;

¢ The national programme of surveys of NHS patients;

*  Workshops with the voluntary organisations that represent patient views;

e Working with patients and members of the public recruited to discuss
specific issues;

e Invitations to local scrutiny committees and lay members of the boards of
NHS foundation trusts and local involvement networks (LINks);

* Feedback from the SpeakOut network of community groups who are
seldom listened to;

e Focus groups and online discussions with consultative panel of patients and
members of the public.

The use of these processes allows the widest and most diverse levels of involve-
ment and engagement and also encourages and enables the involvement of
groups who might be seen as ‘hard to reach’ or who see themselves as unable to
comment or become involved for a variety of reasons.

For the NHS to effectively meet the needs of patients it needs to recognise
that patients are now much more demanding; they have higher levels of expec-
tations than ever before. They want services that are convenient and accessible,
delivered in way that is personalised to their needs. They require choice and
influence on the care they receive — greater involvement in their care has been
shown to improve the patients’ experience and improve health outcomes [8].
One size definitely does not fit all. The latest guidance regarding the develop-
ment of ‘world class” commissioning competencies and abilities [18] focuses on
a number of areas: the ability of commissioners to engage local people to iden-
tify the health needs, prioritise the needs and interventions and influence com-
missioning and procurement.

One of the many surveys completed by the NHS into services is the GP
Patient Survey [19]; this survey was first completed in 2006/2007 and was used
to assess the practice achievement of national standards set out in two Direct
Enhanced Service agreements as part of the General Medical Services Contract.
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The survey has provided to PCT commissioners information on levels of
satisfaction with opening hours, and the 2007/2008 survey supported the devel-
opment of extended opening hours in primary care. These surveys are delivered
independently through Ipsos MORI and the questions used have been devel-
oped in partnership with primary care academics. The survey for 2008/2009
has been extended to include a broader question base, including environment,
access to appointments, waiting time in surgery, seeing a preferred doctor and
overall satisfaction with the care received. Further questions regarding manage-
ment of long-term conditions and out of hours care will also be included in the
survey. The survey will provide the evidence for achievement of the Quality and
Outcomes Framework patient experience indicators for 2009 /2010.

Public Service Agreement targets

The CQC has as part of the assessment process for the annual health check devel-
oped a range of metrics (new and existing targets also described as ‘the vital
signs’), which it uses to assess the quality of care and patient experience delivered
by healthcare providers. These metrics are designed in disease-related groups
(cancer, diabetes, urgent care, public health); each set of metrics includes a set of
patient experience measures [20]. In October 2007, the PSA Delivery Agreement
19 was published [21] by the government. The aim for this agreement was to evi-
dence the ongoing commitment to ensuring high quality, safe and accessible care
that responds to the individual needs of patient is delivered across health and
social care. The requirements of the Public Service Agreement (PSA) were focused
on enabling the development and delivery of services with patients at the centre of
planning. The progress against the PSA is monitored through eight key indicators.

Indicator 1, the self-reported experience of patients and users, identifies the
need for robust information regarding experience of care to assist commissioners
and providers to improve service provision. This is also thought to strengthen
the ability of patients and users to influence the shape of service delivery.
Evidence shows that a number of factors influence individuals” perception of
their experience of care. These factors include accessibility, timeliness, quality,
safety, effectiveness, dignity and respect. The policy aim for the NHS and social
care is therefore to improve the overall experience for users, improving in those
areas that are not meeting the required standards and consolidating on those
areas where users do not raise concerns. The ‘NHS Choices: Your Thoughts’
website enables patients to comment on inpatient experiences.

Other assessments of user/patient experiences

In August 2007, the Health Foundation published ‘Patient and public experiences’
in the NHS [22], which focuses on quality and patient and public experience. The
document reviews the policy documents published by the Department of Health
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since 2003 and tracks the reforms and commitments that relate to the delivery of
a patient-centred NHS. The document also reflects on the significant increase in
patient and public surveys that have been completed to inform the development
of policy and services. The reviewed surveys report that in general terms the pub-
lic values the service provided by the NHS, with three-quarters of patients rating
the care received as excellent or good.

The use of consultation to influence health policy is evident through the
results of the national choice consultation completed in 2003, which identified
that 76% of respondents thought the most important aspect of NHS care was
involving patients in decisions about treatment. A number of other surveys
reviewed in this report describe the most important attributes for the NHS as
being:

¢ Affordable treatment and care, free at the point of care;

* Safety and quality;

¢ Health protection and disease prevention;

® Accessible local services and national centres of excellence;

* Universal coverage; geographical and social equity;

* Responsiveness, flexibility and choice;

e Participation in service development;

e Transparency, accountability and opportunity to influence policy decisions.

The Picker Institute published in 2007 the results of a survey that provided
information on how patients scored 82 different aspects of care. The most
important aspects for patient were those relating to cleanliness (doctors
and nurses washing their hands and rooms appearing clean), staff who
understand the patients” condition and who can answer questions appro-
priately and communication skills (the ability of staff to explain options for
care including risks and benefits) [23]. None of these should be a surprise to
professionals as they relate very clearly to the need of patients to be in con-
trol of their destiny and feel confident of the care they are receiving. The
expectations of patients accessing primary care services are similar: profes-
sionals explaining clearly, giving time to give information and ensuring
confidentiality.

The areas that have been identified as important to the public and patients
outline for the NHS the need to move away from the traditional model of
viewing the patient as passive within the health partnership, or as holding the
assumption that the professional knows best. This is not how patients and pub-
lic now expect to be treated; patients and carers expect to be involved in deci-
sions and have an expectation that their views and preferences will be taken
into account when deciding care. There is growing evidence that involving
patients and enabling them to self-manage and self-care leads to more effective
and appropriate use of services and resources.

In 2006 the HCC undertook a survey of people with diabetes in which they
asked the patients their level of involvement in decision, the education pro-
vided, the information they received at diagnosis and the explanations provided
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regarding medication; positive responses regarding these processes are known
to evidence good-quality care and to lead to improvements in patient outcomes.
The issue of safety and protection against unnecessary risks and harm is also
important to patients and the public. The issues in the NHS with healthcare-
acquired infection, medication issues owing to poly-pharmacy and learning
from incidents and complaints are all identified as important areas of concern
for patients and the public.

Patient-centred health care is the policy requirement, and is an ideal to which
all would agree the NHS and social care must aim. Social care, which has a
longer history of aiming to deliver personalised care and user involvement, is
still striving to achieve. The Commission for Social Care Inspection in 2006 [23]
outlined for social care the requirements of user involvement and user centered-
ness. The report defines for care providers the most effective ways in which to
empower people, and of course how to ensure that we can provide care in a way
that is valued. They also outline the requirements for commissioners to build a
provider market, through working to develop providers that are user led and
focused. This report also suggests that user involvement must be supported to
enable a challenge the status quo, assist in setting the agenda and contribute to
how decisions are made.

The commission argues that the only way to become user focused is to regard
the user as ‘king’, understanding what the user wants and needs and delivering
it. The needs and expectations of service users and carers should drive changes
and developments in services. As users take control of how their care is deliv-
ered and arranged, their relationship with care providers (NHS or social care)
will change, and therefore the role of professionals should become one of a
facilitator of care. One of the key roles of case management is to orchestrate and
facilitate care supporting the patient to ensure that care is delivered in an appro-
priate way and at the level the patient expects; this is all about ensuring that the
patient/user experience is positive.

It is argued that the case for focusing on the patient experience and decid-
ing how to improve the experiences is a moral and human imperative [24].
This will ensure that we can protect people who are vulnerable and weak, and
promote quality and humanity in care. It is argued that the aim to improve
experience is justified on both clinical and value for money grounds. Good
communication with patients improves concordance, enables understanding,
enhances self-care, increases confidence and provides a feeling of well-being
for patients. The information regarding the experience of patients within serv-
ices and organisations will in the longer term impact on the choices patients
make regarding where and how to access care. The requirement for quality
reports from all providers [1] and the impact of these reports on the annual
health check and other reports produced by regulators such as the newly
formed Care Quality Commission should not be underestimated. The Care
Quality Commission has clearly described that quality reports will be treated
as having the same level of importance as the yearly financial reports expected
from organisations.
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Patient-centred care

Patient-centred as defined in the King’s Funds report [24] implies the development
of a common vision for care, a vision that ensures that patients” views are central
to planning of their care. The concept of patient-centred care is subject to enor-
mous debate amongst practitioners. Some service areas, such as primary care, can
conceptualise the model more easily than others. As primary care considers the
social and psychological perspectives in care, it focuses on the meaning of illness
for individuals and the need to negotiate shared responsibility for decision mak-
ing and action, and it recognises the influence of personal qualities on patients
and how they react. In cancer services and the management of long-term condi-
tion, patient-centred care focuses on management models that identify what
patients think, believe and expect in their care.

Allowing patients to tell their tale

Point of care defines the patient experiences not as the remit of professionals but as
a product of the whole system [25]. The experience relates to whole journey, every
interaction and contact across the course of care, and this will include clinical and
non clinical staff, all support services and even the senior managers. Everyone con-
tributes to the quality of the patients” experience. It is essential that we listen to the
patient; the only way we can understand how it feels is to accept that the patient is
the only one with a true view on what it feels like.

Listening to the stories from patients can bring the reality of care alive; for
many years patients have attempted to communicate their views in a broad
range of ways (paintings, memoirs, films, fiction). Patients have used the
Internet and the media to tell their tales. These can be harrowing, intense and
uncomfortable to hear.

The key issue in the reports of patient experience is the problem of variability
in quality and experience. Often the experience will be excellent at one time and
poor at another, depending on the staff available at the time. The importance
of the patient being seen as person cannot be underestimated; patients” stories
have a unique ability to provide insight into the relationship between the care
process and what it feels like for the patient. In 2007, patient survey by the HCC
reported that 92% of patients rated their care as excellent, very good or good,
with a steadily increasing number of patients who rate their care as excellent.

Outcomes of care and patient experience

As outlined earlier, the expectations the public have of health care are changing,
and this is particularly true of patients in their 60s [26]. The aspirations of the
‘baby boomers’ (those born between 1945 and 1954) are viewed as very different
to those of previous generations. The key difference being that this generation
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has an expectation of greater choice, higher quality, improved involvement and
equality of access (rooting out discrimination). These older people are no longer
seen as passive users of services, they must be viewed as members of the popula-
tion who wish to make a continued contribution. Communities that have a culture
of valuing their older people with an expectation that these people have a positive
contribution to their communities are seen as enabling positive life experiences for
their older people. ‘Living well in later life’ [27] outlines that during their review
80% of older people who were asked reported that they do not think that they
have influenced service planning or delivery, this despite the requirement with
the National Service Framework for Older People to involve older people in these
processes. The review reported that while older people value the services they
receive and feel that they are being treated with dignity and respect, there are still
reports of some areas where dignity, respect and sensitivity are lacking in service
provisions. More worryingly, the report identifies some high numbers (in one area
27% and in another area 59%) of people who felt reluctant to complain or were not
confident that the complaint would be listened to. The report identified a number
of areas in which older people still have major concerns: provision of informa-
tion, communication skills, the ability or willingness of staff to take time to answer
questions and the promotion of active involvement by patients in care planning.
These areas remain problematic despite evidence that improvements in these areas
would make a major difference to both care outcomes and patient experience.

The Wanless Review [28] clearly defines that there is a important difference
between capturing information on processes and measurement of outcomes as
these are described as recording the first-hand experience of users. The meas-
urement of performance in services is through outcomes achieved, but the
measurement of outcomes is complex as outcomes for users are influenced by
decisions and preferences through which service users make choices regarding
care. The Relative Needs Survey reviewed by Wanless discusses the outcomes
reported by people using services and also if they did not use the service. The
aim was to measure what is described as outcome gain — the difference between
before and after services.

Interestingly, the working paper from the King’s Fund [29], which reports the
views of older people, outlines the personal priorities for improved care. It does
not focus on care services per se but outlines the importance of transport, lei-
sure and education opportunities as essential underpinnings of care, alongside
advocacy to enable patients to access entitlements. The people involved in the
process for this report while agreeing that care provision is important describe
that very often the problems in meeting social needs (availability of transport,
advocacy, etc.) actually outweighed their care needs.

All local councils are expected to ensure that users complete satisfaction
surveys; in the main, these ask questions of patients regarding the level of
satisfaction with service provision (service use, quality number of hours of
contact). The national results report that 57% of users are very or extremely
satisfied. Users who reported increased independence levels are likely to
report significant levels of gain in relation to outcomes.
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Experience in case management

Patient and carers in receipt of case management/services to manage long-term
conditions are often asked to state their views on the services they receive. All
areas that have piloted or implemented case management models of care have
completed some form of effectiveness review/evaluation. Most of these have
included patient and carer views alongside professional and stakeholder views.

Views from patients and carers in relation to case management models have
been positive. The report ‘Improving care for older people with long-term condi-
tions’ [29], which reviewed the frameworks for managing long-term conditions
in the United Kingdom and internationally, highlights that evaluations have
provided evidence that patients report an increased feeling of control, increased
information about their condition and control and improved experience of care.
The improvements in experience of care included care quality, consistency,
accessibility, reduction in complaints and improved quality of life. All of which
are highly positive for the patient and carers. Specific evaluations completed
describe patients and carers feeling for the first time being finally in control or
of having a professional who was listening to problems and issues and taking
positive action [30].

All care management programmes have defined clearly principles that include
the aim of ‘providing individualised, whole person approach to care” or some
very similar aim, which are highly relevant in light of recent policy drivers. It is
very clear from the review of intensive care management in Peterborough [31]
that the experience of patients and carers of case management models is posi-
tive. The patient and carers provided very positive feedback in relation to an
improved feeling of support and continuity of management, better understand-
ing of condition and confidence that issues would be managed effectively and
a feeling of ‘someone is interested in them’. As part of the evaluation into the
service for patients receiving case management in Haringey [32] criteria being
reviewed are improved health behaviours, improved self-care, more appropri-
ate use of services and satisfaction with care received.

In the Evercare review [33], two-thirds of patients and carers reported
improvements in quality of care when in receipt of case management. The
improvements outlined by patients included improved coping abilities and
quality of life. All patient and carers reported high level of satisfaction with the
personalised care planning process, which enabled all areas of care need to be
understood and appropriately planned and supported. Ninety-five per cent of
patients and carers reported being involved in the decision relating to care and
97% reported that they felt they had enough time to discuss health or medical
problems and that the nurse provided information and explanations of reasons
for treatment in an understandable way. Patients also reported that the provi-
sion of case management reduced anxiety regarding their condition and their
ability to cope with long-term problems through enabling patients and carers
to recognise when condition is changing and requires action. Patients and car-
ers reported very positive perceptions of care provided (96%) in the review of
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Evercare and over 98% reported that they had been treated with respect and
dignity. The evaluation also highlighted similar levels (98%) of confidence and
trust in the nurses providing care and advice. With 90% of patients and carers
feeling that the nurses communicated well and worked well with both patients
and carers to plan care. Ninety-five per cent of patients reported increased abil-
ity to understand, manage and cope with their disease and more than 50% felt
their quality of life had improved, with just under a quarter (24%) reporting sig-
nificant improvement in quality of life.

The Department of Health has published a number of key documents that
outline the expectations for patient outcomes for case management. Raising the
profile of long-term conditions care [34] describes some high level outcomes:

e Improved quality of life, health and well-being and enablement to be
independent;

¢ Supported and enabled to self-care and actively involved in decisions;

e Choice and control over care and service, which are built around individual
including carer needs;

* Integrated, flexible, proactive and responsive care;

¢ High-quality, efficient and sustainable care.

Other key outcomes for patients in receipt of case management are reported as
promotion and maintenance of independence, the ability to maintain links with
communities and to be able to be active in the community. This feeling of inde-
pendence and continued involvement in social activities does appear to have a
huge impact on patients and carers.

All evaluations of case management services, alongside many other services,
outline the impact of attitudes of staff and the need for excellent communication
skills to ensure the delivery of high-quality care and meeting patients’ expec-
tations. Key issues for patients and carers relate to the ability of staff to treat
them with respect and courtesy, the issue of sensitivity in communication is also
highly important to patients and carers. Some of the evaluations of case man-
agement models have reported high levels of effectiveness and improved out-
comes for patients and carers where integration of health and social care has
been in place whether virtual or full. The models of care used in social care are
often described as highly person centred as every person is assessed as an indi-
vidual and a care plan developed, which the service user or carer usually ‘signs
up’ or agrees to; the arrangements for delivery of care in this area are obviously
slightly different owing to the ‘means testing’ for access to delivery as against
a free at the point of care process used within the NHS. Despite these differ-
ences, the NHS has much to learn from social care in relation to involvement in
care decisions and from the process social care managers use to assess effective-
ness of care packages, which includes service users and carers at every stage
of the review and has an expectation that the comments and views received
will underpin all future plans for service delivery. The outcome of the sup-
port provided to enable carers, and other members of the patients support
network, to cope with the pressures and requirements placed upon them is the
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key to effectiveness of the service. The ability of carers and support networks to
manage caring responsibilities in a positive way, which allows them to maintain
social contacts and keeps them well, is essential as these carers provide essential
support for patient independence, as well as the care that would be required via
health and social care providers if they were not available.

Partnerships with patients: impact on experience

Partnerships with patients and carers are without doubt a key process in
delivering effective care for patients with long-term conditions; through these
partnerships the services could develop specific measures for individuals, which
enable ownership of the care plan and may increase levels of concordance. The
report from the International Alliance of Patient Organisations [35] has reviewed
the research available into the views of and expectations of patients in relation
to patient-centred care. Although this review identified a number of definitions
for patient-centred care and reported these as dependent on the culture and con-
text in which patients were living, all descriptions verbalise the need for infor-
mation and partnership to enable and understand ‘what the patient needs and
wants’.

The requirement of partnership is essential in enabling and ensuring control
for patients and service users, and successful delivery in the pilots of individual
health budgets will be heavily dependent on partnership with service users as
without this safety and effectiveness of services may be difficult to maintain.
The ability of staff to communicate effectively with patients and carers, provid-
ing information that is understandable and clear to support agreements of plans
and outcomes will support this process, and while the issues relating to infor-
mation provision and sharing with patients have been reviewed elsewhere, it
remains important to note here the importance of this process across the area of
long-term conditions care. The delivery of services in a personalised way, while
maintaining the standards (following appropriate protocols), requires staff who
are highly skilled and hold high levels of professional judgement to ensure that
effective information is provided to enable appropriate decisions to be made
with patients.

Outcomes in the services that reach out to communities promoting healthy
behaviours and personal responsibility particularly with disadvantaged groups
will be a continuing challenge for the NHS and social care, as most of these
services will require members of the population to change deeply engrained
health behaviours such as smoking and alcohol intake, so outcomes for these
may require some innovative thinking during development. Despite the possi-
ble challenges, much work has been done with children and young people to
develop different expectations in families in relation to health that may provide
some innovative measures to use. The ever increasing focus in government
policy on prevention of ill-health through preventive services and promotion of
self-care requires that all services have some focus on providing prevention with
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either the service users, the families, carers or staff; evidence of outcomes will be
long-term but the delivery is essential to reduce the impact of ill-health on the
population. The NHS of the future will need to change its focus from respond-
ing and reacting to proactively identifying health issues and provision of service
and processes to mitigate health risks working always with local populations to
define expectations and possible models of delivery.

The ever changing nature of disease and the development in information
technology will effect the expectations on service delivery in the future. Many of
the services of future will be delivered via mobile technology — monitoring and
providing support for long-term conditions via telemedicine is well established
in many areas. The patient outcomes for these services will be focused on the
ability of the support to keep the patient well, the safety of the process and the
confidence the service user has in the service provision.

The expected impact of increasing numbers of older people requiring health
and social care means that we need to plan for services for the future. The abil-
ity to predict services required is dependent on an understanding of the out-
comes the services will need to deliver. The perceived outcomes and benefits
received by users from a service are influenced by the level of dependence. It
remains clear though that there are some fundamental expectations on service
provision. The expectation that service users will be safe and protected is one of
these. The ability of a service to provide the wherewithal for a patient to enjoy a
fulfilling life (social inclusion and involvement and self-esteem and well-being)
is also essential. Another expectation is that any service has the ability to pro-
vide support for carers, enabling them to live a normal life free of undue stress.
These expectation were developed as part of the consultation for ‘Our health,
our care, our say’ [10] and remain relevant today:.

Quality for patients

The view of the Department of Health is that for patients quality is what mat-
ters [1] and while this may seem an obvious statement, it is clear that a defini-
tion of what quality might mean to patients is fundamental to the debate. The
department in consultation with patients has defined the areas of quality that
are important to patients. The NHS review outlined what patients described as
quality:

* Treatment that is effective;

* Keep patients as safe as possible;

¢ Help patients stay healthy (working in partnership to promote health);
¢ Empower patients (give people rights and control over care).

These quality issues are enshrined as requirements on which the NHS needs to

deliver and on which the NHS will be performance managed in delivery.
Inspirational leadership is seen as the framework on which improvements in

services will be delivered [36]. Clinical ownership of quality processes is crucial
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to delivery. The development of clinical leadership is one of the foundation
stones on which improvements in services are dependent; the move towards
an agenda with the patient at the centre and quality as a key expectation is
seen as providing an opportunity to mobilise and empower clinicians as well
as patients. This desire for quality improvement means that clinical leadership
needs to be a key function in everything we do. Potential leaders must be iden-
tified and nurtured with appropriate support for skill development.

A wide variety of terms have been used to define quality including humanity,
efficiency, effectiveness, equity, acceptability, appropriateness and accessibility.
The Institute of Medicine in the United States developed the definition that is
recognised internationally [24]; this definition has six criteria: patient-centred,
safe, effective, timely, efficient and equitable. Currently, the term of choice in
improvement literature in relation to quality is patient-centred.

Impact of the provision of information on
patients’ views and outcomes

The evaluation information on prescription pilots [37] outlined the intended
and actual impact of this information process. The intended outcomes relate to
improved patient experience, improved quality of life and better clinical out-
comes. The evaluation describes that 95% of users made use of the information
provided, and a large majority of users reported finding the information useful,
although the figures were lower in disadvantaged areas. Seventy-three per cent
of the users involved reported increased levels of confidence when dealing with
professionals and 52% felt that the information they received helped to improve
their care. Sixty-six per cent felt more in control of their condition, though sur-
prisingly 59% of users reported that they would prefer to be told what to do
rather than finding information to make decisions themselves. This evaluation
does highlight though that during the pilot processes users in disadvantaged
areas or marginalised groups found the information prescriptions less useful
than users in other areas and groups.

Conclusions

Across the developing world, governments and organisation are asking simi-
lar questions, what does care need to look like, how do we deliver to meet the
needs and what will services look like to ensure sustainability? Perhaps the
question should be what service do people want and need? This chapter has
attempted to focus on the later question particularly in relation to what people
in receipt of care really describe as important to them whatever the setting or
service. The recent review [1] of the NHS outlined the need to take on board
the differing views and needs of people across local communities in designing
and delivering services. The emphasis of health care is moving from treatment
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as defined in 1948 to improving health and promoting and extending ‘well-
ness’; this process is making delivery more complex. The need to shape services
around the requirements and needs of local populations will be a challenge and
it is expected that this will mean that while access will be universal, provision
may not be uniform, so services may be designed and delivered specifically to
meet an area’s needs. It is hoped that this flexibility will enable a focus for serv-
ice development in areas where health equalities are at the highest.

Although it is clear that ensuring patient expectation and choice is highly
important, there remains a need to ensure that these processes are provided
within a safe environment. For example, choice to appropriate care must be
enabled through information that the patient or carer can understand and use
appropriately. Choice will enable the people to have control, but this must
be enabled while respecting individual lifestyle choices and preferences and
with the ability of the people to be as involved as they are comfortable with in
decision making. Although not everyone will want to be involved every time
a decision is made, the opportunity to do so is surely a fundamental human
right. The attitude of staff is a major issue for service provision — almost
all complaints within services have as a key area of concern the attitude of
staff and communication skills. For quality and outcomes to improve, com-
munication and staff attitudes must improve, and to do this organisations
must engage staff at all levels and win the hearts and minds in the promo-
tion of good care. All staff have a vested interest as potential users, or rela-
tives of users of services, in the quality and outcomes of all services. All staff
must be engaged in the development and implementation of service quality
and patient outcomes processes because they will understand the ‘real world’
issues that affect service provision. This does not mean that the status quo in
services should not be challenged, as for the modernisation of services to be
effective a robust challenge must come from all. Personalisation of care does
appear to be one of the most effective processes to enable the delivery of care
in line with patient needs and expectations. The ability of the NHS to commis-
sion services in this way, and of all service providers to deliver in this way,
remains a work in progress.

The ability to really measure what is important to patients, while at the same
time measuring and reporting the measures required to evidence effective
health impact, remains something of a challenge for services. The requirement
to design and deliver services with patients at the centre must, therefore, push
reporting of effectiveness and outcomes towards the views and expectations of
patients themselves. The need to link the patient-reported measures to some
form of effectiveness measures in line with NHS policy such as value for money
or reduction of emergency service use will require some innovative thought, but
is not impossible. We must though maintain some focus on patients” experience
and outcomes as if the drive towards person-centred care is to be a reality, then
we must be able to report what care really feels like for the individual and if we
are not able or willing to do this, then perhaps person-centred care will never be
a delivered in real terms.
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