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Preface

Over the years, integrated care has evolved into a dominant topic in healthcare manage-

ment and health systems design. A wide range of approaches and models have been

developed and implemented, extending from more narrow, indication-based disease

management programs to complex population-oriented whole system models. The

common and central goal in all these programs is the quest to optimize the interface

between different sectors and professional groups from the patient’s perspective. At the

core is the provision of the right care, at the right time by the appropriate service

provider in a timely manner, irrespective of organizational boundaries or financial

flows. From an individual service user perspective, it will be of less importance who

is mandated to provide the services (and who pays for them), as long as they are easily

accessible, are of high quality, and meet their expectations. Yet, health systems remain

organized according to the traditional, episodic model of care which is ill-equipped to

meet the needs created by any demographic, epidemiological, medical, and technologi-

cal changes. Differences in cultures, conflicting remuneration and incentive systems,

budget constraints, varying regulations, and different geographical locations within and

across organizations continue to create barriers to seamless provision of care.

Integrated care approaches are widely seen as a means to overcome these

challenges, which are complex in nature, but questions remain about how integrated

care is to be achieved and sustained. The international literature has documented

successful pilots and initiatives which provide valuable lessons on the design and

implementation of complex, system-wide changes toward better integration and

coordination of services. While there remains question about the transferability of

entire models of integrated care, there is growing evidence on essential elements,

tools, and interventions that have been shown to facilitate successful implementa-

tion of integrated care approaches.

This handbook seeks to bring together, for the first time, the evidence on the key

concepts, management elements, and tools that have been implemented interna-

tionally to enhance integrated care, illustrated by a multitude of good practice

examples from around the world. The target audience of this handbook are both

healthcare politicians seeking for inspiration for legislations and also practioners,

learning from best practice.

The first part of this handbook describes the conceptual basis of integrated care.

The varying characteristics of integrated care in different health systems make this

v



outline vital. Just as an example, in state-run health systems such as in Great Britain

and Canada, integrated care is a concept toward health system design that is also

discussed at a meta-level. In contrast, in predominantly market-oriented health

systems, such as in the United States and Switzerland, integrated care is understood

as a competitive strategy for individual market players at amicro level. Despite these

seemingly opposing approaches, integrated care in any country consistently focuses

on redesigning the processes of service provision from the patient perspectives.

The second part sheds light on the different management aspects of integrated

care that vary significantly across different systems. Nonetheless, many aspects of

integrated care management are generic. For instance, health systems with strong

hierarchical governing institutions lend themselves for network-oriented integrated

care. This approach requires understanding of a particular set of leadership and

governance structures. Another vital management aspect is performance measure-

ment. Effective integration mechanisms of complex care systems are often difficult

to quantify and demand innovative methods of evaluation. Despite the plethora of

pilot projects around the world, there is a knowledge deficit on what works in what

context to guide the design and evaluation of integrated care projects.

In the third part, the potential of integrated care in select patient groups is

analyzed to elevate the practical applicability of this handbook. Design and imple-

mentation concepts for fields such as geriatrics, pediatrics, and young adults

medicine or care for rare diseases are illustrated. In line with the goal of this

handbook, these illustrations strike a balance between the theoretical discourse,

conceptual design, and practical examples.

While integrated care as a concept is applicable to any system, the models, tools,

and instruments must be contextualized and different system environments require

different approaches for implementation. The fourth part of the book illustrates

examples from eight distinct health systems. The ideas are not to reinvent but rather

to learn from the experiences of other countries, transfer the knowledge, and adapt

it to local context. Successful integrated care programs are often a mosaic of ideas

and concepts from a variety of settings that are intelligently woven together.

This extensive handbook would not have been realized without the help of many

colleagues and staff members. A special thanks goes to Dominika Urbanski, who

dedicated many hours and emails to integrating the different pieces of this book into

one coherent volume. Thank you also to Mudathira Kadu for proofreading the manu-

script in record time. We are also grateful to Dr. Martina Bihn of Springer Verlag for

her patience and continual support in the realization of this project. Ultimately, this

book could not have been done without the contributions of the many authors and their

willingness to share their expertise and experience with the reader.

Hannover, Germany Volker Amelung

Oxford, United Kingdom Viktoria Stein

Oxford, United Kingdom Nicholas Goodwin

Tel-Aviv, Israel Ran Balicer

London, United Kingdom Ellen Nolte

Calgary, Canada Esther Suter
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Part I

Foundations of Integrated Care



What Is Integrated Care? 1
Nicholas Goodwin, Viktoria Stein, and Volker Amelung

1.1 Introduction

Integrated care is a concept that is now widely used and accepted in different health

and care systems across the world. Yet the concept is not new since concerns about

fragmentations in the way care is designed and delivered has a long historical

lineage. The origins of the term date back to the ancient Greeks who recognised the

need to treat people’s mental health alongside their physical symptoms. In more

recent times, integrated care as a terminology became commonplace in the 1970s in

the fields of child and adolescent health as well as long-term care for the elderly.

By the late 1970s, one of the strongest drives towards more integrated and

coordinated care provision emerged from the birth of the primary health care

(PHC) movement following the World Health Organisation’s Alma-Ata Declara-

tion on Primary Health Care in 1978 (WHO 1978). Strengthening primary health

care has subsequently been the cornerstone for action in health sector reforms

worldwide with good evidence to demonstrate its impact in terms of health system

strengthening and promoting universal health coverage (WHO 2008).

A key element to the PHC movement has been to improve what Barbara

Starfield termed the ‘four C’s’ of primary care: accessible contact; service coordi-

nation; comprehensiveness, and continuity of care (Starfield 2002). So, in the most

fundamental of ways, a key role of the PHC movement has been to promote the

delivery of more integrated care to people living in local communities. This PHC

movement has been sustained to the present day. Many present-day initiatives,
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such as multi-speciality community providers in England and the patient-centred

medical home model that originated in the USA, underpin their rationale through

such evidence.

In parallel to the PHC movement, though not often aligned to it, has been the

response of care systems globally to the growth of age-related chronic illnesses and

comorbidities. Of specific importance has been the development of the Chronic

Care Model (CCM) and its variants (Wagner et al. 1999). The CCM has become

accepted in many countries as the comprehensive framework for the organization of

healthcare to integrate care and improve outcomes for people with chronic

conditions. The model focuses on six key and inter-related components including:

support for self-management; decision-support to professionals; care co-ordination

and case management; clinical information systems; and community resources to

promote healthy living; and health system leadership (Wagner et al. 1999).

The development of the CCM came in recognition that most health systems were

failing to meet the needs of people with chronic illnesses since they remained

largely built on acute, episodic models of care rather than care that focuses on more

longitudinal, preventive, community-based and integrated approaches. The CCM

has thus been a catalyst to help reorient systems of care to become more integrated

in the management of chronic illness that has strengthened PHC and promoted self-

management and patient empowerment.

More recent variations of the CCMmodel have focused on including the broader

determinants of health with coordinated interventions that cut across the primary,

secondary and tertiary levels of care and that extend beyond the boundaries of the

health care system to cover issues such as public health (i.e. population health

promotion, prevention, screening and early detection), rehabilitation and palliative

care (Barr et al. 2003; WHO 2002). Indeed, approaches to develop population-

based ‘managed care’ organisations have emerged not only as a policy imperative

in many countries (e.g. such as through the development of Integrated Service

Organisations in the Basque Country) but also as a business strategy [e.g. such as

Kaiser Permanente in the USA and Gesundes Kinzigtal in Germany—see the Case

Studies (Part 6)].

PHC, CCM and approaches to ‘managed care’ have been significant steps

towards integrated care. Yet, many existing programmes continue to use a vertical

and disease-oriented approach to care when the evidence suggests that better

outcomes occur through adopting an integrated approach between health care and

other sectors that is more preventative and community-based. Disease-based

approaches tend to foster duplication and the inefficient use of resources and

produce gaps in the care of patients with multi-morbidity. The structural solutions

in the way care has been organised to promote chronic care requires reappraisal if

the ultimate objective is to promote more people-centred integrated care. Table 1.1

attempts to provide an understanding of how the characteristics of integrated care

should be distinguished from that of conventional care and approaches to disease

management.

Most recently, there has been a surge in interest in how integrated care needs to

be ‘people-centred’ and embrace patients and service users as partners in care and

4 N. Goodwin et al.



to ensure services are well co-ordinated around their needs (e.g. see Blomfield and

Cayton 2009; Ferrer 2015; The Health Foundation 2011, 2012). More broadly still,

the notion of integrated care has gone beyond the borders of the health and social

care systems to think more strategically about how to embrace the social

determinants of ill-health through bringing together the wider range of community

assets to promote public health, prevent ill-health, and secure wellbeing to

populations.

This complex and emergent story of the focus and rationale for integrated care

perhaps explains why there remains a lack of a common definition for integrated

care which is universally accepted. Integrated care is, and remains, a polymorphous

concept that has been applied from several disciplinary and professional

perspectives and which is associated with diverse objectives. This diversity there-

fore represents a challenge to policy-makers, managers, professionals and

researchers alike in developing ‘common ground’ in their understanding to the

meaning and logic of integrated care.

This opening chapter, therefore, seeks to respond to the commonly asked

question ‘what is integrated care?’ To do so, the chapter briefly examines the

rationale that lies behind integrated care before seeking to make sense of the various

attempts that have been made to define it. The chapter then seeks to outline the core

aspects of integrated care and reviews how a range of models and frameworks have

been (and are being) created to understand the building blocks and dynamics of

Table 1.1 Aspects of care that distinguish conventional health care from integrated care

(adapted from WHO 2008, p.43)

Conventional ambulatory

medical care in clinics or

outpatient departments

Disease management

programmes Integrated care

Focus on illness and cure Focus on priority

diseases

Focus on holistic care to improve

people’s health and wellbeing

Relationship limited to the

moment of consultation

Relationship limited to

programme

implementation

Continuous care to individuals,

families and communities across

the life course

Episodic curative care Programme-defined

disease control

interventions

Co-ordinated and people-centred

care integrated around needs and

aspirations

Responsibility limited to

effective and safe advice to the

patient at the moment of

consultation

Pro-active management

of a patient’s risk factors

to meet targets

Shared responsibility and

accountability for population

health, tackling the determinants

of ill-health through systems-

thinking and inter-sectoral

partnerships

Users are consumers of the

care they purchase

Population groups are

targets of specific

disease-control

interventions

People and communities are

empowered to become

co-producers of care at the

individual, organizational and

policy levels

1 What Is Integrated Care? 5



integrated care systems. The chapter concludes with some forward thinking on

integrated care as an evolving science.

1.2 The Rationale for Integrated Care

Notwithstanding the long history to the origins of the term, integrated care as an

ongoing policy concern has come as a response to the significant shift in global

demographics that has seen age-related and long-term chronic conditions replace

communicable disease as the most significant challenge facing all health and care

systems. This shift means that the economic burden of chronic illness now

represents as much as 80% of expenditure on health (Nolte and McKee 2008).

This growth is significantly associated with ageing populations. For example, it has

been estimated that by 2034 more than 5% of all people in Western Europe will be

aged over 85 with more than one-fifth of these living with five or more

co-morbidities (concurrent physical and mental health needs) (European Commis-

sion and Economic Policy Committee 2009).

Coupled with ageing populations is a dramatic increase in the use of long-term

care by older people. For example, a comparative analysis on long-term care

services in Europe projected dramatic increases in the use and costs of long-term

care (more than 300% in the case of Germany) between 2000 and 2050 (Comas-

Herrera and Wittenberg 2003). Therefore, community-based and home-based

alternatives to institutionalisation in residential homes through the deployment of

multi-disciplinary professional teams has become a commonplace response

(e.g. Leichsenring et al. 2013).

These projections in the future demands on health and long-term care systems is

observed to be so acute that even the World Health Organisation has passed a

resolution across its 194 member states to adopt a Framework on Integrated
People-Centred Health Services (WHO 2016). In their interim report it was argued

that unless a people-centred and integrated health services approach is adopted,

health care will become increasingly fragmented, inefficient and unsustainable

(WHO 2015, p.7). In other words, integrated care represents a fundamental para-

digm shift in the way health and care services must be funded, managed and

delivered.

The case for making such a change towards integrated care is a compelling one.

Since the future of our health and care systems is increasingly shaped by ageing

populations, urbanization, and the globalization of unhealthy lifestyles it is clear

that current approaches to care that focus on curative, specialist-led and hospital-

based services need to be revised. People living with non-communicable diseases

(NCDs), mental health problems, and long-term and multiple comorbidities need to

make strenuous efforts to access the care they need and too often find themselves

disempowered, disengaged and unable to manage their health needs. By missing the

opportunity to promote health and prevent complications care has become more

complex and more expensive.

6 N. Goodwin et al.



The hypothesis underpinning integrated care, therefore, is that it represents an

approach to promote quality improvement amongst people and populations where

care is currently fragmented and poorly coordinated. Indeed, it has increasingly

been recognised that integrated care should be seen as a means to promoting the

‘Triple Aim’ goals in care system reform (Berwick et al. 2008): greater cost

efficiency; improved care experiences; and improved health outcomes. It is for

this reason, in times of scarce resources and growing demands, that so much hope

and weight has been placed on the integrated care movement as a mechanism for

system transformation. Integrated care represents an approach to strengthen and/or

introduce a set of fundamental design features for health systems that can generate

significant benefits to the health and health care of citizens, whether rich or poor.

As this Handbook will reveal, the positive impact of integrated care can be seen

to accrue at the level of the individual patient as well as to communities and care

systems. Yet, in many areas such as health economics, such impact remains

contested and there are also significant issues in understanding how best to deploy

integrated care initiatives in practice. Nonetheless, given the projections on the

future demand for health and care services, we are past the ‘tipping point’ where

action needs to be taken to transform care systems. The move to more people-

centred and integrated care is a core strategy in that task.

1.3 Defining Integrated Care

Integrated care is a concept that is widely used but recent literature reviews have

uncovered more than 175 overlapping definitions and concepts linked with the term

(Armitage et al. 2009). This large number of definitional possibilities demonstrate

that they tend to be either generic or disaggregated in nature to reflect the complex-

ity and multidimensionality of the concept. Over many years, a plethora of terms

have been used including: ‘managed care’, ‘coordinated care’, ‘collaborative care’,

disease management’, ‘case management’, ‘transmural care’, ‘continuity of care’,

‘seamless care’, ‘service-user-centred care’ and many others.

This ‘confusion of languages’ stems from the different meaning and objectives

that various stakeholders within care systems attribute to the term. This might relate

to differing professional points of view (e.g. clinical vs. managerial; professional

vs. patient) or from the disciplinary perspective of the observer (e.g. public admin-

istration, public health, social science, or psychology) (Nolte and McKee 2008).

Work by Shaw et al. (2011) provides a graphic representation of some of these

different viewpoints (see Fig. 1.1). It should be recognised from this that the

different interpretations and meaning of integrated care are all potentially legiti-

mate. This suggests that integrated care as a concept cannot be narrowly defined in

its meaning, but must be seen as an umbrella term—perhaps linked to set of broader

ideas and principles—that captures this wide ranging set of viewpoints.

In considering the variability in the way integrated care has been defined, let us

consider the four definitions presented in Box 1.1. The first of these definitions,

from the World Health Organisation, imbues integrated care with the qualities of

care co-ordination as a continuous support process over time. It is focused on the

1 What Is Integrated Care? 7



delivery of public health or clinical interventions and is largely bounded within the

confines of health care (WHO 2015). The second definition, used for example to

underpin integrated care strategies in the Basque country, is again different since it

primarily discusses the importance of the structural re-organisation required to

enable care organisations to work together collaboratively (Contandriapolous

et al. 2003). The third definition, and one used to define integrated care for articles

in the International Journal of Integrated Care (IJIC, no date). The definition is

lengthier but seeks to describe the complexity and inter-sectoral nature of integrated

care. It also has the added advantage of distinguishing between integration (the

process by which professionals and organisations come together) and integrated

care (which is the outcome as experienced by service users). This is an important

distinction since it implies integrated care should only be judged successful if it

contributes to better care experiences and outcomes for people (Goodwin and Smith

2012).

Provider
Coordinate services, tasks and
patient care across professional,
organisational and system boundaries

Care professional
Advocate for service users;
provide and coordinate health
(and social) care

Manager

Integrated
care for
patients

Build and sustain shared culture
and values; maintain oversight
of pooled resources and funding
streams; coordinate joint targets;
supervise diverse staff; manage
complex organisational structures
and relationships

Service user/carer
Experience improved access and
navigation across elements of care,
including information-sharing

Regulator
Register integrated providers;
assess care provision; monitor
joined-up care; eliminate poor
quality and safety 

Evaluator
Measure integration against national
and local measures; contribute to
evidence-informed integration

Community
Help to shape local services

Policy-maker
Design integration-friendly
policies, regulations and financing
arrangements; develop appropriate
care systems, processes and
quality standards; support holistic
evaluation of integrated systems
and programmes

Fig. 1.1 Perspectives shaping integrated care (Shaw et al. 2011, p.13)
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Box 1.1 Four commonly used definitions of integrated care

1. A health system-based definition

“The management and delivery of health services such that people receive a

continuum of health promotion, disease prevention, diagnosis, treatment,

disease-management, rehabilitation and palliative care services, through

the different levels and sites of care within the health system, and

according to their needs throughout the life course” (WHO 2015)

2. A health and care managers’ definition

“The process that involves creating and maintaining, over time, a common

structure between independent stakeholders (and organisations) for the

purpose of coordinating their interdependence in order to enable them to

work together on a collective project” (Contandriapoulos et al. 2003)

3. A social science-based definition

“Integration is a coherent set of methods and models on the funding, admin-

istrative, organizational, service delivery and clinical levels designed to

create connectivity, alignment and collaboration within and between the

cure and care sectors. The goal of these methods and models is to enhance

quality of care and quality of life, consumer satisfaction and system

efficiency for people by cutting across multiple services, providers and

settings. Where the result of such multi-pronged efforts to promote inte-

gration lead to benefits for people the outcome can be called ‘integrated

care’” (adapted from Kodner and Spreeuwenberg 2002)

4. A definition based on the perspective of the patient (person-centred coor-

dinated care)

“I can plan my care with people who work together to understand me and my

carer(s), allow me control, and bring together services to achieve the

outcomes important to me.” (National Voices, no date)

However, the criticisms behind these three well-used definitions is that they treat

integrated care as a set of systemic or organisational processes as opposed to the

essential quality of ‘caring’ for people. Hence, the fourth definition, seeks to define

integrated care from the person’s perspective such that the terms might have

meaning to the end user (National Voices, 2011). This definition was developed

by National Voices in the UK to create for NHS England a defining narrative for the

national strategy to promote integrated care and support. By consulting with people

across its 130 health and social care charities, National Voices asked what matters

most to patients and service users and produced a series of ‘I statements’ on how
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care and services should be integrated around their needs with a core focus on care

planning, care transitions, communication, information, and shared decision-

making towards specific goals and outcomes.

What is implicit to all of the four definitions presented in Box 1.1 is the notion

that integrated care should be centred on the needs of services users, their families

and the communities to which they belong (Shaw et al. 2011). Indeed, there is

evidence to suggest that the more successful integrated care programmes require

the common language of people-centeredness to create a unifying narrative across

stakeholders with potentially very different professional, organisational and politi-

cal objectives (Ham and Walsh 2013).

As Goodwin and Alonso (2014) point out, there is good reasoning behind

developing such a ‘people-led’ definition to integrated care. For example, in

reflecting on the real-life context of a patient with advanced dementia and his

principal carer (his spouse), it has been demonstrated how a highly diverse,

complex and largely unconnected ‘web of care’ can result from fragmented health

and care systems (National Voices 2011) (Fig. 1.2). These fragmentations are

manifest in a range of key problems including:

• a lack of ownership from the range of care providers to support ‘holistic’ care

needs;

• a lack of involvement of the patient/carer in supporting them to make effective

choices about their care and treatment options or enabling them to live better

with their conditions;

Fig. 1.2 Tackling complexity: the Alzheimer web of care (National Voices 2011)
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• poor communication between professionals and providers, exacerbated by the

inability to share and transfer data, silo-based working, and embedded cultural

behaviours;

• simultaneous duplication of care (e.g. repeated tests) and gaps in care (e.g. as

appointments are missed or medications mismanaged);

• a poor and disabling experience for the service users;
• reduced ability for people to live and manage their needs effectively; and

ultimately

• poor system outcomes, for example in terms of the inability to prevent unneces-

sary hospitalisations (Goodwin and Alonso 2014)

A key aspect of integrated care, then, is the ability to effectively co-ordinate care

around people’s needs. What is important to understand is that effective care

co-ordination can be achieved without the need for formal integration of structures

or organisations. Within single providers, integrated care can often be weak unless

internal communication or silo-based working have been addressed. As Curry and

Ham (2010) demonstrate in their review of the literature, it is the co-ordination of

care at a clinical and service-level that matters the most.

Whilst a user-centred definition appears to be the most logical and useful

approach to take to define integrated care, it is not for this Handbook to provide

the overarching definition of integrated care that should be adopted by all. If the

evidence for adoption tells us one thing it is that there is a requirement for all local

stakeholders to come together agree on their own definition and meaning for

integrated care as a means to guide their collective actions. However, in many

ways, our overall understanding of the definition of integrated care should be made

very simple. Integration (from the Latin integer, meaning whole or entire) generally

means combining parts so that they work together or form a whole. Care, which can

have many meanings, does in this context refer to providing attentive assistance or

treatment to people in need. Hence integrated care results when the former (inte-

gration) is required to optimise the latter (care) and so is particularly important

where fragmentations in care delivery have led to a negative impact on care

experiences and outcomes.

The advantage to such a simple definition is that it might help overcome the

tendency to focus on structural or organisationally-based solutions, or those that

focus purely on integration as a means to create cost efficiencies (which as we will

see later in this Handbook might often lead to negative results). Rather, by

providing the definition of integrated care with a purpose, so integrated care is

given a compelling logic as to its objectives and, therefore, leads to a recognition

for how success through integrated care might be judged (Lewis et al. 2010).

In conclusion, integrated care is an approach for any individuals where gaps in

care, or poor care co-ordination, leads to an adverse impact on care experiences and

care outcomes. Integrated care may be best suited to frail older people, to those

living with long-term chronic and mental health illnesses, and to those with

medically complex needs or requiring urgent care. However, integrated care should
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not be solely regarded as a response to managing medical problems, the principles

extend to the wider definition of promoting health and wellbeing.

1.4 The Core Dimensions of Integrated Care

One of the key problems to understanding integrated care is its complexity. To

support this, there have been a number of different taxonomies developed in order

to manage our understanding. Typically, these have examined (after Nolte and

McKee 2008; Goodwin and Alonso 2014):

• the process of integration (i.e. the mechanisms—both technical and

behavioural—required to integrate the work of people and organisations);

• the degree or intensity of integration (i.e. whether the process involves the ‘full

integration’ of health and social care organisations into a new organisational

model or whether the approach supports the creation of non-binding linkages or

ties that support better co-ordination between them);

• the breadth of integration (i.e. whether it is fully oriented to: a whole population
group; a specific client group—say older people or children; or a specific illness,

such as diabetes);

• the types of integration (i.e. organisational, professional, cultural,

technological);

• the time-span for integration (i.e. whether it is a ‘life-course’ approach to people
over time, or whether focused on specific episodes of care); and

• the level at which integration occurs (i.e. macro-, meso- and micro- and even

nano- at the point of care with the individual)

Moreover, integrated care appears to have taken a number of key forms, includ-

ing (after Goodwin and Smith 2012; IJIC, no date):

• Horizontal integration. Integrated care between health services, social services

and other care providers that is usually based on the development of multi-

disciplinary teams and/or care networks that support a specific client group

(e.g. for older people with complex needs)

• Vertical integration. Integrated care across primary, community, hospital and

tertiary care services manifest in protocol-driven (best practice) care pathways

for people with specific diseases (such as COPD and diabetes) and/or care

transitions between hospitals to intermediate and community-based care

providers

• Sectoral integration. Integrated care within one sector, for example combining

horizontal and vertical programmes of integrated care within mental health

services through multi-professional teams and networks of primary, community

and secondary care providers;

• People-centred integration: Integrated care between providers and patients and

other service users to engage and empower people through health education,
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shared decision-making, supported self-management, and community engage-

ment; and

• Whole-system integration: Integrated care that embraces public health to support

both a population-based and person-centred approach to care. This is integrated

care at its most ambitious since it focuses on the multiple needs of whole

populations, not just to care groups or diseases.

One of the most important issues when adopting integrated care as a service

design principle is the extent to which funders and/or care delivery organisations

should opt to formally create new structural entities or otherwise seek to coordinate

their activities in a less formal network. As discussed above, what really appears to

matter is not the organisational solution but the service-level and clinical-level

integration that occurs with and around service users. Yet there is evidence to

suggest that the more severe the need of the patient, the more appropriate it might

be to develop ‘fully integrated’ organisations to manage their complex needs (see

Fig. 1.3).

Hence, there appears to be a continuum of forms of integrated care from a

‘linkage’ approach (sometimes referred to as ‘virtual’ integration) that might seek

to ensures effective information sharing and focus on effective referral practices; to

a ‘coordination’ model that might develop more formal connections such as care

pathway agreements to enable effective care transitions between service providers;

to a ‘fully integrated’ service where new organisational forms, perhaps using

pooled budgets, become dedicated to the management of care to defined patient

groups or populations (Ahgren and Axelson 2005).

Moreover, the intensity of the organisational solution to integrated care has been

argued to reflect the severity of the needs of the patient or service user. As Table 1.2

demonstrates, full integration is argued to work best when aimed at people with

severe, complex and long-term needs. Hence, for a person with lower levels of

need, an appropriate response to care integration might focus more on a ‘linkage’

model. This might encourage systems that seek to identify people in local

communities with emergent needs (e.g. are at risk of becoming frail and/or having

one or more chronic conditions) and support the appropriate follow-up and infor-

mation sharing. Conversely, for people with high needs, integrated care might

require the development of intensive multi-disciplinary care teams, common man-

agement structures enabled through pooled funding, and shared information

systems (Leutz 1999).

The ability to match resources to the needs of population groups, for example as

means to promote care management to high risk individuals, has become one of the

most well-established approaches to integrated care strategies. Pioneered by Kaiser

Permanente in the USA, stratifying populations to their risk profiles (see Fig. 1.4)

can enable targeted, community-based and pro-active approaches to care that seeks

to prevent unnecessary institutionalisation (Singh and Ham 2006).

However, there is a countervailing argument that suggests that fully integrated

systems for people with highly complex needs might not necessarily be an
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appropriate solution and does not necessarily lead to the better management of their

needs (6 P et al. 2006). This is because it can be very difficult to predict the variable

demands of the high-risk patient on a day-to-day basis and, as a result, the creation

of care management organisations might not have the human and financial

resources available to respond effectively (Ross et al. 2012). Recent research on

care co-ordination to people with complex needs suggests that a ‘core team’ is

required to support day-to-day needs but a responsive provider network is

also needed to support people when unmanageable complexities in care arise

(Goodwin et al. 2013, 2014).

Full integration
Formally pooling resources,

allowing a new organisation to be

created alongside development of

comprehensive services attuned to the needs

of specific patient groups.

Coordination
Operating through existing organisational units so as to

coordinate different health services, share clinical information

and manage transition of patients between different units

(for example chains of care, care networks).

Linkage
Taking place between existing organisational units with

a view to referring patients to the right unit at the right time,

and facilitating communication between professionals involved in order

to promote continuity of care. Responsibilities are clearly aligned to

different groups with no cost shifting. 

Full Linkage
Co-ordination
in networks Co-operation Full

Integrationsegregation
Clinical guidelines Network Managers

Pooled resourcesChains of CarePatient referrals

0 25 50 75 100

Fig. 1.3 The intensity of integration (Leutz 1999 cited in Shaw et al. 2011, p.15 and adapted from

Ahgren and Axellson 2005)
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1.5 The Building Blocks of Integrated Care

Many frameworks have been developed to understand the key elements, or building

blocks, that comprise a successful integrated care programme. The most influential

framework, as described above, has been the CCM that set out the design of

integrated chronic care initiatives to improve quality and outcomes. The CCM

was developed from a Cochrane systematic review of factors in recognition of the

failures of health systems in meeting the needs of people with chronic illnesses

since they remain largely built on acute, episodic models of care rather than care

that focuses on more longitudinal, preventative, community-based and integrated

approaches. The CCM aimed to provide a comprehensive framework for the

organization of healthcare in order to improve outcomes for people with chronic

conditions (see Box 1.2).

Table 1.2 Matching client needs with approaches to integrated care (Leutz 1999)

Client needs Linkage Co-ordination Full integration

Severity Mild to moderate Moderate to severe Moderate to severe

Stability Stable Stable Unstable

Duration Short to long-term Short to long-term Long-term to terminal

Urgency Routine/non-urgent Mostly routine Frequently urgent

Scope of need Narrow to moderate Moderate to broad Broad

Self-direction Self-directed Moderate self-directed Weak self-directed

Fig. 1.4 The ‘Kaiser Triangle’: deploying different strategies for integrated care according to the

risk profiles of populations (adapted from Singh and Ham 2006)
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Box 1.2 The six interrelated components of the Chronic Care Model

1. self-management support,

a. patient education

b. patient activation/psychosocial support

c. self-management assessment

d. self-management resources and tools

e. collaborative decision-making with patients

f. guidelines/education

2. decision support,

a. decision-support tools and guidelines

b. provider education

c. expert consultation support

3. delivery system redesign,

a. care management roles

b. team practice

c. care coo-ordination and care coordinators

d. pro-active follow-up

e. planned visits

4. clinical information systems,

a. patient registries

b. information use for care management

c. feedback on performance data

5. community resources

a. for patients

b. for community

6. health system (support)

a. leadership

b. provider engagement

c. system to spread innovation and improvements

Further revised since to include: cultural competency; patient safety; care

coordination; community policies; and case management.

Source: Wagner et al. (1999)

Several variations of the CCM, including the Expanded Chronic Care Model and
the Innovative Care for Chronic Conditions have focused on the importance of the

broad determinants of health (Barr et al. 2003; WHO 2002). They stress the

importance of coordinated interventions that cut across the primary, secondary

and tertiary levels of care and beyond the boundaries of the health care system to

cover issues such as public health (i.e. population health promotion, prevention,

screening and early detection), management of diagnosed cases, rehabilitation and

palliative care).
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For example, the Expanded Chronic Care Model identified a number of addi-

tional domains to the original CCM including: community resources and policies

(such as healthy public policy, a focus on influencing the socio-determinants of

ill-health through the living environment, and strengthening community action);

self-management support; decision-support to professionals through evidence-

based guidelines; a focus on quality of life and holistic needs rather than just

clinical outcomes; and the importance of data systems that integrate information

across sectors (Barr et al. 2003).

The Innovative Care for Chronic Conditions, developed by the WHO as part of a

‘road map’ for countries and their health systems to deal with the rising burden of

chronic illness, placed a specific premium on prevention through ‘productive

partnerships’ between patients and families, community partners and health care

teams to create informed, prepared and motivated communities. Eight strategies for

action were presented to support the model become reality (WHO 2002; see Fig. 1.5).

Other framework developments have included the patient centred medical home
(PCMH) that represents an evidence-based model of enhanced primary care devel-

oped in the USA that can provide care which is accessible, continuous, comprehen-

sive and co-ordinated and delivered in the context of family and community

(National Committee for Quality Assurance 2016). PCMH evolved as a response

in how to manage all patients in a particular community, rather than those with

Fig. 1.5 Innovative care for chronic conditions framework (adapted from WHO 2002)
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chronic illness as in CCM, and was particularly targeted at children and adolescents

and other people requiring more holistic care and treatment. PCMH was piloted as

an approach within Medicare and Medicaid insurance programmes, including the

creation of new payments and incentives for group practices that meet the core

criteria associated with being designated as a PCMH. The key domains of the

approach include: having a personal physician (continuity of care); physician-

directed medical practice; whole person orientation; care that is co-ordinated

and/or integrated around a person’s individual needs; quality and safety targets;

and enhanced access (to primary care).

The frameworks and models for care systems described above have primarily

evolved from the USA and been confined in their thinking to within health systems

and not sought to identify the wider range of actions that decision-makers would

need to adopt to enable integrated care to be adopted. One knowledge synthesis

conducted in Canada, however, that sought to address this was able to develop ‘ten

principles of successful integrated systems’ (Suter et al. 2007) from which some

care systems in Canada derived a simple scorecard to reflect on their capabilities

(see Box 1.3). The research is currently being updated and validated through a series

of Delphi exercises and a revised version was due later in 2016 (Suter et al. 2015).

Box 1.3 Ten Principles for Successfully Integrated Systems (Suter et al. 2007)

1. Care across the continuum. Recognizing the importance of providing

seamless health care despite the multiple points of access

2. Patient focus. Encouraging active participation by the patients, families,

or informal caregivers while focusing on population-based needs

assessment

3. Geographic coverage and rostering. Rostering to maximize accessibility

and minimize duplications

4. Standardized care delivery through inter professional teams. Using pro-

vider developed and evidence-based clinical care guidelines and

protocols

5. Performance measurement. Evaluating the process of integration and

measuring system, provider, and patient outcomes

6. Appropriate information technology and communication. Collecting data
through electronic patient records systems to effectively track utilization

and outcomes

7. Organizational culture and leadership. Sharing a vision of an integrated

health care delivery system through strong leadership and cohesion

8. Physician engagement. Integrating physicians, particularly primary care

physicians, by a variety of methods such as compensation mechanisms,

financial incentives, and non-financial ways of improving quality of life

9. Strong governance structure. Implementing a strong governance struc-

ture that includes community and physician representatives

10. Sound financial management. Encouraging fiscal responsibility
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Of the range of interpretations and conceptual frameworks through which to

understand and study the complexities of integrated care it is the comparatively

recent work by Valentijn et al. that provides one of the more elegant approaches

(Valentijn 2016; Valentijn et al. 2013 and see Fig. 1.6). By placing people-focused

and population-based co-ordinated care as the guiding principle or objective of

integration, their research describes the range of different integration processes at

the macro-level (system integration), meso-level (organisational and professional

integration) and micro-level (clinical, service and personal integration). Functional

integration (e.g., communication and the use of ICT) sits alongside normative

integration (e.g., shared cultural values) to ensure effective connectivity between

the functioning of the integrated care system between the various levels. Hence,

information and communication is regarded as a key transversal issues with a role

as a ‘connector’ of processes that has the dual quality of both being the ‘glue’

through which people and organisations come together to provide more integrated

services, but also the ‘grease’ in making these relationships dynamic through

creating effective channels of communication and data sharing.

Valentijn et al.’s Rainbow Model of integrated care (Fig. 1.6) is a very useful

way to conceptualise the inter-relationships among the different dimensions of

integrated care though it does drive a ‘process-driven’ rather than ‘user-centred’

understanding. In a final taxonomy of integrated care elements positively associated

with each of the different levels (see Box 1.4) the research did not focus on core

issues related to person-centred care nor on the wider issues that other frameworks

had identified regarding the ability to tackle the socio-determinants of ill-health or

integrate public health approaches into integrated care strategies. This is not to

Fig. 1.6 The Rainbow Model of integrated care (after Valentijn et al. 2013)
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criticise the Rainbow Model but demonstrates the problems in developing a generic

template or tool through which to judge the key success factors across what is a

complex service innovation. This leads to the recognition that the concept of

integrated care should be seen as so much more than the sum of complex

organisational and systemic processes but be regarded as a fundamental design

principle in the future of care systems (Goodwin 2013a).

Box 1.4 The RainbowModel of Integrated Care: Final Taxonomy Summary (from

Valentijn 2016)

Clinical integration: case management,

continuity of care, multi-disciplinary

care plans, supportive relationship with

client

Professional integration: inter-
professional education, inter-disciplinary

teams

Organisational integration: shared
governance and accountability; shared

strategy; trust

System integration: aligned regulatory

frameworks to support care coordination and

team work

Functional integration: shared information

systems; collective learning and joint

research; regular feedback on performance

measures

Normative integration: shared vision;

reciprocity of behaviour; mutual gain;

visionary leadership; distributed leadership;

shared norms and values

Most recently, the World Health Organisation has published a series of papers

examining the transformational processes necessary to achieve people-centred and

integrated health services delivery. WHO Europe, for example, has published its

European Framework for Action on Integrated Health Services Delivery (WHO

Regional Office for Europe 2016). The Framework provides an ‘implementation

package’ designed for people and institutions in political and technical roles

responsible for integrated care policy and practice.

In parallel to this, and based on its own examination of the evidence internation-

ally, the WHO at the global level has since published its Framework on Integrated
People-Centred Services (WHO 2016). Having been ratified by WHO’s General

Assembly in May 2016, it implies that all WHO member states (including across

the EU) have signed up to the formal commitment to implement integrated care. In

terms of implementation, the Framework sets out five interwoven strategies that

need to be implemented for health service delivery to become more integrated and

people-centred: empowering and engaging people and communities; strengthening

governance and accountability; reorienting the model of care; coordinating services

within and across sectors; and creating an enabling environment.
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1.6 Conclusions

Without the full alignment of political, regulatory, organisational and professional support
for the goals of integrated care, a significant degree of local leadership and commitment is
needed at a clinical and service level to make change happen. This does not appear to be a
sustainable proposition for the long-term future of integrated care, nor will it allow the
widespread uptake of these approaches. Perhaps all countries need to re-evaluate and
recalibrate their health and social care systems such that local service innovations can be
supported to integrate services that can better meet the growing needs of [older] people
with complex and multiple conditions (Goodwin et al. 2014, p.22)

Integrated care is difficult to define and understand since it represents a complex

service innovation in the way health and care services should be redesigned around

people’s needs. Consequently, integrated care has come to mean different things to

different people and the resulting conceptual ‘soup’ has often acted as a barrier

when it comes to developing commonly understood strategies to support imple-

mentation and change. However, as this chapter has attempted to outline, there are

three distinct dimensions to what integrated care means in practice:

• First, integrated care is a necessary response to overcome fragmentations in care

delivery where this adversely impacts on the ability to co-ordinate care effec-

tively around people’s needs and so leads to sub-optimal results in terms of

people’s care experiences and outcomes.

• Second, integrated care represents an approach to improve the quality and cost-

effectiveness of care by ensuring that services are well coordinated around

people’s needs. Integrated care is by definition, therefore, both ‘people-centred’

and ‘population-oriented’.

• Third, it is this people-centred focus that becomes the organising principle for

integrated care as a service innovation, whether this be related to individual

patients, the carer/family, or the wider community to which they belong.

However, our understanding of integrated care, its complexities, its components,

and the ways to implement it remain an emerging scientific discipline. There is a

significant and emerging body of knowledge that helps us understand and appreci-

ate the building blocks that need to be put in place for the effective development of

integrated care in policy and practice. Yet, as the next chapters in this Handbook

make clear, what appears to be more difficult is our understanding of the impact of

integrated care programmes and the relationship between the component parts of an

integrated care solution that contributes to improving outcomes.

It has been observed that the implementation science to integrated care remains

weak (Goodwin 2013b). In part this is a reflection on how many integrated care

programmes are immature, often ill-defined, and lacking in focus. Much still needs

to be done through research to broaden our conceptual and empirical understanding,

but in a way that pro-actively supports adoption to meet the ‘Triple Aim’ goals that

have been adopted as the core hypothesis behind the integrated care movement.
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Evidence Supporting Integrated Care 2
Ellen Nolte

2.1 Introduction

An ageing population coupled with a rising burden of chronic diseases, growing

consumer expectations and technological advances challenge health care delivery

in many countries. Against a backdrop of increasing financial constraints, this

creates a pressing need for efficient use of resources. There is increasing concern

about health systems’ continued focus on acute, episodic illness with their depen-

dence on hospital-based care delivery. Apart from being very costly, there are

questions about the suitability and efficiency of such services in light of the

changing disease burden (Rechel et al. 2009), and the rising proportion of people

with multiple health problems (Barnett et al. 2012). Chronic conditions create a

spectrum of long-term and fluctuating needs. In combination with increasing frailty

at old age, these conditions require the development of delivery systems that bring

together a range of professionals and skills from both the cure and care sectors, as

well as active service user engagement (Holman and Lorig 2000; Nolte and McKee

2008a).

Yet, service delivery has developed in ways that have tended to fragment care

both within and between sectors. For example, structural and financial barriers

dividing providers at the primary and secondary care and at the health and social

care interface, distinct organisational and professional cultures, and differences in

terms of governance and accountability all contribute to care fragmentation (Glasby

et al. 2006). As a consequence, people typically receive care from many different

providers, often in different settings or institutions; they are frequently called upon
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to monitor, coordinate, or carry out their own care plan, often with limited guidance

on how to do so (House of Commons Health Committee 2014; Nolte et al. 2008).

Failure to better coordinate services along the care continuum may result in

suboptimal outcomes, such as potentially preventable hospitalisations, medication

errors, and other adverse events (Vogeli et al. 2007).

It is against this background that, globally, systems have set out to explore new

approaches to health care delivery that can bridge the boundaries between

professions, providers, and institutions and so provide appropriate support to people

with long-standing health and care needs (Nolte et al. 2008; WHO Regional Office

for Europe 2016; World Health Organization 2015). At the policy level, countries

have sought to create regulatory and policy frameworks to promote approaches that

better integrate care and improve coordination between sectors and levels of care.

This often occurs alongside efforts to shift specialist services from hospital into the

community as a means to increase the accessibility of services and the

responsiveness of the system, and, potentially, reduce costs (Ettelt et al. 2006;

Nolte et al. 2014; Winpenny et al. 2016). In Europe, this development has been

supported by the 2011 European Council Conclusion recommending countries

introduce innovative approaches and models of health care to move towards more

integrated care systems, enhance equitable access to high quality care, and reduce

inequalities (Council of the European Union 2011).

The move to more integrated care systems is often associated with high

expectations and a goal of increasing the effectiveness, efficiency, and

sustainability of service delivery more broadly (European Commission 2011).

This chapter provides an overview of available evidence supporting integrated

care. Building on our earlier work, we begin by briefly describing

conceptualisations of integrated care against which to assess the evidence, followed

by an overview of the literature that examines the impacts of integrated care. We

then discuss some of the key challenges of interpreting the existing evidence base

and the extent to which it permits drawing robust conclusions on the effects of

integrated care approaches on various outcomes. We close with a set of overarching

observations.

2.2 Conceptualising Integrated Care

Depending on the context, strategies to integrate care are sometimes driven by a

need to contain cost, sometimes by the need to improve care, and often by both.

Central to the development of integrated care is an expectation that it might support

achievement of the ‘Triple Aim’ approach of a simultaneous focus on improving

health outcomes, enhancing patient care experience, and reducing the per capita

costs of care for populations (Berwick et al. 2008). Available evidence points to a

positive impact of integrated care programmes on the quality of patient care and on

selected outcomes (Martinez-Gonzalez et al. 2014; Ouwens et al. 2005). However,

the effectiveness and consequences of different forms of care integration, including

their economic impacts, remain uncertain (Nolte and Pitchforth 2014). This is in
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part because of the lack of a common understanding of what is being referred to as

‘integrated care’, as well as inconsistencies in describing component approaches

and interventions (Martinez-Gonzalez et al. 2014; Nolte and Pitchforth 2014;

Ouwens et al. 2005). This section provides a summary of ways to think about

integrated care; a detailed review of relevant conceptualisations is presented in

Chap. 1.

Integrated care is a concept that has been widely used in many ways by different

scholars and in different health systems (Nolte and McKee 2008b). Traditionally, it

has been discussed in the health and social care fields, with reference to linking the

cure and care sectors (Kodner and Spreeuwenberg 2002). Some authors also

suggest linking in broader human services systems such as education and housing

in order to improve outcomes (Leutz 1999). The application of the concept of

integrated care to health and social care is not clear cut, however, and different

conceptualisations have been put forward emphasising, for example, the health care

perspective (“a concept bringing together inputs, delivery, management and orga-

nization of services related to diagnosis, treatment, care, rehabilitation and health

promotion” (p. 7) (Groene and Garcia-Barbero 2001), or interpreting integration in

terms of financing and delivery functions in the context of managed care (Ovretveit

1998; Shortell et al. 1994).

The common denominator of integrated care concepts and approaches is their

primary aim of improving outcomes for, traditionally, frail older people and other

population groups with diverse and complex needs who require assistance with

activities of daily living (Nolte and McKee 2008b). It is important, however, to

recognise that integration is a much broader concept that applies to many other

areas such as urgent care, maternity and child health care, and public health, among

others. A common element is the notion that integrated care should be centred on

the needs of service users, their families, and the communities to which they belong

(Shaw et al. 2011). Lewis et al. (2010) highlighted that a user-centred vision for

care delivery is more likely to overcome the tendency to opt for structural or

organisation-based solutions, and it also provides a compelling logic regarding

the objectives for integrated care and how success might be evaluated.

Systematic understanding of the evidence of the impacts of integrated care has

long been hampered by the absence of a “sound paradigm through which to

examine the process” (p. 311) (Goodwin et al. 2004), and it has only been more

recently that more formal analytical frameworks have been proposed (Minkman

et al. 2013; Valentijn et al. 2013; van der Klauw et al. 2014). For example, in an

attempt to develop a typology of integration in health and social care that enables

systematic assessment of the structures and processes involved, their prerequisites,

and their effects on service organisation, delivery, and outcomes, analysts have

identified different dimensions of integration. The most commonly used

dimensions differentiate the type, the breadth, the degree, and the process of

integration (Nolte and McKee 2008b). Valentijn et al. (2013) brought these differ-

ent ways of conceptualising integration together in the form of the Rainbow Model

of Integrated Care, which sees integrated care as a person-focused and population-

based care approach across the care continuum. In the model, integration occurs at
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the micro (clinical integration), meso (professional and organisational integration),

and macro (system integration) levels, along with functional and normative inte-

gration linking the different levels (see Chap. 1) (Valentijn et al. 2013). It is

important to recognise that the process of integration typically requires simulta-

neous action at the different levels and across different functions, which develop in

distinct phases (Minkman 2011). Thus, care integration is not likely to follow a

single path and variations will be inevitable.

2.3 The Evidence Supporting Integrated Care

There is now a series of reviews, and reviews of reviews, of the published and grey

literature on integrated care models or strategies for people with (specific) chronic

conditions (Busetto et al. 2016; Kruis et al. 2013; Martinez-Gonzalez et al. 2014;

Ouwens et al. 2005), those with mental health co-morbidity (Lemmens et al. 2016;

Rodgers et al. 2016), or for broader population groups (Nolte and Pitchforth 2014).

Reviews typically consider a range of approaches that can be subsumed under the

heading of integrated care, such as collaborative care, case management, care

coordination, or disease management. Indeed, in a review of systematic reviews

by Ouwens et al. (2005), which sought to assess the effectiveness, definitions, and

components of integrated care programmes for chronically ill patients, the majority

of the studies assessed disease management programmes (see Chap. 5) (Ouwens

et al. 2005). Similarly, in a more recent meta-review of integrated care programmes

for adults with chronic conditions, two-thirds of included studies were reviews of

disease management interventions (Martinez-Gonzalez et al. 2014).

Both reviews found evidence of beneficial effects for some outcomes, such as

functional health status, clinical outcomes, patient satisfaction, and quality of life.

Frequently there was evidence of a positive trend only, rather than of statistically

significant improvements (Martinez-Gonzalez et al. 2014; Ouwens et al. 2005).

Evidence of impacts on mortality tended to be mixed. There was also evidence of

reduced health care utilisation but again observed trends were often not statistically

significant. Evidence of beneficial impacts of integrated care programmes on costs

tended to be weak. Based on these observations, review authors concluded that

integrated care programmes can lead to improvements in the quality of care and in

selected health and resource use outcomes. At the same time, authors also reported

a lack of precision among reviewed studies in describing programmes, with varia-

tion in definitions and components of care analysed, which made it difficult to arrive

at overarching conclusions about the ‘best approach’. Indeed, as Ouwens et al.

(2005) noted, such heterogeneity might lead to inappropriate conclusions about

programme effectiveness and the application of findings.

This raises the question about the usefulness of seeking to assess the effective-

ness of integrated care as such and, more specifically, whether the concept lends

itself to evaluation in a way that would allow for the generation of definitive

evidence given its complex and polymorphous nature. Indeed, if integrated care

is seen as a means to improve outcomes by overcoming issues of fragmentation
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through linkage or coordination of services of different providers along the contin-

uum of care, related initiatives will have to be targeted to the needs of a given

population, which in turn will be highly context-dependent. Therefore, while it may

not be possible to generate clear-cut evidence as to the effectiveness of integrated

care as a whole, there is potential for transferable lessons to be learned across

different studies to identify core elements that will support better outcomes.

Such an approach was taken in the World Health Organization’s global strategy

on people-centred and integrated health services. Published in 2015, work

presented in support of the strategy focused on the evidence of effects of

interventions and approaches within each of five key strategic directions (World

Health Organization 2015). These strategic directions were: empowering and

engaging people, strengthening governance and accountability, reorienting the

model of care, coordinating services, and creating an enabling environment. For

example, under the heading of ‘empowering and engaging people’ the most com-

mon and effective interventions were identified to be in the areas of health educa-

tion, shared decision-making, supporting self-management, and personalised care

planning (Ferrer 2015).

Similarly, there is good evidence that coordination, described as a strategy, or

rather a range of strategies that can help to achieve integrated care (Leutz 1999; Van

Houdt et al. 2013), can positively impact selected outcomes. For example, a

systematic review by Powell-Davies et al. (2006) examined the effects of different

strategies of coordination within primary care and other sectors (Table 2.1). The

review assessed outcomes in terms of the percentage of studies that reported

significant positive results. It showed that, generally, strategies that helped build

relationships between service providers, through co-location, case management, or

the use of multidisciplinary teams tended to be the most successful in achieving

positive health outcomes and service user satisfaction. Also, strategies that involved

providing systems and structures to support coordination tended to be more effec-

tive in terms of health outcomes than those providing support for service providers.

The review by Powell-Davies et al. (2006) highlighted the need to recognise the

context within which approaches are being implemented, whether individually or as

part of a broader strategy, as well as the populations that are being targeted, in order

to assess their impact and likelihood of success. This will be of particular impor-

tance where individual strategies can themselves be considered complex

interventions.

This context specificity can be illustrated by the example of case management.

Powell-Davies et al. (2006) noted that this may be a promising coordination

strategy for some populations and settings, particularly in mental health and aged

care (Powell Davies et al. 2006). A 2015 Cochrane review of the effectiveness of

case management approaches to home support for people with dementia found,

based on 13 randomised controlled trials, that it was beneficial for some outcomes

at certain time points. There was evidence of a significantly reduced likelihood of

being institutionalised among those with dementia in the short- and medium term,

reduced carer burden, and reduced overall health care costs (Reilly et al. 2015).

Conversely, a systematic review and meta-analysis of the effectiveness of case
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Table 2.1 Summary of the evidence on the effectiveness of interventions to improve coordina-

tion in health care

Strategy

Proportion (%)

of studies with

positive

outcome for

health

Proportion (%) of

studies with positive

outcome for service

user satisfaction

Proportion (%) of

studies with

positive outcome

for cost saving

Coordination of clinical activities

Structured arrangements for

coordinating service

provision between

providers, including joint

consultations, shared

assessments and priority

access to another clinical

service (n ¼ 37 studies)

19/31

(61.3%)

4/12

(33.3%)

3/15

(20%)

Communication between service providers

Interventions designed to

improve communication

between service providers,

such as case conferences

(n ¼ 56 studies)

26/47

(55.3%)

12/22

(54.5%)

3/21

(14.3%)

Support for service providers

Interventions include

support or supervision for

clinicians, training (joint or

relating to collaboration),

and reminder systems (n ¼
33 studies)

16/28

(57.1%)

8/14

(57.1%)

1/12

(8.3%)

Support to service users

Interventions include joint

education, reminders and

assistance in accessing care

(n ¼ 19 studies)

6/17

(35.3%)

3/6

(50.0%)

1/7

(14.3%)

Systems to support coordination

Interventions include

shared care plans, decision

support, pro formas, service

user held or shared records;

shared information or

communication systems;

register of service users

(n ¼ 47 studies)

23/38

(60.5%)

7/19

(36.8%)

2/13

(15.4%)

Relationships between service providers

Structured relationships

between service providers

including co-location, case

management,

multidisciplinary teams or

assigning service users to a

19/29

(65.5%)

8/12

(66.7%)

2/12

(16.7%)

(continued)
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management of patients in primary care that are ‘at-risk’ of hospitalisation failed to

demonstrate significant differences in service utilisation, mortality, or total cost

among those receiving the intervention compared to usual care (Stokes et al. 2015).

There was, however, some evidence of a (small) benefit for self-reported health and

patient satisfaction.

It is beyond the scope of this chapter to assess the evidence base for case

management, or indeed other strategies, tools, and instruments supporting integra-

tion, which are reviewed in greater detail elsewhere in this book. However, the

example of case management provides a useful illustration of how a given approach

or strategy seeking to enhance coordination and support integration may not always

provide the most suitable strategy to enhance outcomes. Practitioners need to

carefully consider the appropriateness for the target population. The review of

case management of ‘at-risk’ patients also demonstrated that its effectiveness

may be increased when delivered by a multidisciplinary team, when a social worker

was involved, and when delivered in a setting rated as low in initial ‘strength’ of

primary care (Stokes et al. 2015). These observations concur with the aforemen-

tioned review by Powell-Davies et al. (2006), which showed that coordinated care

strategies that used multiple strategies tended to be more successful in enhancing

health outcomes than those using a single strategy only. Specifically, those that

helped structure relationships between providers and between providers and

patients through, for example, co-location or multidisciplinary teams, were more

likely to be successful.

2.4 The Economic Impacts of Integrated Care

As noted in earlier sections of this chapter, the move to more integrated care

systems is often driven by the need to contain costs and associated with

expectations of improved efficiency of service delivery. Yet, reviews that have

also assessed the impacts on cost that can be attributed to integrated care

programmes tend to report weak effects only (Martinez-Gonzalez et al. 2014;

Ouwens et al. 2005). The following summarises the findings of our 2014 review

Table 2.1 (continued)

Strategy

Proportion (%)

of studies with

positive

outcome for

health

Proportion (%) of

studies with positive

outcome for service

user satisfaction

Proportion (%) of

studies with

positive outcome

for cost saving

particular primary care

provider (n ¼ 33 studies)

All studies (n ¼ 80) 36/65

(55.4%)

14/31

(45.2%)

5/28

(17.9%)

Source: Adapted from Powell-Davies et al. (2006)
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of reviews, which sought to systematically assess the economic impacts of

approaches and strategies supporting integrated care (Nolte and Pitchforth 2014).

That review considered 19 systematic reviews and meta-analyses of diverse

strategies that targeted a diverse group of people or populations. Reviewed studies

focused on adults with specific chronic conditions including pain (Brink-Huis et al.

2008), depression (Gilbody et al. 2006a; van Steenbergen-Weijenburg et al. 2010),

stroke (Langhorne et al. 2005), asthma (Maciejewski et al. 2009), heart failure

(Phillips et al. 2004), COPD (Steuten et al. 2009) or those with multimorbidity

(Smith et al. 2012). Others considered strategies for older people in the community

considered to be frail (Oeseburg et al. 2009), who had long-term medical or social

care needs (Tappenden et al. 2012), or who were to be discharged from hospital

(Chiu and Newcomer 2007). Three reviews focused on adults with dementia or

memory loss (Pimouguet et al. 2010), those with severe mental health problems

(Smith and Newton 2007), or those who received mental health care services

(Steffen et al. 2009), while the remainder addressed populations defined by patterns

of health service utilisation (Althaus et al. 2011; Shepperd et al. 2008; Simoens

et al. 2011).

Strategies frequently targeted the interface between hospitals and primary care

or community services, most often in the context of discharge planning or care

transition (Althaus et al. 2011; Chiu and Newcomer 2007; Langhorne et al. 2005;

Phillips et al. 2004; Simoens et al. 2011; Steffen et al. 2009). Several studies

examined initiatives that sought to coordinate primary care and community

services, often, although not always, involving medical specialists (Brink-Huis

et al. 2008; Gilbody et al. 2006a; Smith et al. 2012; van Steenbergen-Weijenburg

et al. 2010) or extending further into social care services (Pimouguet et al. 2010;

Smith and Newton 2007; Tappenden et al. 2012; van Steenbergen-Weijenburg et al.

2010). The latter type of interventions tended to target older people with multiple

care needs, those with dementia or with mental health problems. About half of

primary studies considered by reviews were set in the USA, followed by the United

Kingdom, Australia, Canada, New Zealand, the Netherlands, Spain, Italy, and

Sweden.

The most common economic outcome measures were utilisation and cost, but

reporting of measures was inconsistent and the quality of the evidence was often

low. The majority of economic outcomes focused on hospital utilisation such as (re)

admission rates, length of stay or admission days, and emergency department visits.

For example, among reviews that considered care coordinating activities at the

hospital-primary care or community services interface the majority reported evi-

dence of reduced hospital utilisation (Chiu and Newcomer 2007; Langhorne et al.

2005; Phillips et al. 2004; Simoens et al. 2011; Steffen et al. 2009).

Most studies reported cost in terms of health care cost savings, most frequently

in relation to hospital costs. Avoided costs or cost savings were typically derived

from reduced hospital and emergency room utilisation. There was some evidence of

cost reduction in a number of reviews although findings were frequently based on a

small number of original studies, or studies that only used a before-after design

without control, or both (Althaus et al. 2011; Brink-Huis et al. 2008; Chiu and
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Newcomer 2007; Phillips et al. 2004; Shepperd et al. 2008; Simoens et al. 2011;

Steffen et al. 2009). Philips et al. (2004) highlighted the impact of health system

setting on costs, demonstrating that pooled cost differences of comprehensive

discharge planning for those with heart failure ranged from �$359 compared to

usual care in non-USA based trials to�$536 in USA trials. Tappenden et al. (2012)

further noted, in a review of structured home-based, nurse-led health promotion, the

importance of differentiating between initial and longer-term costs (Tappenden

et al. 2012). They reported that a community-based nursing programme for patients

with Parkinson’s disease had initially increased costs but over 2 years costs were

lower.

Reviews also assessed the cost-effectiveness of selected integrated care

approaches but again the evidence base was weak, frequently relying on single

trials of a given intervention. For example, one review of approaches targeting

frequent hospital emergency department users found only one trial that reported the

intervention to be cost effective (Althaus et al. 2011). One other review of

structured home-based, nurse-led health promotion for older people at risk of

hospital or care home admission concluded, based on three economic studies, that

there was a high likelihood of cost savings associated with the intervention

(Tappenden et al. 2012). However, one of the three primary studies suggested

that there was little or no evidence for gains in quality-adjusted life years over

usual care. Overall the evidence was difficult to interpret.

2.5 How to Interpret the Evidence Supporting Integrated Care

There is a wide and diverse evidence base, which appears to support a range of

strategies and methods towards achieving more integrated care. However, it

remains difficult to arrive at overarching conclusions about what works best in

what composition and in what context. This is in part because the available

evidence captures a wide range of, at times, very varied strategies and care

approaches, which are not necessarily equivalent or comparable in relation to the

type of service model, or the health and social care system context within which

they are embedded. This challenge is greater where more complex combinations of

interventions and service delivery changes are being implemented.

We have argued elsewhere that the interpretation of evaluation findings such as

those presented here needs to be placed in the broader context of programme

implementation specifically and issues around evaluation more widely (Nolte

et al. 2012). For example, where an evaluation finds improvements in health

outcomes but not in economic impacts, this might be because the length of evalua-

tion was not sufficient to demonstrate economic gain. Likewise, an evaluation

might find that a given care approach improved outcomes for a subgroup of

participants only; this might indicate that the intervention was suboptimal or not

sufficiently targeted at those who would benefit most. Also, intervention effects will

differ by target population and, importantly, by setting, in particular where
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initiatives involve a complex interplay of different actors as is the case with

integrated care approaches.

Against this background, it will be particularly important to understand the

quality of the available evidence in order to make sense of the variation in findings.

Concerning economic evaluations for example, several authors highlighted their

low quality as a major impediment to arrive at a robust evidence base suitable to

inform decision making. Studies frequently rely on before-after studies without

appropriate control, reducing the ability to attribute observed cost reductions to the

actual intervention (Althaus et al. 2011). Other challenges include small sample

sizes (Chiu and Newcomer 2007), the type of costs and cost categories considered

(de Bruin et al. 2011), and whether these are limited to the health care sector or also

consider the wider societal impact of (successful) integrated care strategies

(Gilbody et al. 2006b), alongside lack of reporting on reliability of estimates. All

of this highlights the need for higher quality studies.

At the same time, to support this process, there may be a need to revisit the way

in which evidence in the field of integrated care is being generated to advance our

understanding of ‘what works’. At the core remains the clear definition of what

constitutes effectiveness (or ‘success’) and, perhaps more critically, the

hypothesised mechanism(s) of expected effect(s), which requires good theoretical

understanding of how the intervention causes change and of the links within the

causal chain (Craig et al. 2008). Much of the available evidence on outcomes rests

on explicitly quantitative methods. However, as Cretin et al. (2004) have suggested

in the context of chronic care, the complexity and variability of related

interventions and programmes calls for the use of mixed-method research. While

there is an increasing body of work in this field, there remains relatively little

research on methodological, analytical, or conceptual aspects of the use of qualita-

tive approaches in the evaluation of complex care programmes. Recently, there has

been a move towards emphasising ‘realistic evaluation’ (Pawson and Tilley 1997),

which uses pluralistic quasi-experimental methods for evaluating complex

interventions that are highly influenced by contextual factors. Realistic evaluation

involves understanding what works for whom under what circumstances, and

places equal emphasis on external validity, generalisability and cumulative

learning.

2.6 Conclusions

This chapter has provided an overview of available evidence supporting integrated

care. It highlights that evidence of the impacts of integrated care as a whole is

difficult to derive, given the complex and polymorphous nature of a concept that has

been approached from different disciplinary and professional perspectives. Instead,

it may be more instructive for decision-makers and practitioners to draw on

evidence of impact of core elements and strategies that can help to achieve

integrated care. One such element is care coordination which in itself can be seen

to comprise a series of strategies, including case management, co-location and the
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use of multidisciplinary teams, along with support strategies such as shared care

plans and decision support, which have been shown to enhance processes and the

quality of care as well as health outcomes although the evidence of impact on cost

remains weak.

A fundamental question that remains is whether integrated care is to be consid-

ered as an intervention that, by implication, ought to be cost-effective and support

financial sustainability, or whether it is to be interpreted, and evaluated, as a

complex strategy to innovate and implement long-lasting change in the way

services in the health and social care sectors are being delivered and that involve

multiple changes at multiple levels. Evidence reviewed here and in other sections of

this book strongly supports the latter. This means that initiatives and strategies

underway will require continuous evaluation over extended periods of time that will

enable assessment of their impacts on both economic and health outcomes. Such an

approach will require sustained investment in research and in the development and

implementation of integrated care initiatives to ensure that evaluation will inform

service development in particular (Goodwin et al. 2012).
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Patients Preferences 3
A. Mühlbacher and Susanne Bethge

3.1 Patients’ Priorities for Integrated Health Care Delivery
Systems

Integrated care (IC) suits patient needs better than fragmented health services. It is

needed to organize care around the patient (Davis et al. 2005) and is seen as a

critical factor in a high-performance healthcare system (McAllister et al. 2007).

Care coordination is a process that addresses the health needs and wants of patients,

including a range of medical and social support services (Rosenbach and Young

2000; Tarzian and Silverman 2002). Still there are problems in defining care

coordination (Wise et al. 2007) which may be caused by the lack of knowledge

about patient priorities. Hence patients must play a major role in designing the

infrastructure and policies that will support the care coordination and integrated

care approaches (Laine and Davidoff 1996).

If current trends continue, health care spending will leave governments bankrupt

within decades (Henke et al. 2002). The problem is not lack of knowledge, nor is it

the peoples’ unwillingness to spend money. Rather, the difficulties lie in the

understanding of peoples’ priorities and preferences. Porter and Teisberg state

“health care is on a collision course with patient needs and economic reality.”

(Porter and Teisberg 2006). This is one of the biggest problems policymakers are

facing in the coming years and it raises questions of how services should be

provided. The Institute of Medicine report “Crossing the Quality Chasm” (2001)
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emphasizes that health decisions should be customized based on patients’ needs and

values. Most, if not all, newly developed programs so far are conceptualized in a

‘top–down’ manner by the government and healthcare administration with little

involvement of the general public (Wismar and Busse 2002). “Healthcare systems

are challenged to effectively meet the wants and needs of patients by tailoring

interventions based on each person’s (. . .) preferences as well as personal and social
context” (Sevin et al. 2009). In health policy terms, this refers to services “closely

congruent with, and responsive to patients’ wants, needs and preferences.” (Laine

and Davidoff 1996). The most powerful structural innovation will be based on a

paradigm shift—patient-centred care. Patient-centred care takes numerous forms

and should be based on patient evidence as provided by preference data.

Patient Preferences The term ‘patient preferences’ still lacks a consistent defini-

tion; despite this, there appears to be convergence in the view that patient

preferences are statements made by individuals regarding their needs, values and

expectations and the relative importance of treatment properties. Therefore, these

preferences refer to the individual evaluation of dimensions of health outcomes,

treatment characteristics or health system attributes. Based on the existing litera-

ture, integrated care can be differentiated into attributes, such as:

(1) Organisation of care: The organisation of care can be seen as a function that

helps to ensure that patients’ preferences for health services and information are

met (National Quality Forum 2006). It is widely acknowledged that care

coordination across all health care settings and related disciplines will improve

the quality of health care and therefore satisfy the preferences of the patients

involved (Adams and Corrigan 2003). Physicians in larger medical groups,

particularly those who are part of integrated care programs, perform more

favorably on all patient experience measures than those in smaller, less-

integrated practice settings (Rodriguez et al. 2009). Some findings have

shown that individuals within an integrated care system had shorter average

hospital stays and lower costs than comparison groups (Criscione et al. 1995;

Liptak et al. 1998). When addressing different social, developmental, educa-

tional and financial needs, the design of services has to take heterogeneity of

patients and families into account. One of the biggest challenges in care

coordination and integrated care is identification of the necessary set of

attributes that are needed to obtain optimal results. Clinicians need to under-

stand and tailor care to the wider whole-person context—including whatever

non-medical factors may affect the success of medical care (Peek 2009).

(2) Interpersonal care: In integrated care, physician-patient communication is the

fundamental platform for health service delivery. An important component is

the creation of individualized care plans “that establish a partnership among

practitioners, patients and their families (when appropriate), to ensure that

decisions respect patients’ needs and preferences” (Institute of Medicine

2001). Patients placed the highest value on seeing a physician who knew

them well, followed by seeing a physician who was interested in their ideas,
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one who asked about social and emotional issues and one who involved them in

decisions (Cheraghi-Sohi et al. 2008). Preference studies using discrete choice

experiments have shown that communication is highly valued (Vick and Scott

1998; Scott and Vick 1999; Morgan et al. 2000; Chapple et al. 2002; Scott et al.

2003; Gerard and Lattimer 2005; Rao et al. 2006; Al Mulley et al. 2012).

Although patients with chronic diseases valued shared decision-making, it was

of lower relevance than whether the physician seemed to listen (Longo et al.

2006). Longo et al. question the high priority patients place on communication

issues and suggest critical examination (Longo et al. 2006).

(3) Technical care: Technical care—the quality of clinical care—is another key

dimension (Campbell et al. 2000). A Discrete choice experiment reported that

technical care was the most important factor in determining patient choice of a

physician (accounting for 27% of the variance), compared with waiting time

(15%), billing problems (20%), time to get a referral (18%), and who made

health care decisions (20%) (Markham et al. 1999). Cheraghi-Sohi et al. (2008)

argue that attributes used to test the priorities placed on patient-centred care in

published studies have not accurately reflected the complexity of the patient-

centred care concept. Little is known about patients’ assessment of technical

care and how these assessments correlate with other objective measures (Rao

et al. 2006). A study conducted in the United States asked patients to choose

between physician report cards with different scores for interpersonal and

technical care. Findings showed that more patients preferred the physician

with high technical care scores (Fung et al. 2005). The three described

meta-dimensions of IC can further be explained by seven sub-domains. In

qualitative and quantitative research these seven preference dimensions with

three attributes each could be evaluated and identified as patient relevant in

respect of IC (Juhnke and Mühlbacher 2013):

1. Access ! described by waiting time for an appointment, travel time care

provider, out of pocket costs

2. Service & facilities! described by guidance within the facility, medical devices

& furnishings, friendliness & helpfulness of staff

3. Data & information ! described by patient’s health record, information about

performance, accurate health information

4. Professional care ! described by treatment guidelines, experience of care

provider, patient education

5. Coordination & continuity ! described by multidisciplinary care, care transi-

tion, clinical information exchange

6. Individualized healthcare ! described by proactive care, case management,

attention to personal situation

7. Personal care ! described by trust & respect, attentiveness of care providers,

shared decision making

The Question What do patients want from integrated care? Much work remains to

be done for care coordination to become a standard feature of health care.
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Integrated care aims to achieve higher-quality care, lower costs and greater patient

satisfaction. Individual preferences on integrated care must be considered for a

range of attributes, such as technical and interpersonal care. Designing services that

are sensitive to patients’ preferences in the context of limited resources may require

policy and decision-makers to choose between attributes (Wensing et al. 1998;

Campbell et al. 2000; Coulter 2005). Two of the core contributions needed to

achieve this goal are: assessment of the value of integrated care for different patient

populations and development of measures for integrated care quality (Antonelli

et al. 2009). The published literature does not clearly specify the relative impor-

tance patients place on these attributes. In order to promote integrated care,

policymakers need to understand patients’ priorities and preferences.

In order to make integrated care more congruent with patients’ needs, patients’

preferences for different attributes need to be analyzed (Laine and Davidoff 1996).

Moreover, meeting expectations on a range of attributes may be difficult within the

constraints of limited budgets; this has led to interest in methods for assessing

priorities (Ryan et al. 2001a). “One promising method is the Discrete choice

experiment, used in psychology, marketing and economics.” (Ryan et al. 2001a).

McFadden (1973) introduced feasible techniques for estimating a complete

characteristics-based model of demand.

3.2 Stated Preference Studies: Method and Study Design

Discrete Choice Experiment The value of goods and services depends on the

nature and level of the underlying attributes (Lancaster 1966, Lancaster 1971).

Health care interventions, services or policies can be described by their attributes

(Hauber 2009). A key feature of these methods is the specification of utilities

associated with the alternatives in terms of choice characteristics and individual

preferences (Ben-Akiva and Lerman 1985). Stated preference studies focus on

investigating the trade-offs between crucial attributes (Ryan and Hughes 1997;

Ryan and Farrar 2000; Ryan and Gerard 2003). Discrete choice experiments are the

most important form of stated preference studies and determine whether consumers

are willing to trade-off some of the attributes against others (Ryan et al. 2001b).

DCEs have recently gained importance in the study of innovative health

technologies and non-market goods (Lancsar et al. 2007; Lancsar and Louviere

2008; Ryan et al. 2008) or where market choices are severely constrained by

regulatory and institutional factors (Ryan and Farrar 2000). The US Food and

Drug Administration (FDA) has already considered preference data within a regu-

latory decision for medical devices (U.S. Food and Drug Administration (FDA)

2014) and the German Institute for Quality and Efficiency in Health Care (IQWiG)

has conducted two pilot studies to preference methods (Danner et al. 2011,

Mühlbacher et al. 2016).
The Discrete Choice technique is already used to elicit preferences in primary care

(Vick and Scott 1998; Scott and Vick 1999; Morgan et al. 2000) and gaining more

and more importance (de Bekker Grob et al. 2010; Clark et al. 2014). The
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application of DCEs has been extended to take account of provider preferences

(Ubach et al. 2003), or insured preferences for health system attributes (Telser

2008). Moreover, the technique has been used to evaluate patient-centred outcomes

in the provision of care (Mühlbacher et al. 2008, 2009, 2014; Mühlbacher and

Bethge 2014, 2015; Ostermann et al. 2015). For policy analysis, it might be

interesting to calculate how choice probabilities vary with changes in attributes or

attribute levels, or to calculate secondary estimates of money equivalence (Will-

ingness to pay (WTP) or Willingness to accept (WTA)) (Kleinman et al. 2002), risk

equivalence (maximum acceptable risk (MAR)) (Johnson et al. 2007) or time

equivalence for various changes in attributes or attribute levels (Johnson et al.

2009). Findings on the reliability and validity of DCEs in health care settings are

encouraging (Bryan et al. 2000; Bryan and Parry 2002). A DCE can be described in

terms of detailed checklists (Bridges et al. 2011; Johnson et al. 2012, 2015;

Mühlbacher et al. 2013).
To analyze patient and insuree preferences in IC, two very similar studies have been

conducted in US (Mühlbacher et al. 2015a) and Germany (Mühlbacher et al. 2015b)
and should help to illustrate preference measurement in IC. An identical stated

preferences method was used to assess patient preferences in different health care

systems and cultural backgrounds. For that reason as an identical survey was

applied in US and in Germany. Furthermore a study was realized that explored

the impact of the contextual factor of the communicator of IC programs and the

resulting effects within choice behaviour (Bethge et al. 2015).

3.3 Preference for Integrated Health Care Delivery Systems

Qualitative Methods Both studies in the US and in Germany included an identical

conceptual framework linking organisational structure to potential preferences. The

framework was developed by systematic literature reviews as well as quantitative

surveys and factor analysis about the very differentiated needs and expectations in

respect of integrated care (Juhnke and Mühlbacher 2013). The final framework

included the specification of different organisational levels of health care delivery

and corresponding preference dimensions as described in the first part of this

chapter and as can be seen in Fig. 3.1.

Quantitative data were obtained by means of two identical discrete choice

experiments (DCE) integrated in online surveys. Within the experiment,

participants were presented two alternative scenarios of hypothetical health care

delivery systems and asked to choose between them. Each scenario included six

attributes with three specific levels.

Based on the assumption that patients’ choices are influenced by latent concepts

such as sociodemographic characteristics, experience, knowledge, and attitudes, it

was also important to elicit respondent-specific experiences, attitudes, and

sociodemographic information. These characteristics may influence preferences

in a systematic way, and heterogeneity within subgroups can be analyzed. There-

fore, this additional data were included in the survey.
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Sample Characteristics Within the two studies n ¼ 3900 participants (only

patients assigned in health care system) in the US as well as n ¼ 1322 participants

(insuree sample) in Germany could be included within the final preference

estimations. Table 3.1 presents some sociodemographic characteristics of both

study samples.

US Preference Results The feature “Out of pocket costs” was a very important

attribute within the DCE in the US study. In DCE 1 regarding patient involvement,

“trust and respect” (0.65600) was slightly higher than cost. “Attention to personal

situation” (0.42178) was as well of great importance. In DCE 2 addressing

preferences at the point of care, “shared decision making” (0.71058) and “access

to patient health record” (0.46432) were highly valuable to patients. In DCE

3 focusing on personnel in healthcare delivery systems, “multidisciplinary care”

(0.74096) was ranked highest. Lastly, in DCE 4 analyzing features of the

organisation of healthcare delivery systems, “treatment guidelines” (0.44834),

“clinical information exchange” (0.38334) and “case management” (0.37689)

were of almost equal value to patients. Differences in individual living conditions

influenced respondents’ preferences.

German Preference Results The additional costs (Out of Pocket costs) were

again of highest relevance in patients’ choice. Next to the “costs” attribute, in

DCE 1 (patient involvement) “patient education” (coef.: 0.2196) was of great

Level Preference
Dimension Attributes

Individual Level
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Care

Shared 
Decision-Making 
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Care Providers 

Trust and 
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Professional 
Care

Experience of 
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Patient 
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Data & 
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Patient’s health 
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Accurate health 
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Service & 
Facilities 

Friendliness and 
Helpfulness of Staff 

Medical 
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and Furnishings 

Guidance within 
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Travel Time 
to Care 
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Out of Pocket 
Costs 

Fig. 3.1 Framework: patient-centred health care delivery (Mühlbacher et al. 2015a)
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importance, in DCE 2 (point of care) it was “waiting for an appointment” (coef.:

0.335). In DCE 3 (personnel) “experience of care provider” (coef.: 0.289) had

strong influence on decisions. In the fourth DCE (organisation) “medical devices

and furnishings” (coef.: 0.464) were highly relevant. (Detailed results of the
German study can be found at (Mühlbacher et al. 2015a) and details for the US
study are available at (Mühlbacher et al. 2015b)).

Comparison of Results The inclusion of an identical cost attribute across all

content blocks provides the means to compute a common metric across all

21 attributes. Figure 3.2 represents the comparison of the relative importance of

the attributes for the US and the German study (not discussing the issue of scale

heterogeneity). The estimates are sorted in relation to the US results beginning with

the most important. It can be seen that the US participants were most influenced by

shared decision making, multidisciplinary care and trust and respect within their

decision for an integrated care program. These are attributes that relate to individual

or process aspects of integrated care. On the contrary, the German participants

valued medical devices and furnishings, waiting time for an appointment as well as

the experience of care provider highest. This means the German population is more

focused on organisational aspects of health care delivery and puts a high value on

the state of medical equipment.

The differentiation of the first five ranks in comparison between both study

groups can be seen in the following chart (Fig. 3.3).

Table 3.1 Respondent characteristics of US and German participants

Characteristic

US Patient sample

(N ¼ 3900)

No. (%)

German Insuree sample

(N ¼ 1322)

No. (%)

Sex

Men 1347 (34.5) 652 (49.3)

Women 2553 (65.5) 670 (50.7)

Marital status

Married 2431 (62.3) 605 (45.8)

Single 568 (14.6) 278 (21.0)

Divorced or separated 432 (11.1) 143 (10.8)

In a committed relationship, but not married 311 (8.0) 277 (21.0)

Widowed 158 (4.1) 19 (1.4)

Self-rated health

Excellent 408 (10.5) 34 (2.6)

Very good 1249 (32.0) 252 (19.1)

Good 1270 (32.6) 708 (53.6)

Fair 741 (19.0) 295 (22.3)

Poor 216 (5.5) 33 (2.5)

Not sure 16 (<0.1) –
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Conclusion The presented results display the complexity of preferences and their

dependency on cultural and health care system differences. As stated by the WHO

“There is no perfect combination or a “one size fits all” solution” for patient-

centred and integrated health services. Nevertheless the person with its needs and
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Fig. 3.2 Overall assessment of all attributes in relation to cost attribute
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expectations is/and needs to be in the centre of integrated care (World Health

Organization (WHO) 2015).

The novelty of the presented results is the combination of qualitative and

quantitative methods for building a conceptual map of patient-centred outcomes

that can be used to plan comprehensive assessment of patients’ preferences in

integrated care. The framework concludes important attributes and endpoints and

allows sorting them in categories and subcategories. Further research is needed to

distinguish the possible interpretations of the presented attitudes or preference

dimensions and to take notice of heterogeneity within patient population. In addi-

tion, the development of a conceptual framework can be used as foundation of

further stated preference measures.

It is necessary to evaluate what patient preferences are to help researchers,

payers, regulators, physicians, and patients to understand the relative importance

of each treatment attribute and the willingness of patients to trade among treatment

attributes. Designing integrated care around patients’ preferences has the potential

to improve the effectiveness of health care by improving adoption of, and adher-

ence to clinical treatments or public health programs. An important area for future

research is the question: what are the implications of patient-centred care? Under-

standing how patients and other stakeholders perceive and value different aspects of

integrated care is vital to the optimal design and evaluation of programs.

3.4 Discussion and Outlook

Patient-centred outcomes will provide objective information about the impact on

patient involvement, the experiences of patients, and their needs and wants. The

publication of patient preference data will help insurers, policymakers and others to

promote patient-centred integrated care as the new standard of primary care. The

data can be communicated through medical and economic journals, congresses and

media.

Because of the lack of information on patient needs in the decision-makers’

assessment of health services, the individuals’ preferences often play a subordinate

role at present. The patients’ perspectives and desires in health care decisions are often

not sufficiently considered. However, shared decision-making with the involvement of

patients in treatment decisions have been encouraged in recent years.

Though not examined in this chapter that has focused on patient preferences, it

should be noted that a key aspect in the development of interpersonal care is the

ability to engage and empower patients as partners in their own care. There is good

evidence to demonstrate the value of empowerment strategies with patients

suggesting that approaches such as health literacy, shared decision-making and

self-management support should be better embedded in integrated care

programmes than currently seems to be the case (Ferrer 2015). The recent publica-

tion of a Global Strategy on Integrated People-Centred Health Services by the

World Health Organisation presents evidence that enabling individuals to make

informed choices and supporting them to understand their responsibilities as well as
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their rights can significantly enhance health outcomes. The WHO go further to

argue that an equal and reciprocal relationship’ between health professionals and

patients is required to support more sustainable care systems (World Health Orga-

nization (WHO) 2015).

The findings of such studies supply important information on the benefits of

integrated care from the patients’ point of view. If patient needs are taken into

account adequately, it is safe to assume that this will increase their satisfaction with

integrated care programs. Heterogeneity within preferences due to racial and ethnic

disparities, age or illness can be documented and considered in the design of health

care services. Integrated care schemes will not work unless it is accepted that

different patient groups need different care programs and that sensitivity to cultural

factors and the local context of application are important to engage patients and

support their needs and preferences effectively.

The presented studies reviewed in this chapter also support efforts for increased

consideration of patient benefit as an essential quality criterion in the assessment of

integrated care. Especially where it is difficult to clearly differentiate between

services in terms of medical and financial aspects, comprehensive information on

patient benefits (and to that of communities as well) can be very useful in

prioritizing approaches to care and treatment. Studies of this type can thus help to

stimulate fresh discussion and lead to the formulation of increasingly person-

centred care concepts in the long term.
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Part II

Tools and Instruments



Case-Managers and Integrated Care 4
Guus Schrijvers and Dominique Somme

This chapter on case management starts with a case story about Julia, a person with

dementia, and her case manager, John (Sect. 4.1). It shows six innovations which

are necessary to introduce case managers. Julia and John live in the year 2025, in a

rich western country with a health system that supports integrated care by means of

adequate financing and digitalization of care. Section 4.2 introduces a definition of

the concept of case management and discusses important terms in it. Then (Sect.

4.3), two specific competences of case managers are discussed: (1) the assessments

of care and social needs and (2) empowering interviewing of clients. The chapter

continues (Sect. 4.4) with the comparison of the “ideal world” in the case story in

2025 with the real world in 2015 by focusing on case management practices in The

Netherlands and France. The chapter ends (Sect. 4.5) by offering theories to support

the implementation of the case manager. The chapter emphasises that case

managers are not only for clients with dementia but are relevant as an approach

to support other people with health, educational and financial problems; clients with

developmental disorders; patients with severe mental illness; patients with cancer

and metastases; and persons with more than one chronic condition. In this chapter,

the words clients, patients and persons are used as synonyms occurring in different

care contexts.
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4.1 The Story of Julia and John in 2025

In the story below an added asterix means: this kind of services generally does not

exist in 2016, neither in The Netherlands nor in France. However, they exist in

small innovative, experimental projects. They are necessary for an implementation

of case managers in the year 2025. They are summarized (Box 4.2) and discussed in

Sect. 4.4.

It is 2025. Julia is 84 years old. She lives with her husband Peter, also 84, in a
small old apartment in a lower middle class neighbourhood in a city. They own this
apartment, which is mortgage-free. In previous years she was a school teacher.
Peter was a machine operator. Several years earlier, he had a foot amputated after
an accident and now he is in constant pain. The couple has a modest pension. They
have one son, living with his family 20 km away.

Julia suffers from dementia, periodical heart rhythm disorder and chronic itch.
If an itch attack occurs, she does not stop scratching. She is not able to do her skin
care by herself. She takes five different medications, three times each day. Julia
cannot be alone and must always be supervised. Peter is somewhat healthy, except
for the pain, but frail. He is unable to supervise his wife 24 h a day. Much of their
health care is provided by non-profit care providers and financed by their social
insurance companies and the municipality where they live. However, the insurance
and municipal payment for the services is not enough. Julia and Peter pay hundreds
of euros per month out of pocket.

John, a case manager, came into the picture a year ago after Julia fell in her
home; she tripped over a small table in the living room and hurt herself. Julia’s
general practitioner Carla was called and did a home visit. She introduced Julia
and Peter to John*. He is a nurse specialist with an academic background
specializing in care for persons with dementia*. He works for the group practice
in which Carla is one of the five GP’s*. After being introduced, John did a couple of
things. He introduced himself as the first contact person and care coordinator for
Julia. He left his business card under a magnetic button on the fridge door. Then he
did a care assessment of both Julia and Peter. Peter, Julia and John made a live/
care plan for the next 6 months*.

Later, John organized a “non-professional potential caregivers conference,” to
which he and Peter invited members of the family, neighbours, friends and old
colleagues*. They were asked to be a buddy for Julia and Peter and to offer respite
care (to relieve Peter), transportation services, technical help and social support
for Julia and Peter. Because this conference did not yield enough buddies, John
mobilized voluntary organisations to send volunteers a couple of mornings and
afternoons during the week. He also asked the local pharmacist to review Julia’s
medication* and to introduce some technical devices to improve Julia’s medication
therapy adherence. John also involved the fall prevention service from the depart-
ment of geriatrics at the local hospital*. They sent a nurse, advised the couple to
take some vitamins and inspected the apartment. She further advised them to
remove small tables and to install a stair lift and extra railings in the bathrooms,
toilet and hallway. Peter and Julia complied, although they had to pay the cost out
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of their own pocket. This meant that they had to take out a small mortgage on their
apartment. John also found that Julia was undernourished because of dental
complaints. She was reluctant to go for a consult but he convinced Julia to visit a
local dentist, although that meant additional expenses.

John also showed Peter and Julia how to use an Internet connected tablet PC to
have contact with him, Carla, their son and other buddies*. A simple screen with
big buttons, a 2-h course and a helpdesk were enough to introduce the telecare.
Peter and Julia bought a new Internet connected tablet PC and a better and faster
modem. This was an option because in the last 10 years the bandwidth was much
enlarged in the city where they live. Peter was less stressed with caregiving and
John convinced him to ask Carla for a referral to a pain specialist.

John was consulted during Julia’s next heavy itch attack. He organized a short
stay in an assisted living facility in the neighbourhood*. There he visited Julia
daily, sometimes accompanied by Carla, the GP. Care assistants helped Julia with
bathing, skin care and clothing. John encouraged Peter to visit his wife daily. The
short stay was partly paid from a personal budget from the insurance company*;
Peter, being the mentor of Julia, could decide how to spend the funds.

As Julia’s dementia progressed, John arranged for Julia to sleep at the assisted
living facility to give Peter a good night’s rest. During the days, she was at her own
apartment. After a year and a half, Julia died sitting in her chair with Peter nearby.
After her death John visited Peter several times to provide comfort and to help him
start a new life as a single person*.

4.2 The Definition of Case Manager

This section introduces a definition of case manager as used in The Netherlands and

in France. The concepts used in the definition are explained in the order of their

place in the definition. At the end of the section, broader definitions receive

attention as well as the arguments why these are rejected. Box 4.1 shows the

definition of a case manager.

Box 4.1 The definition of a case manager

A case manager is a professional who:

1. has regular contact with persons in complex situations*,
2. evaluates all of their care and social needs*,
3. cooperate with physicians and other professionals*
4. makes a life/careplan* for the health and social domain,
5. organizes the formal and informal care* of the client
6. works within a program,*

(continued)
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Box 4.1 (continued)

7. use all communication means including digital information and communi-
cation technology*

8. works only for persons who are not able to organize their life/careplan and
are without a sufficient network of relatives to assist with this.*

The words with an asterix are explained in Sect.4.2.

This definition is based on definitions used in France1 and in The Netherlands

(Mahler et al. 2013). It is also in accordance with the definition of the Case Manage-

ment Society of America (CMSA).2 The definition is broad, as illustrated by the

story of Julia and John. Case managers are involved in the health and social domain,

in formal and informal care and in financial and non-financial affairs. Such a

broad array of responsibilities for a case manager is rare at the present time.

4.2.1 Complex Situations

The first words with an asterix in the definition in Box 4.1 are complex situations.
As a concept, complexity can be related to instability, unpredictably and intensity.3

Persons in complex situations will probably experience some disruptions in the

evolution of their situation (instability), some of which are not anticipated even by

professionals (unpredictability) and the disruptions are frequently severe (inten-

sity). Clinicians and case managers, even when they can’t say very clearly why a

situation is complex, are often skilled in detecting complexity. Usually, a complex

situation requires collaboration between clients, clinicians, case managers and

informal carers to be properly handled. A difference has to be underlined between

persons in complex situations and frail persons, for example, frail elderly, frail

families and frail persons with severe mental illness. Frail persons have a high risk

to become persons in a complex situation. However, they do not belong to that

group. Case managers could work for frail persons without complex situations. This

has the advantage that the relation between them and the client already exists. They

are able to help with preventive measures such as mobilizing other relatives to

1Décret n� 2011-1210, 29 sept 2011 implementing the houses for Autonomy and integrated care

for people suffering from Alheimer’s disease and related disorder. Journal Officiel de la

République Française JORF n�0227 p 16463, text 30 and Arrêté 16 nov 2012 fixing the activities

and skills repository for case-managers in houses for Autonomy and integrated care for people

suffering from Alzheimer’s disease and related disorder. Journal Officiel de la République

Française JORF n�0271, p 18343, text 22.
2http://www.cmsa.org, consulted on September 29, 2015.
3A National Interprofessional Competency Framework Canadian Interprofessional Health Colla-

borative, Fev 2010. See: http://www.cihc.ca/files/CIHC_IPCompetencies_Feb1210.pdf
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extend the time during which the partner of the patient can provide care. They could

inform clients about opportunities and the possible (dis)advantages of options and

coach the clients in their choices. Nevertheless, extending the target population to

“frail” people obviously and dramatically increases the societal need for case

managers. This increases their caseloads with a risk of decreasing the quality of

the intervention for people in complex situations. Kaiser Permanente, a healthcare

organisation in California, introduced the three-level Kaiser Triangle (see Fig. 4.1).

Most patients with a chronic condition deal with their diseases with support of

primary care as usual. This is the first level. At the second level they are in need of a

disease management program. Only in the case of complexity (level 3) are they in

need of a case-manager.

4.2.2 All the Needs

The second set of words in Box 4.1 with an asterix is evaluates all of their care and
social needs. Case managers have to be careful about all possible expressions of

needs, preference and priorities. In fact, even when people say that they can’t

express an opinion, this is rarely the case for all the dimensions of the situation.

Understanding one aspect frequently helps a lot in understanding the other. The

point is that case management is related to person-centred care. The coaching

Fig. 4.1 Three-level Kaiser Triangle
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abilities of the case managers are thus crucial (Corvol et al. 2015; Balard et al.

2013). This in important whether the classification of the client is a family with

many problems, a person with dementia, a person with psychiatric disorders or a

person with cancer.

4.2.3 Physicians’ Cooperation

In the definition of Box 4.1, the third set of words with an asterix is: the case

manager cooperates with physicians and other professionals. In our case story, the

case manager cooperates with a general practitioner and is part of the primary

healthcare team of which the GP is also a member. This is only one of the options.

Case managers also work in a setting with geriatricians, treating Alzheimer patients

at home and in nursing homes. If case managers work for cancer patients, they

could cooperate with oncologists working in a hospital. In all these settings the

physician is responsible for diagnosis, therapy, prognosis and the prescription of

medication. However, case managers are responsible for the continuity of care and

other services and for the making of the life/careplan. They can also coach clients or

patients to raise questions to physicians and other professionals, to express their

preferences and to ask to improve the quality of their care (Parrish et al. 2009;

Coleman et al. 2004; Parry et al. 2008).

4.2.4 The Life/Care Plan

This life/careplan, the fourth concept in the definition in Box 4.1 with an asterix,

describes five elements: (1) the health and social needs of the person in the complex

situation; (2) the support of the informal carers to satisfy these needs; (3) the supply

of care and services by professionals; (4) the allocation of tasks and responsibilities

to informal carers and professionals and; (5) the time scheduling of informal and

formal carers. The plan also has formal aspects showing who is the case manager;

who is the first contact person (the client or a relative) within the informal carers;

and who is the first responsible physician. It has also a validity period depending on

the stability of the situation: 6 weeks? 6 months? A year?

A life/careplan contains a crisis section. This describes what the client and their

informal carer have to do in case of a calamity, for example, illness of informal

carer, failure of nursing or medical equipment or sudden worsening of the complex

situation. In the story of Julia and Peter, the crisis paragraph describes what to do

when Peter himself becomes ill, when the stair lift does not function and who to

consult in case of a severe itch attack. Sometimes, the case manager or even the

whole professional team is convinced that something is required to prevent a crisis.

However, the client refuses it. It is important that the relationship is not severed by

this refusal. On the contrary, the risk assessments of crises on one side and patient’s

rights on the other side have to be very carefully weighted. That is an important role

of case managers.
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Does a case manager make a life/careplan for an individual person or for a

household? In The Netherlands, families exist with multiple problems at the same

time with all members as clients or patients. For example, the father is unemployed,

the mother has breast cancer and the kids do not function in the school and

neighbourhood. For this kind of family the professional mantra is: One family,
one plan and one case manager. In The Netherlands, the concept of a life-careplan

is under scientific discussion and not crystallised in a new paradigm.4 A debate exist

in scientific, professional and financial circles about the content and other aspects of

such plans, since in 2015 it is mandatory to develop one under the new Act of Long

Term Care.5,6

Finally, the plan can entitle an individual to use public or insurance paid

resources to assist the client. This position of advocacy for the client and gate-

keeping of some scarce resources can put case managers in ethical dilemmas for

which they must be trained (Corvol et al. 2013). A professional or policy maker

other than the case manager could do this job. However, it seems less bureaucratic

that one and the same case manager decides about payments based on life/careplan

within financial guidelines. If case managers have the power to allocate resources,

their decisions are faster made than in a context with a back office deciding

about that.

4.2.5 Informal Care and the Case Manager

Informal care (the fifth set of words with an asterix mentioned in the definition of

Box 4.1) is divided into care by relatives (or family care) and by volunteers. The

latter are united in an organisation, for example, a church or a charity. Often they

provide supportive services such as friendly visiting, transport, garden maintenance

or small jobs like repairing a wall plug. Care such as washing patients or helping to

go to the toilet is mostly done by relatives or eventually by professionals; that is too

intimate for volunteers. Within the group of family carers a central person (the

partner, a son or daughter) often offers most of the informal care. Often this person

is healthy but frail. It is not simple for a case manager to define who the primary

informal carer is, because sometimes appearances are misleading; for example a

partner who lives with the person could be less involved in the informal care than a

daughter living elsewhere. The assessment of the informal care network is one of

the most important skills that a case manager has to possess.

4Inventarisatie individuele zorgplannen. http://www.vilans.nl/Pub/Home/Ons-aanbod/Producten/

Inventarisatie-Individuele-zorgplannen.html
5http://www.rijksoverheid.nl/documenten-en-publicaties/kamerstukken/2014/03/10/wetsvoorstel-

wet-langdurige-zorg.html
6http://www.rijksoverheid.nl/documenten-en-publicaties/kamerstukken/2014/03/10/memorie-van-

toelichting-wet-langdurige-zorg.html
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4.2.6 Within a Program

The case manager works within a program is the sixth phrase with an asterix in the

definition of Box 4.1. Such a program could be the Chronic Care Model of Wagner

(Wagner et al. 1996; Coleman et al. 2009) an integrated care program in Dutch style

or German style. Such a program defines multidisciplinary professional pathways,

decision trees, referral guidelines and treatment options. The program is also the

link between case management and integrated care. The relation between

case management and integrated care is not simple. Per se, the addition in a health

and social services of a new service (the case managers) is at risk of increasing

the fragmentation of the system (with new interfaces with this professional and the

organisation hiring them etc. . .. In fact, case managers can participate in the

integrated care movement only if their action is “translated” by a dedicated profes-

sional in organisational transformation leading to a more integrated health and

social services system (Somme et al. 2014a).

4.2.7 Target Population

The last phrase in the definition with an asterix is about persons who are not able to
organize their care/life plan and are without a sufficient network of relatives. A
representative survey in The Netherlands of persons between 57 and 77 years of age

showed four types of profiles of potential clients and patients (Doekhie et al. 2014).

The first group (46%) lives pro-actively and wants to make decisions about their

own life and care delivery. The second group (28%) could plan their own life but

like to be cared for. This type of person doesn’t like self-service in a restaurant and

wants to be served. The third group (10%) asks professionals to make decisions and

accepts advice as an order. The fourth and last group (16%) is unable to express

their needs and to think on a longer term. Persons in this group often live alone,

have a lack of money, and have a low education and quality of life. In social

services and in the public health domain, persons in the last two groups are eligible

for case managers. For the second group there seems to be a market for commercial

case managers who organize for them care and services if complex situations arise.

4.2.8 Rejected Broader Definitions

Although the definition in Box 4.1 is broad, emotional support could also be

included but is not mentioned. This is included in the task of case-managers: it

strengthens their relation with the clients. However, they may offer tissues for the

tears and listening ears for the complaints, but they don’t take over the feelings of

the clients. They don’t give them hugs. In The Netherlands this professional attitude

is called detached commitment.

The definition could also be extended to include continuous supervision, if a

patient or client can’t be alone. However, this is not a special task for case managers.
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Generally, they have a caseload of 30–40 clients of the same target group: persons

with dementia, cancer patients at home with metastases or multiproblem families.

They help during a longer period and not only during transfers from one facility to

another. Sometimes case managers work for a group of patients living in an assisted

living house for persons of the same target group. But even in that case, they have to

keep confidential the personal relationship they have with each individual. All

clients have to be assessed in a one-to-one exchange (and not as a part of a whole

group) about their own needs.

The third extension could be that a case manager is also involved with treatment,

for instance giving injections to cancer patients. In The Netherlands case managers

for cancer patients do this. However, in youth health and in care for persons with

dementia, it is unusual. That is why inclusion of therapeutic interventions is not

necessary to be a case manager.

4.2.9 Competencies and Skills of Case Managers

The qualifications of case managers are given in their definition. They have compe-

tencies (knowledge and skills) about health and social needs, the functioning of

informal networks, the local supply of professionals and the mechanisms of cooper-

ating with them. They know a lot about the regulations and financial limitations.

Two competencies, communication skills and integrity, are discussed in more

detail here.

Case managers must be able to apply different communication styles. Evidence

seems to be in favor of an empowering style offering different options for life and

care in a neutral way. However, sometimes case managers have to persuade clients/

patients that their demands for help are unrealistic or too expensive for the munici-

pality or social insurance agency. Case managers have professional autonomy: they

are not waiters serving whatever the client demands. They have empathy for the

clients or patients but also have to keep a professional distance.

The second competency, integrity, is in danger if case managers are on the

payroll of suppliers of care and services. Then they could be pushed or seduced to

create work for the supplying organisation. If they are on the payroll of a munici-

pality or a social insurance, integrity is in danger because of cost control goals of

these organisations. It should be recommended to adopt an independent position.

How to realize this, is not easy to answer and is under discussion in The Nether-

lands. Above that, a professional organisation for case managers is necessary to

resolve ethical questions and with its own disciplinary rules.

Case managers have responsibility for the continuity of care for the clients. Here,

a tension may exist with clinicians. If patients are hospitalized and their case

managers judge that there is an issue at home, they have almost no authority to

contradict hospital clinicians even if they have more information on the home

arrangements. Another source of tension occurs in conflicts between clinicians

about the best therapy for a patient. Such a conflict causes delays in the start of

treatment and makes clients unsure. Then case managers do not typically have the
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power to insist that the two come to consensus. In the Dutch oncological world a

dog metaphor exists: a case manager should be a kind labrador for the patients and a

pitbull for arguing doctors. It is not easy for nurses to combine both characteristics.

4.3 Specific Tools for Case Managers

This section discusses the contribution of scientists to make case managers more

professional with their own scientific tools: (1) to evaluate health and social needs

and (2) to empower patients and clients. Not discussed are here other necessary

skills of case managers such as negotiation skills, coordination and management

skills, inter-professional and inter-disciplinary working and patient and family

support. Neither is discussed the role of the case manager as care-giver, and so

the need for advanced nursing skills. All these skills are necessary for all profes-

sionals working in an integrated setting. They are discussed elsewhere in this book.

4.3.1 Evaluating Health and Social Needs

Case managers have to assess all the social and healthcare needs of their clients, and

also living arrangement needs and psychological needs. They have to assess these

needs with a formal assessment process. Otherwise arbitrariness and personal

preferences of the case manager could play a role.

There is no international assessment tool approved by the authorities for the

assessment task. In Canada, some parts of France and parts of Australia case

managers use the FAMS or derivations of it (Somme et al. 2014b; Nugue et al.

2012). FAMSmeans Functional AutonomyMeasurement System. It was developed

by the Prisma Program originating from the province of Quebec (Stewart et al.

2013). It allows the classification of personal situations in 14 groups with very

similar care or social needs. Germany uses a three level assessment model to

evaluate health and social needs. Its focus is on nursing needs. A debate is going

on to broaden the assessment and to include also communicative and cognitive

limitations (Büscher 2011). In 2003 The Netherlands introduced an assessment

system based on the International Classification of Functioning, Disabilities and

Health (World Health Organization 2001). This system facilitated assessment of

health, limitations and disorders without mentioning what kind of professional care

should be offered. Based on this system The Netherlands uses now six kinds of care

needs: (1) personal care on the body like washing; (2) technical nursing care

(e.g. wound cleaning); (3) supporting and supervising (if the client cannot be

alone); (4) Psychological treatment; (5) special conditions for housing (for instance

bars in the bath room) and (6) short stay in a nursing home (e.g., after a hospital

admission).

In Scandinavian countries no assessment instruments exist. It is up to the profes-

sional to make an assessment. In the UK and the USA local instruments are that are

not necessarily based on scientific research. In the rehabilitation sector in France,
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Canada and The Netherlands the Resident Assessment Instrument (RAI)

(Morris et al. 1990) and the Barthel Index (Mahoney and Barthel 1965) are popular:

case managers here measure the mobility of persons and clients and the need for

support if it is limited.

Until now, a universal assessment instrument covering all health and social

needs is not available. In The Netherlands, there is hesitation to make better (and

longer) questionnaires to assess the client and patient needs. The latest strategy is

that a case manager goes immediately to the experienced problems of the client

without analysing the interaction between different needs. This is popular in youth

health and is known as solution focused therapy (Molnar et al. 1987; Visser 2012).

However, clients’ situations have to be assessed on all their dimensions and not

only the “obviously problematic” ones. This is because it permits preventive action

on dimensions that are unstable but not overly problematic and because it allows

examination of all the causes of the situation and thus finding the best solution

(Somme 2014). Another new development is the structured dialogue between case

manager and client or patient. Here, case managers assess health needs, for example

limited mobility within the house. If there is a problem, they assess immediately

what solutions the client or the partners have. They offer a professional solution

only if there is absolutely no informal one.

In 2012, the Skidelskys, a father and son who are an economist and a philo-

sopher, respectively, wrote a bestseller with the title How much is enough?
(Skidelsky and Skidelsky 2012). Their book is interesting for case managers

working in the field of supporting clients’ quality of life within financial limitations.

They studied the theories of Keynes, Aristoteles, Rawls, Sen and Nussbaum. Based

on their publications they formulated seven basic needs of human beings:

(1) Health; (2) A safe and trusted environment; (3) Respect from others; (4) Personal

autonomy; (5) Harmony with nature; (6) Friendships and other affective relations

and (7) Free time for pleasant activities. They put these seven needs on the same

level. This is in contradiction with Maslow’s pyramid showing a hierarchy in which

physical needs are more basic than, for example, free time for pleasant activities

(Maslow 1943).

In most countries, case managers work with assessment systems in which health

needs and physical needs are more important than the Skidelskys’ social needs

(numbers 3–7). To our knowledge, only in Sweden do professional personal

assistants exist. They are assigned to a client by case managers. Together with

the client they decide whether they spend their time fulfilling the client’s physical

needs or they drink friendly coffee as to build affective relations.7 In the Bible the

competition between physical and social needs is also discussed. In the parable of

the two sisters, Maria and Martha provide housing and care to the Lord, who

appears as a traveller. Martha starts immediately with washing the feet of the

Lord and preparing a meal. For her physical needs were most important. Maria

started with a conversation with the Lord about his trip. For her, social needs like

7http://www.independentliving.org/docs5/jag.html visited on September 27, 2015.
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attention and love come first. The Lord appreciated Maria more than Martha. We,

as authors of this chapter, do not follow the Bible or the Beatles with their song All
you need is love. We prefer the Swedish model where clients and professionals

share decisions about priorities between physical and social needs.

4.3.2 Empowering Interviewing of Patients, Clients and Relatives

Stimulating self-management by client, patient or relatives is called patient empow-

erment or patient activation. There are four types of self-management (Heijmans

et al. 2012): (1) Medical self-care, e.g. the intake of drugs; (2) Dealing with profes-

sionals e.g. making appointments with a professional; (3) Coping with the effects of

the disease or limitation, e.g. coping with pain and (4) Adapting the lifestyle,

e.g. doing physical exercises. Empirical Dutch research teaches that persons with

chronic conditions have the most problems with self-management of the third and

fourth type. English studies show that it is not enough to educate them on these

domains by giving information and instructions in a leaflet or on a website

(Kennedy et al. 2013; De Jong et al. 2014; Bardsley et al. 2013). Three other

aspects are also necessary.

First, it is important to measure current self-management before introducing new

forms. The PAM (Patient Activation Measure) is an example of a measurement tool

for this (Hibbard et al. 2004).The designers of this instrument distinguish four

phases of self-management: (1) Belief that the patient’s role is important;

(2) Self-confidence and know-how to apply self-management; (3) The self-

management action and (4) Self-management in stressful periods.

Second, an educational theory is necessary to check that information is under-

stood, and applied. Educational theories are the triangle (from knowing to doing) of

Miller (1990) and the learning style theory of Kolb (1984).

The third necessary aspect is the use of the motivational interviewing designed

by Miller et al. (2012). He distinguishes four phases in his interview technique:

(1) Creating a relationship of trust between professional and client/patient;

(2) Focusing on behavioural change goals in the client or patient; (3) Enforcing

these goals and (4) Making a plan with practical steps to implement the goals.

Patient empowering interviewing is a crucial role for case managers. Their skills

are distinguishing different types of self-care, applying the PAM instrument, using

an educational theory and motivational interviewing. Although case managers are

focused on clients and patients, they also have to activate the relatives. Behaviours

to be activated are: (1) Perseverance of supporting of their loved patients or clients;

(2) Assertiveness (How to say no to a patient without feeling guilty); (3) Physical

support (how to lift your partner from bed into a chair?). Courses for relatives seem

to be cost effective (Livingston et al. 2013; Knapp et al. 2013; Long et al. 2014).
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4.4 The Real World and the Ideal World of the Case Story

Section 4.1 contains the story Julia and Peter. Six types of services are mentioned

with an asterix. They do not exist nationwide, neither in France nor in The Nether-

lands. However, they exist in small experiments and innovations, mostly not offi-

cially published in scientific journals. These six types of services are summarized in

Box 4.2.

Box 4.2 Services of case managers with do not exist in 2016

1. Advanced nursing specialist working as case manager in primary health
care for target groups as persons with dementia, multimorbidity, cancer or
families with many problems

2. Making a care-lifeplan for a period of e.g. a year
3. a pharmacist reviewing the medication of patients with many shifts a day
4. an outreaching fall prevention service within primary health care
5. an IT expert helping patients and their relatives using their Tablet PC to

communicate with their formal and informal care providers
6. Providing comfort and relaunch tips for informal carers with a deceased

partner

The six show the differences between the ideal world of the authors and the

reality in their countries. The reality exists in The Netherlands because of a lack of

consensus about the aims of the Dutch health care policy. The most important

stakeholders, government, professional organisations, health care providers, labour

unions and patient organisations, disagree about the triple aim of improving health,

enhancing quality of care and controlling costs as formulated by Berwick and

colleagues in 2008 (Berwick et al. 2008) and Bisognano in 2012 (Bisognano

et al. 2012). First, there is a difference in the timeframe of the policy aims. Broadly

speaking, scientific advisory institutes and professional organisations think in term

of 8–12 years or more. The government and its agencies think in periods of 4 years

until the next election. Commercial firms and innovations subsidizing charities

have a time horizon of 2 years. Second, the aims of the stakeholders are different.

For the government, all policy was focused on health care cost control and

decentralisation of power to municipalities. Case managers and continuity of care

were low on the policy agenda. Contrary to this, research and professional institutes

for health services embrace these two policy aims. Third, if there are case managers

and integrated care programs within which they have to work, they are not

supported by an adequate health information technology (IT) system and financing

system.

In France, there has been a shift towards more case managers, especially in care

for persons with dementia. However, case managers are not recognized as a profes-

sion. Instead, it is mandatory to have a professional qualification before being

hired as a case manager. There is no case management professional organisation
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(order or syndicate). There is no specialized journal. Nevertheless, the “professional

field” is defined in a regulation. Case managers have to fulfill four conditions:

– they have to be hired by a local leader in charge of a local integrated care project

– they have to be a professional from a limited list of professions which are

authorized to make “in-home” assessments of a person’s entire situation.

These professions are: social services workers (with a certain level of responsi-

bility corresponding to a licence level at least), medical auxiliary (a group of

professionals in which there are nurses, occupational therapists, physio-

therapists, and so on), or clinical psychologist (with a Master degree)

– they have to have professional experience with in-home care arrangement for

people with loss of autonomy and in complex situations

– they have to take a 100 h university training program with a minimum of 20 days

of practical course with a licensed case manager during the first 3 years of the

contract.

Case management for clients with dementia was implemented in France as

one part of a vast program for improving the integration of social and healthcare

systems. It was not the only means of improving integration but just one part.

4.5 Implementation Strategies to Disseminate the Function
of Case Managers

This chapter started with an ideal case story in the year 2025. It has been mentioned

above that best practices exist in The Netherlands, France and also in other

countries. Or said in a slogan: the future is already invented in best practices. The

problem is how to disseminate the best practices. Evidence does not support

(de Stampa et al. 2010) a top down, big bang introduction of case managers in a

state or a nation. That creates only chaos and makes case managers unpopular in the

population and within professional groups. Our rejection is based on bad

experiences in the period from 2009 to 2014 with the introduction of case managers

within family centres for Dutch families with multiple problems. On the other hand,

it is probably inefficient to “wait” for integrated care, because professionals and

organizations have no direct interest in working in an integrated (often more

complex) way. Thus what is needed from the top down is not to define “how” to

do what is to be done but why and when to do that and to help the change happen

rather than making it or letting it happen. The fact is that without political will,

integrated care never appears “naturally”, but without sufficient margins at an

operational level, integration will always be rejected (Greenhalgh et al. 2004).

Instead of the top-down approach the model by Rogers (2003) to gradually

disseminate case managers in a country is interesting. Figure 4.2 shows the

Roger Model. In it, innovation 1 is disseminated faster than Innovations 2 and

3. The three innovations have comparable introduction phases. In the first phase,

only early adopters use the innovation. The innovation is relatively slow
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implemented. Then the curve goes up fast: the early and late majority takes over

the innovation. In the last phase only laggards remain, explaining why the imple-

mentation speed is again low.

Rogers shows five conditions that decrease the implementation speed. One of

these is the complexity of the innovation. A monodisciplinary guideline is imple-

mentable faster than the new role of case manager. The latter changes the roles of

many professionals, redefines the relations with physicians and changes access to

health and social services.

For the introduction of complex innovations another scientist, Christensen, has a

theory (Christensen et al. 2009). He is the author of the bestseller The Innovator’s
Prescription. Christensen emphasizes the simultaneous innovation of care, the

payment system and the health information system. Let us explain this theory

with the innovation of the broad case manager as an example. If professionals

have designed this care innovation, it only has a chance for implementation if

simultaneously a fee and payment system for the new function is introduced.

Otherwise there is no business case for this innovation. Alongside that, the

IT system has to be changed or else the case manager (often a nurse) cannot

communicate with physicians, nurses and social workers in the social domain.

Are the models of Rogers and Christensen enough to design an implementation

strategy for the introduction of case managers in a country? We think that these are

necessary but not enough. On a micro level, the case manager integrates health and

Fig. 4.2 Roger Model (Rogers 2003)
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social services. On the macro level there should be a sense of urgency to stimulate

this by means of adaptation of current regulation. In The United Kingdom the

legislation for the health services and social services were already integrated. In

The Netherlands this is the case for long term care. In France, this integration on a

national level is being prepared for clients with dementia.

If the implementation of the function of case manager is simultaneously

supported on micro and macro levels from professional, financial and digital

sides, in 2025 the case story of Julia and John would become a reality.

Utrecht, Rennes 07052016
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Disease Management 5
Ellen Nolte

5.1 Introduction

Structured disease management has been suggested as a potential means to improve

the quality and reduce the cost of healthcare, and to enhance health outcomes for

people with chronic conditions. Health professionals, policymakers and institutions

in many countries in Europe and elsewhere have begun introducing some form of

disease management programme and similar approaches in order to address the

rising burden of chronic disease. However, attempts to do so have varied and the

nature and scope of programmes and care models differ (Nolte et al. 2008, 2014).

Some, such as Germany and the Netherlands, and more recently, Denmark, France

and Italy, have introduced large-scale, population-based structured disease man-

agement programmes while others are experimenting with smaller-scale care

approaches, although this is now changing (Nolte and Knai 2015).

As approaches to chronic disease management vary, so does the evidence about

their effectiveness, about the value of different approaches, and about what works

in what contexts and for what populations (Nolte and McKee 2008b). It has been

noted that this is in part because of the variety of terms and concepts that are used to

describe efforts to improve chronic illness care and its components. Coleman et al.

(2009) have further highlighted the relative lack of scientific rigour in evaluating

these approaches and the reporting of the results of such interventions, which tend

to be complex in nature and scope, with several interrelated components often

acting at different levels of service delivery (Craig et al. 2008).
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In this chapter we explore the nature of disease management as a tool or strategy

for integrated care. We examine the evidence base for disease management and

identify requirements for advancing the debate, building on and updating our earlier

work around chronic disease management and integrated care (Nolte 2017; Nolte

and McKee 2008b; Nolte and Pitchforth 2014). We close with some overarching

observations.

5.2 What Is Disease Management?

One of the key challenges to describing disease management as a strategy is that

definitions of this concept vary widely (Krumholz et al. 2006; Schrijvers 2009).

Disease management, by definition, traditionally targets patient groups with a

specific condition, such as diabetes, and focuses on addressing the clinical needs

of those affected (Nolte and McKee 2008b). However, more recent definitions are

explicitly adopting a population-based approach that may also consider the needs

that arise from multiple chronic conditions (Care Continuum Alliance 2010).

Disease management was first mentioned as a concept in the United States in the

1980s. It was initially used mainly by pharmaceutical companies offering educa-

tional programmes to employers and managed care organisations to promote

medication adherence and behaviour change among people with chronic conditions

such as diabetes, asthma and coronary artery disease (Bodenheimer 1999; The

Boston Consulting Group 2006). From the mid-1990s, disease management

strategies were adopted more widely across the private and public sectors in the

USA (Krumholz et al. 2006), and, more recently, in several European countries

(Nolte and Knai 2015; Rijken et al. 2012), Australia (Glasgow et al. 2008; Hamar

et al. 2015), Israel (Goldfracht et al. 2011), and Singapore (Tan et al. 2014), among

others. This occurred in parallel with an emerging body of evidence, which pointed

to the potential for disease management to improve care quality and lead to cost

savings.

However, approaches vary widely in focus, nature and scope of interventions,

and populations covered. For example, in the USA, descriptions range from “dis-

crete programs directed at reducing costs and improving outcomes for patients with

particular conditions” (Rothman and Wagner 2003, p.257) to “a population-based

systematic approach that identifies persons at risk, intervenes, measures the

outcomes, and provides continuous quality improvement” (Epstein and Sherwood

1996, p.832). Ellrodt et al. (1997, p.1687) defined disease management as “an

approach to patient care that coordinates medical resources for patients across the

entire delivery system”. More recently, the Population Health Alliance (previously

Care Continuum Alliance and, before that, Disease Management Association of

America) defined disease management as “a system of coordinated health care

interventions and communications for populations with conditions in which patient

self-care efforts are significant” (Care Continuum Alliance 2010, p.55). The defini-

tion provided by the Population Health Alliance further stipulates for full-service

disease management programmes to include six components: population
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identification processes; evidence-based practice guidelines; collaborative practice

models to include physician and support-service providers; patient self-

management education; process and outcomes measurement, evaluation, and man-

agement; and routine reporting or feedback loop. Approaches that use fewer than

these six components are to be considered disease management support

services only.

Although authors have increasingly adopted the definition proposed by the

Population Health Alliance, variation in what is referred to as disease management

has remained (Coelho et al. 2014; Coleman et al. 2009; Lemmens et al. 2009;

Martinez-Gonzalez et al. 2014; Peytremann-Bridevaux et al. 2015; Pimouguet et al.

2011). Norris et al. (2003) observed that programmes tend to vary “in breadth, in

focus or purpose . . .[they] may also vary with the writer’s perspective (economic,

research, clinical) and the delivery system to which the term is being applied

(e.g. primary care, specialty-based services contracted to another delivery system,

pharmacy services)” (p.478–9). This appears to have changed little since Norris and

colleagues published their observations in 2003, as we shall see below. While

variation may be necessary to focus a given programme to the needs of a given

population, it poses challenges for comparison and the assessment of effect in

particular. Furthermore, in many settings, the focus continues to be on single

diseases, albeit with some adjustment to consider comorbidity (Fullerton et al.

2011), and there remain concerns overall about the suitability of current approaches

to disease management to address the complex needs of those with multiple disease

processes (Aspin et al. 2010; Nolte et al. 2012b; Rijken et al. 2012).

5.3 What Are the Impacts of Disease Management?

As noted in the introduction to this chapter, structured disease management has

been proposed as a means to improve the quality and reduce the cost of health care,

and ultimately improve health outcomes for the chronically ill. However, the

evidence on the ability of such approaches to achieve this varies by type of

approach and target group. What is known is mainly based on small studies of

high-risk patients, often undertaken in academic settings (Mattke et al. 2007).

Evidence of the impact of large-scale, population-wide programmes is slowly

becoming available, such as from Australia (Hamar et al. 2015), Denmark (Smidth

et al. 2013), Germany (Fuchs et al. 2014; Jacob et al. 2015; Mehring et al. 2014),

and the Netherlands (de Bakker et al. 2013; Elissen et al. 2012; Tsiachristas et al.

2015).

There is now a wide range of systematic reviews, reviews of reviews and meta-

analyses of the evidence on (chronic disease-) specific interventions and disease

management programmes. However, reflecting the variation in the interpretation

and use of the term ‘disease management’, it remains challenging to arrive at an

overarching conclusion. This is particularly the case where terms such as disease

management are being used interchangeably with ‘collaborative care’, ‘case man-

agement’, or, indeed, ‘integrated care’, reflecting the challenges that have been
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discussed in the context of assessing the evidence base for the impacts of integrated

care, as reported in Chap. 4. For example, Ouwens et al. (2005) presented a review

of systematic reviews of approaches seeking to improve the care for people with

chronic conditions. While broadly referring to ‘integrated care’ programmes, of the

13 systematic reviews considered, 8 were reviews of disease management

interventions, each employing a distinct definition of disease management. The

remainder reviewed some form of care or case management (two reviews), multi-

disciplinary teams/structures (two), and more generally management of patients

with chronic health problems (one). Similarly, Martinez-Gonzalez et al. (2014)

provided a meta-review of integrated care programmes for adults with chronic

conditions, of which the majority reported on disease management interventions.

As we noted elsewhere in this book (see Chap. 2), this issue is not only of

academic relevance but has important implications for practice. Empirical evi-

dence of approaches that can be subsumed under the above terms is often difficult

to compare because of a lack of clarity in defining and describing the approach

being studied. This challenge was also highlighted by Ouwens et al. (2005). They

concluded, on the basis of their review of reviews, although there was considerable

heterogeneity in interventions, patient populations, and processes and outcomes of

care, programmes under review appeared to have led to improvements in the

quality of care. Yet, they noted that the variation in definitions and components

of care, and failure to recognise these variations, could lead to inappropriate

conclusions about programme effectiveness and the application of findings in

practice.

Building on the work by Ouwens et al. (2005), this section updates and amends

an earlier rapid review of the evidence base for chronic disease management (Nolte

2017; Nolte and Pitchforth 2014). Our earlier work assessed the evidence identified

in 15 systematic reviews and meta-analyses that were published between 2004 and

2012. We complemented these with an additional eight systematic reviews, which

we identified from a separate search of PubMed (NCBI 2016) carried out to inform

Chapter 2. The review presented here is not intended to be exhaustive. Instead, we

sought to provide an overview of the nature of evidence that has been published

since the work by Ouwens et al. (2005) and to examine the extent to which recent

evidence has provided more certainty around the impacts of disease management

on service and health outcomes, and the implications of these findings in the context

of integrated care. Table 5.1 provides a summary overview of the main observations

of the 23 systematic reviews considered here.

Conditions most frequently considered in reviews were heart failure (Drewes

et al. 2012; Gonseth et al. 2004; Roccaforte et al. 2005, 2006; Takeda et al. 2012;

Whellan et al. 2005; Yu et al. 2006), diabetes (Egginton et al. 2012; Elissen et al.

2013b; Knight et al. 2005; Pimouguet et al. 2011), asthma or chronic obstructive

pulmonary disease (COPD) (Adams et al. 2007; Boland et al. 2013; Kruis et al.

2013; Lemmens et al. 2011; Niesink et al. 2007; Peytremann-Bridevaux et al. 2008,

2015), depression (Archer et al. 2012; Ekers et al. 2013; Neumeyer-Gromen et al.

2004; Thota et al. 2012), or a combination of these (de Bruin et al. 2011; Ofman

et al. 2004; Tsai et al. 2005). Definitions of disease management varied among
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studies, although all adopted a fairly comprehensive conceptualisation. Earlier

studies tended to draw on the definition by Ellrodt et al. (1997), which we described

earlier in this chapter as “an approach to patient care that coordinates medical

resources for patients across the entire delivery system”(p.1687), while more recent

reviews built on the Chronic Care Model (CCM) proposed by Wagner (1998),

which considers six elements as essential for improving chronic illness care.

Several reviews analysed primary studies that included a minimum of two discrete

interventions considered beneficial for chronic illness care, such as patient self-

management, provider feedback, structured follow-up, or role re-design (Boland

et al. 2013; de Bruin et al. 2011; Drewes et al. 2012; Knight et al. 2005; Kruis et al.

2013; Lemmens et al. 2009; Peytremann-Bridevaux et al. 2008, 2015) or a variation

of this conceptualisation (Egginton et al. 2012; G€ohler et al. 2006; Gonseth et al.

2004; Neumeyer-Gromen et al. 2004; Roccaforte et al. 2005; Tsai et al. 2005).

Three reviews focusing on depression explicitly used the concept of ‘collaborative

care’, considered to include a multiprofessional approach to patient care and care or

case management (Archer et al. 2012; Ekers et al. 2013; Thota et al. 2012).

Typically, at least half of primary studies covered by reviews were set in the

USA, followed by Australia, the United Kingdom, Canada, Sweden and the

Netherlands. Two reviews focused on studies set in the USA only (Egginton et al.

2012; Neumeyer-Gromen et al. 2004).

Studies reported on a diverse set of outcomes, reflecting the condition being

targeted. In brief, available reviews provided fairly consistent evidence of a positive

impact of disease management interventions targeting those with depression. For

example, an early meta-analysis of 102 experimental or quasi-experimental studies

targeting 11 conditions by Ofman et al. (2004) found that disease management

interventions for those with depression had the highest proportion of studies

demonstrating substantial improvements in patient care (48% statistically signifi-

cant), which was supported by evidence of significant improvements of disease

management programmes for depression severity (Neumeyer-Gromen et al. 2004).

More recent reviews focused on the impacts of disease management conceptualised

as ‘collaborative care’, and these demonstrated significant improvements in depres-

sion symptoms, patient adherence to treatment, response to treatment and satisfac-

tion with care, among other outcomes (Archer et al. 2012; Ekers et al. 2013;

Neumeyer-Gromen et al. 2004; Thota et al. 2012).

A similar consistency was found for disease management interventions targeting

heart failure. These showed for example statistically significant reductions in the

frequency of disease-specific and all-cause hospitalisations of at least 15% up to

30% and more (Drewes et al. 2012; Gonseth et al. 2004; Roccaforte et al. 2005;

Whellan et al. 2005; Yu et al. 2006), with a significant reduction in all-cause

mortality demonstrated in three of the seven reviews considered (Drewes et al.

2012; G€ohler et al. 2006; Roccaforte et al. 2005). A 2012 meta-review of meta-

analyses of heart failure disease management programmes noted that out of a total

13 reviews that reported on all-cause mortality, 6 had identified statistically signifi-

cant improvements, with effect sizes varying from 3% to 25%, mostly clustering

around 15–20% (Savard et al. 2011). Drewes et al. (2012) highlighted the
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substantial heterogeneity among findings of primary studies included in their

review, which they were unable to explain by the quality of studies, the length of

follow-up, or the number of components considered beneficial in chronic care. Two

reviews reported evidence that programmes which had incorporated a multidisci-

plinary team approach had a stronger impact on outcome measures (G€ohler et al.
2006; Roccaforte et al. 2005).

Evidence for the impact of disease management on diabetes also tended to show

beneficial effects overall, with significantly improved glycaemic control among

diabetes disease management populations compared to usual care, along with

improvements in the quality of care as measured through, for example, adherence

to treatment guidelines (Elissen et al. 2013b; Knight et al. 2005; Pimouguet et al.

2011). The overall clinical significance of observed improvements in glycaemic

control remains uncertain, although there was evidence that disease management

may be more effective for patients with poor control (Pimouguet et al. 2011).

Elissen et al. (2013b) noted that the most promising results were attained in studies

with limited follow-up (<1 year) and by programmes that included more than two

chronic care components. The review by Knight et al. (2005) further showed that

observed effects were larger for studies conducted in the USA, although the number

of trials outside the USA considered in their review was small. Overall there was

considerable variation across studies included in individual reviews in terms of

intervention delivery methods, duration and populations covered, leading Egginton

et al. (2012) to conclude that findings from their review would not allow for

recommendations for a particular type of intervention to be more effective than

another one.

Such variation was also observed in studies that examined the evidence base for

disease management targeted at people with asthma or COPD. Among these, there

was consistent evidence of significantly reduced hospitalisations among those

receiving disease management for COPD (Adams et al. 2007; Boland et al. 2013;

Lemmens et al. 2009; Peytremann-Bridevaux et al. 2008), and, possibly, asthma

(Lemmens et al. 2009). There was evidence that patients who received three or

more chronic care interventions in disease management programmes for COPD had

lower rates of hospitalisations (Boland et al. 2013). Impacts on health outcomes

were mixed across reviews, with evidence of significant improvements in some

outcomes, such as exercise capacity in COPD patients (Peytremann-Bridevaux

et al. 2008), and measures of quality of life among patients with asthma (Lemmens

et al. 2009; Pimouguet et al. 2011) or with COPD (Boland et al. 2013; Niesink et al.

2007; Peytremann-Bridevaux et al. 2008). Evidence of impact on mortality was

more difficult to interpret. For example, Peytremann-Bridevaux et al. (2008)

estimated, on the basis of ten studies, a trend for reduced mortality, while Boland

et al. (2013), based on the findings of six primary studies, found a small but

significant reduction in all-cause mortality (0.70, 95% CI 0.51–0.97). However,

similar to reviews of disease management targeting diabetes or heart failure,

findings of primary studies included in reviews of COPD interventions were

heterogeneous, varying by study-, intervention-, and disease-characteristics, and it
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remains unclear which specific components of interventions have the greatest

benefit.

Few studies explicitly considered costs, and where they did, the evidence tended

to be inconsistent (Egginton et al. 2012; Neumeyer-Gromen et al. 2004; Ofman

et al. 2004). De Bruin et al. (2011) reviewed the impact of disease management

programmes on health care expenditures for patients with diabetes, depression,

heart failure or COPD. Of 31 studies reviewed, 21 reported incremental health care

costs per patient per year, and of these, 13 demonstrated evidence of cost savings

but observed effects were typically not statistically significant or not tested for

statistical significance. Conversely, Boland et al. (2013), in a review of the eco-

nomic impact of disease management programmes targeting COPD specifically,

found these to lead to hospitalisation savings of 1060 € (95% CI: 80–2040 €) per

patient per year and savings in total health care utilisation of 898 € (95% CI:

231–1566 €). The review further demonstrated indicative evidence that COPD

disease management led to greater savings in studies of patients with severe COPD

or those with a history of exacerbations. However, heterogeneity of studies included

in either review remains a considerable challenge, with variation in the intervention

(content and type) and study design. De Bruin et al. (2011) highlighted variation in

the economic evaluative approach chosen, the type of direct health care costs and

cost categories considered, alongside lack of reporting on reliability of estimates as

a particular challenge to deriving comparative estimates. This highlights the need

for higher quality studies.

5.4 Interpreting the Existing Evidence Base

The interpretation of evaluation findings such as those presented here will have to

be placed in the context of programme implementation specifically and issues

around evaluation more broadly (Nolte et al. 2012a). For example, where an

evaluation finds improvements in process indicators (suggesting improved quality

of care) but not in outcomes, this might be because the length of evaluation was not

sufficient to demonstrate health improvements. Likewise, an evaluation might find

that a given intervention improved outcomes for a subgroup of participants only;

this might indicate that the intervention was suboptimal or not sufficiently targeted

at those who would benefit most. Also, intervention effect will differ by

disease type.

This is reflected in the overarching findings of our review. We found fairly

consistent evidence that disease management can have beneficial impacts on

outcomes for those with depression, both in terms of disease severity and treatment

response. Similarly, for those with heart failure, existing evidence points to benefi-

cial effects of disease management on measures of utilisation (reduced hospital use)

and outcomes (reduced mortality). Evidence of the impact of disease management

on diabetes outcomes remains less certain, however. While some interventions are

frequently found to have statistically significant impacts on glycaemic control,

which typically forms the primary outcome, the clinical importance of observed
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reductions remains questionable. Likewise, for COPD, the impact of disease man-

agement on outcomes tends to be less consistent, with the possible exception of

exercise capacity and quality of life. However, available evidence does consistently

demonstrate reduced hospitalisation, which has been shown to lead to actual

savings in one review (Boland et al. 2013).

The majority of studies reviewed here echo the concerns reported by Ouwens

et al. (2005), confirmed by a recent review of the same topic (Martinez-Gonzalez

et al. 2014). Thus, it remains challenging to interpret the evidence from existing

primary studies, which tend to be characterised by heterogeneity in the definition

and description of the intervention and components of care under study. In this

respect, the conclusions by Ouwens et al. (2005) still seem to hold, namely that

variation in definitions and components of care, and failure to recognise these

variations, might lead to inappropriate conclusions about programme effectiveness

and the application of findings. While this further underlines the continued need for

the use of consistent definitions and of better description of the content of

interventions to enable comparison, evidence presented here does allow for some

observations suitable to inform the further development of approaches to more

effectively address chronic conditions.

Thus, available evidence points to the value of multifaceted approaches to

enhance outcomes of those with chronic disease. For example, reviews that exam-

ined the impact of different care components highlighted an association between

the format or ‘modality’ of the intervention and reported outcomes (Elissen et al.

2013b; G€ohler et al. 2006; Roccaforte et al. 2005). Evidence from collaborative

care models for the management of depressive disorders suggested that

interventions were more effective when based in the community or that involved

nurses as case managers (Thota et al. 2012). Further, Ekers et al. (2013) found that

nurse-delivered treatment based on a collaborative care approach was effective in

the treatment of depression in patients who also had at least one physical health

problem, such as arthritis, cancer, coronary heart disease or stroke. Similarly, for

persons with heart failure, the impact on outcomes was found to be stronger for

those interventions that incorporated a multidisciplinary team approach (G€ohler
et al. 2006; Roccaforte et al. 2005), while disease management interventions that

had a multimodal format according to the Chronic Care Model resulted in lower

hospitalisation rates among patients with COPD compared with control groups

(Adams et al. 2007; Boland et al. 2013), which in turn was linked to cost savings

(Boland et al. 2013).

Other evidence points to the need to develop approaches that more specifically

target those who are most likely to benefit. For example, Pimouguet et al. (2011)

showed how diabetes disease management may be more effective for patients with

poor glycaemic control. Similar findings were reported for a large population-based

diabetes care intervention in the Netherlands (Elissen et al. 2012), although requir-

ing further confirmation (Elissen et al. 2013a).

It is notable that in selected studies reviewed here the reported evidence tended

to be stronger for primary studies undertaken in the USA compared to elsewhere.

This was the case for disease management for diabetes (Knight et al. 2005) and
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collaborative care programmes for depression (Ekers et al. 2013). Given that much

of the available evidence tends to originate from the USA, these findings highlight a

need for caution when considering transferring models across countries with differ-

ent health systems, and for developing a more robust evidence base to demonstrate

that relevant models are effective outside the US context (Nolte and McKee 2008b;

Ekers et al. 2013).

5.5 Conclusions

This chapter has reviewed the recent evidence base on the effectiveness of disease

management strategies and programmes. We show that, overall, disease manage-

ment holds promise to improve processes and outcomes of care but evidence that is

available tends to be limited to a small set of conditions only. Arguably, by

restricting the review reported here on published systematic reviews we will have

missed more recent evidence from primary studies that have investigated the impact

of disease management on a broader range of conditions.

We show that there is emerging evidence that provides important insights into

how disease management approaches that employ a multifaceted strategy and target

those most likely to benefit are more likely to enhance outcomes of those with

chronic disease. However, one fundamental issue remains, which is related to the

need to develop a system-wide model of care for patients with chronic disease.

Disease-specific approaches such as disease management programmes are ill-suited

to meet the needs of the typical patient in primary care who frequently has multiple

health problems with complex needs (Nolte and McKee 2008b). The rapid rise of

those with multiple care needs is of particular concern to all health systems. The

nature of multiple chronic conditions creates a challenging spectrum of health care

needs in itself, with further complexity added to in cases of increasing frailty at old

age in particular, involving physical, developmental, or cognitive disabilities. This

complexity of health and care needs requires the development of delivery systems

that bring together a range of professionals and skills from both the cure

(healthcare) and care (long-term and social care) sectors (Nolte and McKee 2008a).

More generalist approaches such as integrated care models that are being

implemented in a range of European countries are potentially better equipped to

respond to more complex patient needs, while disease management can form an

important instrument within integrated care strategies. There remains a need for

more systematic evaluation of new models of care as a means to inform the

development of efficient and effective interventions to address the growing burden

of chronic conditions in Europe and elsewhere.
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Discharge and Transition Management
in Integrated Care 6
Dominika Urbanski, Anika Reichert, and Volker Amelung

6.1 Introduction

A key part of integrated care is to ensure a continuous pathway for a patient when

being transferred from one healthcare sector to another. Discharge planning and

management tries to achieve exactly that. The discharge process demonstrates

excellently the need for integrated care. In almost no other part within the care

process one can see a clearer clash of different (a) settings and capacities,

(b) personal resources and professional cultures, (c) reimbursement and payment

schemes, (d) care and medication procedures, (f) usage of (information)

technologies, (e) professional cultures and (f) interests. The importance of each of

these aspects depends significantly on the degree of pressure each entity within the

healthcare system and their sub-systems has to face. For example, the higher the

pressure in the hospital sector, the more likely hospitals will optimize their part in

the value chain according to their specific interests. This is not necessarily in the

best interest of the entire healthcare system—or even the patient.

The following chapter describes what discharge management entails, why it is

needed in health care systems and in what different ways it can be organized. In

conclusion, discharge management is an essential part of providing integrated care

in all health systems, but there is still a long way to go to guarantee adequate

transitions for patients in most (if not all) health systems.
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6.2 What Is Discharge Management?

Despite its importance there is no universal definition of the concept of discharge

management. Instead, various descriptions can be found in the literature. Taking a

very broad perspective, discharge and/or transition management encompasses any

transfer of patients between sectors of care delivery, between care givers or

providers, or from one setting to another (Chenoweth et al. 2015). It not only

describes the planning and guaranteeing of continuity of care (Wong et al. 2011),

it also entails “the transfer of professional responsibility and accountability for

some or all aspects of care for a patient, [. . .], to another person or professional

group, on a temporary or permanent basis” (Toccafondi et al. 2012, p.i58), includ-

ing the transfer of budgetary responsibility (Wong et al. 2011).

In the following we focus on a more narrow scope and use the term discharge

management to describe the process of patients leaving the temporary inpatient care

setting and entering the outpatient care setting, which can be either the patient’s

home or long-term care institution. The inpatient setting does not only refer to an

acute hospital, it also includes inpatient rehabilitation settings (Müller and Deimel

2013).

6.3 Why Discharge Management?

Discharge management appears to be almost an inevitable component of (health)

care delivery in modern healthcare systems. The desire to enhance patient empow-

erment and their satisfaction in order to improve medical outcomes, save costs and

meet the demographic challenges supports the need for organizing and optimizing

the discharge process. The relevance of well-organized and planned discharge

processes arises from the fact that patients who are discharged from hospitals

experience higher mortality and morbidity risks which are not only related to

medical factors, but may also be linked to social and health service backgrounds

(Escobar et al. 2015; Yiu et al. 2013). Patients are especially vulnerable in the

period during or directly after discharge (Philibert and Barach 2012). Therefore, the

need for discharge planning results from several different factors interacting with

each other. The following trends within healthcare systems contribute to the

growing importance of managing the interface between out- and inpatient care

adequately.

6.3.1 Demographic Challenges

The starting point is -as in many other respects -the demographic challenge as one

of the main drivers for the need of discharge management. First of all, there is a

simple numeric effect: with an increased average life expectancy the risk of being

hospitalised once or more often in life also rises. Hospitalised patients often suffer

from worse health and are on average older than those treated in outpatient settings
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(Abad-Corpa et al. 2013; Mohr 2009). For example, older people make up only

13% of the U.S. population and 14% of the Canadian population but they are

responsible for 45% (USA) respectively 50% (Canada) of the hospital costs (Fox

et al. 2013). In older age, not only chronic illnesses are more common, also multi-

morbidity becomes more likely. This means that in many societies the share of

people who are dependent on repeated inpatient medical care which needs to be

coordinated with long-term and social care is increasing.

Besides the simple effect of higher age, changes lifestyles and family situations

play a role when it comes to discharge management. In many western societies an

increasing number of people -especially the elderly -lives alone without the support

of families or communities readily available. This is why the patient’s living

situation and social network needs to be considered at the point of discharge and

when planning follow-up care. For example, the type and amount of care needed by

an old patient with a hip fracture who lives with family members in a house with a

ground floor will differ from the care needed by a patient with the same age and

condition who lives alone in an apartment on the fifth floor with no elevator

(Wehmeier and Schäfer 2013). Transition planning is particularly necessary as

the treatment process and its outcome within the inpatient sector are mutually

interconnected with the medical, but also the social and nursing situation of a

patient. Not only do patient factors impact whether and how a patient needs to be

treated in hospital. A patient’s mobility, quality of life, need for care and nursing,

and ability for social inclusion may all be changed as a consequence of hospitaliza-

tion (Deimel 2013). Patients may (at least temporarily) lose their independence-

especially if they are older (Bender 2013).

6.3.2 Rising Costs and Financial Pressure

Financial pressure has increased dramatically in almost every health system due to

constantly rising costs. This however increases the tendency of single providers or

sectors to act in their own interests which may not necessarily be in the best interest

of the entire healthcare system - and most likely even less in the interest of the

patient. One result of the ongoing budget constraints in the inpatient sector is the

trend of shifting procedures from the inpatient setting into the outpatient setting.

However, in the long run this may lead to higher total costs. In the US, almost 20%

of elderly patients are readmitted to a hospital within one month after discharge

(Shu et al. 2011). This does not only lead to rising costs, it also leads to increased

suffering by the patients. Studies have shown that discharge management can

reduce readmission and mortality rates (Shu et al. 2011). The financial incentives

for effective discharge planning are considerable and relate to reduced

readmissions, keeping patients in their homes and out of residential care

(Chenoweth et al. 2015) or freeing up acute beds (Atwal et al. 2002). It is assumed

that approximately 30% of discharges in the United States are delayed due to

non-medical reasons, including inadequate assessment of the patient and lacking

knowledge of a patient’s social environment, problems in the organization of
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follow-up care, delays in the ordering of transportation means for the patient

(to their homes etc.) and poor communication between hospitals and outpatient

service providers (Shepperd et al. 2013). More and more reimbursement systems

focus on some kind of guarantees which have to be met by the hospitals. For

example in the German DRG system, insurance companies will not reimburse the

hospitals for patients with certain defined indications if they had been readmitted

within a defined period of time after discharge.

6.3.3 Declining Length of Stay

The average length of hospital stay has declined in many countries over the past

years (see Fig. 6.1, also Eurostat 2015). In the EU member states it dropped from

9.6 to 7.8 days between 2000 and 2012 (OECD 2014). Even though these numbers

do not say much about the quality of care as such, they do imply that the process of

entering and leaving the hospital setting needs to be optimized to guarantee the

same quality of care in a shorter period of inpatient time. It also means that patients

leave the hospital more vulnerable than they used to. They often still require

intensive and specific care -which should preferably be closely coordinated with

the care received in the inpatient setting. However, it may be challenging for the

outpatient setting to maintain the intensity of care provided in the inpatient unit

(Deimel 2013). In Germany for example, hospitals have access to more expensive

medications. The continuous treatment with the same products can therefore cause

financial problems for ambulatory care providers due to their more restrictive

budgets. A decline in the length of stay further implies an increase in interfaces

as patients have more care needs and thus more providers need to be involved and

coordinated. Given this context, it is particularly important that the transition

between hospitals, general practitioners (GPs), social care and other providers

works well.

6.3.4 Financing and Reimbursement Systems

As mentioned before, there is a variety of financing systems and responsibilities

involved in the process of discharge management and they usually co-exist without

cooperation between systems. Discharge management is especially needed in

systems that are still organized in silo-structures. The silo-analogy refers to the

coexistence of structures which are not interacting with each other. For example, in

Germany both the in- and the outpatient sector have strictly separate budgets and

the health and social care sector are even financed by a different insurance system.

The DRG (Diagnosis-Related Groups) systems, and other comparable systems

which are used for reimbursement in the hospital sector in many countries, provide

a fixed payment per patient based on the average costs of patients with a compara-

ble condition. The less the patient costs - i.e. the shorter the stay of the patient - the

more the hospital can profit. Increasing competition between hospitals adds to the
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pressure hospital providers face nowadays. These factors lead to a strong focus on

economic efficiency and cost reductions. In the example of Germany, the introduc-

tion of the DRG system has brought about some important changes, highlighting the

importance of discharge management. Previously, the financing system allowed the

hospital to take into consideration the individual situation of a patient and even

postpone the discharge if there was nobody to care for the patient in the outpatient

setting. This became less common (and financially unbearable) under the DRG

system (Mohr 2009). The revolving-door effect mentioned in this context refers to a

situation where patients are discharged “too early” and re-enter the inpatient setting

within a few days after discharge. Reasons for this include a lack of or inappropriate

provision of care in the outpatient setting. Numbers from the United States under-

line this vividly: approximately one fifth of Medicare beneficiaries who are

discharged from the hospital re-enter the inpatient setting within 30 days of

discharge. Half of them had no contact to a GP during the outpatient time

(Hennessey and Suter 2011).

Organising care in a coherent and coordinated way is particularly difficult in the

context of economic pressure that most or many health systems face today. This,

together with the divided financing and reimbursement systems, does not foster but

work against integration and cooperation. Services that focus on organizing and

managing the transition of patients are oftentimes not or not sufficiently

remunerated as each sector calculates their costs separately. This means that

shifting cost from the inpatient to the outpatient sector by discharging as early as

possible appears rational from the perspective of the inpatient sector but may in the

long run lead to higher costs for the health system - and to a poorer medical

outcome for the patient. However, this does not mean that discharging patients

early is never an optimal choice. Looking at COPD patients for example, finding

alternative ways to treat patients outside of hospitals is an important factor for

minimizing cost. The key is well-designed discharge planning to make early

discharge a fruitful way for all actors, including the patients (Escarrabill 2009).

Fig. 6.1 Average length of stay in hospitals for all causes, 2002 and 2012 (or nearest year).

Source: OECD Health Statistics, 2014, own diagram
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6.3.5 The Need to Manage Complexity

Discharging a patient from the hospital into the outpatient sector or the long-term

care sector is a process involving many different actors and systems. According to

Deimel et al. (2013), there are six main areas that the discharge process potentially

has to cover: medicine, rehabilitation, nursing care, medical aids, social care and

relatives (see Table 6.1). Usually, more than one of these areas or actors has to be

involved in the discharge process. It is important to note again that the process does

not only involve professional actors, but also the social environment of a person.

Discharge management is thus a multidisciplinary process focusing on many

aspects of a patient’s life.

Given a high degree of specialization of hospitals, the complexity and the

number of actors that have to be coordinated increases. Instead of one regional

hospital there are often many specialized clinics treating patients. In many

countries, the general practitioner (GP) takes a large share of the responsibility in

guaranteeing the follow-up treatment but is often not sufficiently informed about

the treatment the patient received in the hospital (Hesselink et al. 2014; Harbord

2009). The fact that various independently operating actors - such as social care

institutions, specialists and therapists, nursing providers, or pharmacists - may be

responsible for the same patient further adds to the challenge of providing continu-

ous care. To guarantee seamless care, sectors must communicate and exchange

information (Mohr 2009). This does not only require the exchange of medical or

social information but also the clarification of responsibilities between actors. The

latter is often unclear, especially when multi-morbid patients leave the hospital

setting, needing services of different specialized providers (Hennessey and Suter

2011). Gaps in the delivery of care may particularly result from patients being

discharged on weekends, when the GP or a follow-up care specialist are not

available, or adequate medication, medical aids or else cannot be provided in

time. Furthermore, many communication systems are not compatible between

sectors or providers. These factors may lead to patients receiving wrong or inap-

propriate treatment and increase the risk of adverse effects such as a longer length

of stay or a higher proportion of readmissions. This in turn, may cause patient

dissatisfaction and increased health care expenditure (Drachsler et al. 2012). To

guarantee seamless delivery of care, professional discharge and transition manage-

ment is key (Harbord 2009) and implementing it successfully requires a clearly

defined regulatory and legal framework.

6.4 How to Put Discharge Management into Practice

„Effective discharge planning requires capacity planning, performance review, hospital
discharge policies, and healthcare providers/stakeholders agreements. There is clear
evidence and wide agreement among healthcare providers/stakeholders that a
standardized and policy-driven protocol [is] important to an effective discharge planning.”
(Wong et al. 2011, p. 9)
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To date, many different attempts and models to organize the discharge and transi-

tion process exist. They vary not only across but also within health systems.

However, this diversity has not yet led to a clear “best-practice” model. Instead,

discharge management processes in general leave a lot of room for improvement to

guarantee optimal care for the patients, but also their relatives, the caring

institutions and other partners (Deimel 2013).

Overall, research draws a rather negative picture of the situation of discharge

management, pinpointing to a lack of effectiveness in daily practice, a lack of clear

strategies and challenges in evaluating interventions (Hesselink et al. 2014).

Among others, the difficulty of changing behaviours of providers is being

widely emphazised and discussed. Inefficiencies caused by poor information

exchange, poor coordination of care and poor communication between the vari-

ous providers as well as between providers and patients lead to - oftentimes

preventable - readmissions (Hesselink et al. 2014). The HANDOVER project

which was initiated in 2008 and funded by the European Union’s Seventh Frame-

work Programme aimed at investigating and defining how to best improve the

discharge process. In this project, researches from Italy, the Netherlands, Poland,

UK, Spain and Sweden as well as from the United States and Australia worked

together (Philibert and Barach 2012). The research group identified among other

things barriers to transitions, which include “time constraints and low prioritisation

of discharge communication, pressure on available hospital beds, and variability in

patient and family member involvement in discharge planning” (Philibert and

Barach 2012, p.i1).

Table 6.1 Sectors and actors involved in follow-up care, Source: Adapted from Deimel et al.

(2013)

Follow-up care sectors

Medicine Nursing care

Physician and specialist care Ambulatory care services

Diagnostics Care consultation services

Therapy in another hospital Partial in-patient and in-patient care services

Wound management

Nutrition therapy

Drug management

Rehabilitation Aids

In- and out-patient rehabilitation Movement

Physiotherapy Home support

Ergotherapy Medical devices

Speech therapy

Social Relatives

Housing and financing matters Out-patient assistance/support

Psychosocial services In-patient care services

Severe disability Short-term nursing
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The diversity in discharge practice is reflected in the various categorizations of

discharge management that can be found in the literature. For exam-

ple, interventions or models can be categorized based on the time of care they

focus on. Tang et al. (2014) suggest a categorization into pre-discharge, post-

discharge and bridging-interventions (see Fig. 6.2).

For each of these three phases of discharge management, various different

models of integrating health care and organizing discharge management can be

further identified and applied. Burns and Pauly (2002, p.136ff) for example suggest

four models of integrated health care within hospitals, which can be also applied to

models of organizing discharge management:

1. Customized integration and disease management, describing the tailored inte-

gration around diseases or individuals (case management and disease manage-

ment), oftentimes covered by public health insurance programs

2. Co-location of care, describing joint-venture collaborations including the relo-

cation of personnel to foster interaction and integration.

3. IT-integrated health care, describing the integration through technologies such

as electronic health records, automated drug dispensing, remote patient

monitoring etc.

4. Patient-integrated health care, empowering the individuals as gatekeepers of

their own health.

If the outpatient and social care sector would be added, the list would likely grow

longer. Nevertheless, these four models show clearly how many different ways

exist to put discharge management into practice. No matter which phase of the

Fig. 6.2 Discharge interventions according to Tang et al. (2014)
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discharge process and which model is chosen, it is important to take a professional

approach.

6.4.1 Professionalization of Discharge Planning

Discharge management, if primarily understood as the process of leaving the

inpatient setting, is to a large extent seen as the responsibility of the hospitals.

Even though the process is multi-professional and multi-dimensional, it is

(or should be) initiated in the hospital - some argue as soon as the patient enters

the hospital (Deimel 2013; Müller and Deimel 2013). Planning and managing the

discharge process of patients is, as should be evident by now, a very complex task.

Therefore, it is quite surprising that a recent survey of hospital managers in the

United Kingdom found that case managers responsible for discharges seldomly had

certifications or long time experiences in discharge planning (Chenoweth et al.

2015).

Effective discharge management needs the cooperation of various actors within

a complex setting: The hospitals with their doctors, social services, nursing

services, the specialists and practitioners in the outpatient setting, pharmacies,

and rehabilitation or care institutions (Pilgrim and Kittlick 2013). In this context,

the call for a professional and qualified discharge manager who is responsible for

navigating the patient through this complex system is not surprising (Deimel et al.

2013; Harbord 2009; Hennessey and Suter 2011; Wong et al. 2011). Communica-

tion among the various actors needs to be organized and professionalized since they

are not used to interact in their regular day-to-day work (Mohr 2009). Defining a

responsible person in charge of this process has proven to be helpful to achieve

successful communication (Wong et al. 2011). In Germany, the responsibility for

discharge management was for the longest time with the social services, but over

time has been shifted to the nursing services of the hospital. The responsible

departments guarantee that the patients receive all services they are entitled to,

manage the initiation of nursing care, help with financial as well as housing

questions, and initiate psychosocial interventions if needed. However, the degree

to which these agencies are responsible and capable varies from hospital to hospital.

In the Anglo-American health care systems, it is common to find a “discharge

planner” who is responsible for the adequate discharge of the patients. In these

systems, discharge management also includes the empowerment and active

involvement of the patients (Müller and Deimel 2013). Still, the work initiated in

the hospital is often not adequately continued once the patient leaves the inpatient

setting (Pilgrim and Kittlick 2013).

Frequently, GPs take the lead and responsibility for coordinating the patient’s

care. However, it was found that they are often very challenged by these tasks,

especially due to a lack of communication and information. They further do not feel

sufficiently rewarded for this work (Philibert and Barach 2012). Short-notice

releases of patients from the hospital that do not allow enough time to initiate

follow-up care add to the challenge (Müller 2013). Not only the outpatient doctors
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see the inter-sectoral cooperation as being problematic at times; the inpatient

doctors also voice concerns. They complain, for example, about the resistance of

GPs to continue or at least take into account the care provided in the inpatient

setting (Dienst 2013). The outpatient doctors, in contrast, point out delays in

receiving discharge documents from the hospital or receiving incomplete

documentations. Information technology may help improving this process in the

future.

6.4.2 Integrating Various Components

Evidence seems to suggest that only discharge programs including various

interventions are successful in improving care and reducing hospital readmissions.

“In a recent systematic review, no single intervention was found to be associated

with a reduced risk for 30-day readmissions” (Tang et al. 2014, p.1513).

Even though many tools currently in use have been evaluated, there is a lack of

clear evidence of their effectiveness. Limited evidence exists for the effectiveness

of discharge planning reminders, financial incentives and penalties. The effects of

including discharge management in the medical curriculum and of feedback forms

and other ways to trigger provider reflections are also not clear (Hesselink et al.

2014). A systematic review of literature assessing post-discharge telephone calls

and their impacts found no clear evidence of their effects on readmission, emer-

gency department use, patient satisfaction and well-being as well as follow-ups

(Bahr et al. 2014).

However, evidence regarding models that integrate various components into the

discharge process seem to be more conclusive. In the United States, for example, an

integrated post-discharge transitional care program entailing a disease-specific care

plan, follow-up phone calls, hotline counselling and referrals to hospital-run clinics

significantly decreased readmissions within 30 days after discharge (Shu et al.

2011).

The finding that integrated approaches are more fruitful is not surprising when

keeping in mind that inefficiencies are rooted in various factors. These can be

divided into those related to attitudes and behaviours, to processes (such as missing

guidelines), to technical problems (such as lacking electronic information

exchanges) or patients (Hesselink et al. 2014). Addressing just one factor is unlikely

to have a strong impact given the complex context. Effective tools need to go hand

in hand with training, reimbursement, policies and enabling organizational

structures. Further they must include the patient’s preferences (Drachsler et al.

2012; Hesselink et al. 2014).

6.4.3 Patient Involvement

Patients who experience discharge management are more satisfied with the care

they received in and outside the hospital than those who did not receive this service
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(Abad-Corpa et al. 2013; Shepperd et al. 2013). This introduces another important

actor of the discharge process, who is often not sufficiently included as an active

participant in the care process: the patient. The mostly passive role of the patient to

date is slowly changing in many aspects of the health care system, but particularly

in successful discharge management. The patient is an important, if not the most

important, actor in the process of care after treatment. This is also reflected in the

shift of responsibilities: Patients are becoming increasingly responsible for their

own health and wellbeing. One crucial component needed for patients to assume

a more active role is information and education which they increasingly demand

and wish for (Mohr 2009). Research shows that the patient’s involvement is

positively influenced when she or he is provided with information regarding the

discharge - written or verbal - and when she or he isgiven guidance, for example via

counselling, follow-up calls, or home visits (Hesselink et al. 2014). If not informed

and integrated appropriately, patients may not be able to meet the expectations of

being responsible actors in this process (Philibert and Barach 2012). Discharge

management should not only aim at improving coordination of care, but also at

including the patients into decision-making processes (Abad-Corpa et al. 2013).

Bender (2013) summarizes the findings of various studies highlighting the main

problems patients and their relatives experience during the discharge process.

These problems can be encountered pre-discharge, inside the hospital setting during

the discharge process and post-discharge, in the outpatient setting (see Fig. 6.3).

Besides the patients themselves, their relatives are important actors to be involved

in discharge management. Relatives often bear a large share of the responsibility of

providing and guaranteeing immediate follow-up care after patients are discharged

(Pilgrim and Kittlick 2013). Informing them in a timely manner about the various

challenges, changes and needs will lead to better care for the patients.

6.4.4 Information Exchange and Technology

Another common challenge related to planning discharge processes is connecting

the various actors. Technology can help improve this process by, for example,

enabling care providers to communicate via a common electronic patient record

(Pilgrim and Kittlick 2013). In many countries, such records are already being

widely used. Other countries, such as Germany, are far behind—especially due to

restrictive data protection policies (Amelung et al. 2016).

For successful discharge planning, it is crucial that relevant information is

exchanged between care providers and that it is available for the follow-up care

givers as soon as possible. This also includes the need for complete, accurate and

understandable documents as well as the adequate transmission of information

which can be via the patient or electronic means (Hesselink et al. 2014). The review

by Hesselink et al. (2014) finds that using standardised procedures such as dis-

charge letter templates, planning guidelines, or medication reconciliation checklists

has proven to be an effective tool.
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6.4.5 Early Initiation and Predictive Models for Discharge
Management

Besides coordinated communication, the importance of an early initiation of the

discharge process is emphasized, so that the various actors involved can be

contacted and coordinated as needed (Harbord 2009). This should also include

early screening of high-risk patients upon admission (Wong et al. 2011; Müller and
Deimel 2013). Early initiation of discharge processes has been shown to lead to a

significant reduction in re-admission rates one and twelve months after discharge

from the hospital compared to standard care (Fox et al. 2013). Early initiation of

discharge management was defined as initiation during the acute phase of the

medical condition. If patients were readmitted, early discharge management

reduced the average hospital stay by 2½ days. Mortality, however, did not vary

between the treatment and the control group. Not just early discharge management,

but any discharge management has been shown to have a positive effect on the

length of hospital stay, especially for elderly patients, and re-admission rates

(Shepperd et al. 2013; Rennke et al. 2013).

Models that predict the likelihood of readmission and the occurrence of health

problems are a useful tool to support early initiation of the discharge process. Such

models can be used to guide discharge planning before the patient gets discharged.

Administrative data are fed into the system. However, Escobar et al. (2015) found

such models to rarely incorporate clinical and patient-reported data. In the United

States, organisations such as Kaiser Permanente are increasingly using information

from electronic medical records (EMR) for predictive models to generate scores

indicating the severity of illness and longitudinal comorbidity (Escobar et al. 2015).

Using the information and infrastructure available, Escobar et al. (2015) developed

Fig. 6.3 Problems experienced with discharge management by patients and relatives. Source:

Adapted from Bender (2013)
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a predictive model that calculates a 7- and 30-day risk estimate to inform inpatient

care givers as well as case managers outside the hospital setting to help preparing

service delivery.

6.5 Conclusion

Discharge management is an essential—if not the essential—part of providing

integrated care in all health systems. However, there is still a long journey towards

guaranteeing adequate transitions for patients in most (if not all) health systems.

Discharge management is one of the traditional managed care approaches which

potentially leads to both—higher quality and reduced costs. The major challenge

for its success is the existence of conflicting interests within the different sectors of

the health care provision which come together in this process. If hospitals are not

integrated in a larger system with a single financial responsibility for a defined

population they will continue to optimize their individual value chain. Therefore, an

adequate reimbursement system such as bundled payments is essential to enable a

functioning discharge management system. Secondly, the different professional

cultures in the various sectors need to be addressed adequately to be of value to

the patient and not a barrier to optimal treatment. It must be in the interest of all

parties to internalize the discharge management interfaces within a network of

providers.

One factor is important to keep in mind: organizing and sustaining successful

discharge management requires resources and comes at a cost (Shepperd et al.

2013). However, in the long run discharge management has high potential for

increasing the efficiency of health systems. It has been shown that professionalising

discharge management can lead to reduced costs for health care provision

(Shepperd et al. 2013). Nevertheless, coherent and reliable evidence is still missing.

References

Abad-Corpa, E., Royo-Morales, T., Iniesta-Sánchez, J., Carrillo-Alcaraz, A., Rodrı́guez-

Mondejar, J. J., Saez-Soto, A. R., & Vivo-Molina, M. C. (2013). Evaluation of the effective-

ness of hospital discharge planning and follow-up in the primary care of patients with chronic

obstructive pulmonary disease. Journal of Clinical Nursing, 22, 669–680.
Amelung, V., Bertram, N., Binder S., Chase, D. P. & Urbanski, D. (2016). Die elektronische

Patientenakte. Fundament einer effektiven und effizienten Gesundheitsversorgung. Stiftung

Münch (Hrsg.), medhochzwei.

Atwal, A., & Caldwell, K. (2002). Do multidisciplinary integrated care pathways improve

interprofessional collaboration? Scandinavian Journal of Caring Sciences, 16, 360–367.
Bahr, S. J., Solverson, S., Schlidt, A., Hack, D., Smith, J. L., & Ryan, P. (2014). Integrated

literature review of postdischarge telephone calls. Western Journal of Nursing Research, 36,
84–104. doi:10.1177/0193945913491016.

Bender, T. (2013). Kritische Analyse aus Sicht des Patienten/Angeh€origen. In D. Deimel & M. L.

Müller (Eds.), Entlassmanagement. Vernetztes Handenln durch Patientenkoordination
(pp. 12–14). Stuttgart: Thieme.

6 Discharge and Transition Management in Integrated Care 109

http://dx.doi.org/10.1177/0193945913491016


Burns, L. R., & Pauly, M. V. (2002). Integrated delivery networks: A detour on the road to

integrated health care? Health Affairs, 21, 128–143. doi:10.1377/hlthaff.21.4.128.
Chenoweth, L., Kable, A., & Pond, D. (2015). Research in hospital discharge procedures addresses

gaps in care continuity in the community, but leaves gaping holes for people with dementia: A

review of the literature. Australasian Journal on Ageing, 34, 9–14.
Deimel, D. (2013). Einleitung allgemeiner Teil. In D. Deimel & M. L. Müller (Eds.),

Entlassmanagement. Vernetztes Handenln durch Patientenkoordination (pp. 2–5). Stuttgart:

Thieme.

Deimel, D., Kuß, A., & Ossege, M. (2013). Positionspapier: Entlassmanagement im Krankenhaus.

Retrieved from http://www.bmcev.de/fileadmin/Daten/Positionspapiere/BMC-Positionspapier-

Entlassmanagement_Langfassung.pdf

Dienst, S. (2013). Kiritsche Analyse aus Sicht eines Krankenhauses. In D. Deimel & M. L. Müller
(Eds.), Entlassmanagement. Vernetztes Handenln durch Patientenkoordination (pp. 21–25).

Stuttgart: Thieme.

Drachsler, H., Kicken, W., van der Klink, M., Stoyanov, S., Boshuizen, H. P. A., & Paul, B. P.

(2012). The Handover Toolbox. A knowledge exchange and training platform for improving

patient care. BMJ Quality and Safety, 21, i114–i120. doi:10.1136/bmjqs-2012-001176.

Escarrabill, J. (2009). Discharge planning and home care for end-stage COPD patients. The
European Respiratory Journal, 34, 507–512. doi:10.1183/09031936.00146308.

Escobar, G. J., Ragins, A., Scheirer, P., Liu, V., Robles, J., & Kipnis, P. (2015). Nonelective

rehospitalizations and postdischarge mortality. Predictive models suitable for use in real time.

Medical Care, 53, 916–923.
Eurostat. (2015). Hospital discharges and length of stay statistics. Retrieved from http://ec.europa.

eu/eurostat/statistics-explained/index.php/Hospital_discharges_and_length_of_stay_statistics

Fox, M. T., Persaud, M., Maimets, I., Brooks, D., O’Brian, K., & Tregunno, D. (2013). Effective-

ness of early discharge planning in acutely ill or injured hospitalized older adults: A systematic

review and meta-analysis. BMC Geriatrics, 13, 1–9.
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Mobile Sensors and Wearable Technology 7
Christopher A. Yao and Kendall Ho

The recent surge of innovative approaches to improve health has garnered a lot of

public interest and become a major frontrunner in the consumer technology market.

With this gaining momentum, wearable devices to measure individuals’ physiology

such as heart rate and activity levels have become highly popular, increasingly

pervasive, and are creating a cultural shift to help people to collect, quantify, and

observe their own data relating to their behaviours in day-to-day life. This

“quantified self” can increase self-awareness regarding their behaviour and impact

positively on their overall health and well-being (Swan 2009). With the potential to

change health behaviour through these platforms, the general public has the ability

to be more engaged and participatory in their own health.

7.1 Commercial Mobile Sensors and Wearable Technologies

The allure of these commercially available devices is the ability to provide an array

of program features such as reward systems, opportunities for social interaction,

and measured behavioural outcomes, which can increase motivation to engage in

healthier behaviours. With these novel features, along with perceptions of

affordability, practicality, and ease of use, overall attitudes and adoption of these

devices have improved considerably (Gao et al. 2010; Kim and Shin 2015). One of

the most compelling features is the use of various self-regulation strategies to help

individuals improve exercise motivation and behaviour. Individuals can understand

and recognize the necessary steps to change their own behaviour through the use of

these devices, which can create a foundation for integrated approaches to health and

patient care.
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Currently, consumers keen on adopting a healthy and fitness-based lifestyle can

purchase wearable technology from a plethora of manufacturers from Fitbit, Jaw-

bone, Garmin, Apple, Samsung, Motorola, and even Swarovski. These devices are

able to consolidate the various functions found in accelerometers, pedometers,

GPS, and heart rate monitors into one device. They can then provide useful

measurements and feedback on variables such as step counts, physical activity

intensity, total daily energy expenditure, sedentary activity and sleep quality.

Recent literature has suggested that some of these commercially available devices

are fairly reliable and capable of providing accurate measures of step counts

(Evenson et al. 2015). Furthermore, there is additional evidence to support that

some of these products are able to yield physical activity estimates comparable to

research-grade accelerometers (Lee et al. 2014; Ferguson et al. 2015). However, the

validity regarding variables like energy expenditure and sleep has yet to be thor-

oughly investigated (Evenson et al. 2015).

At the crux of the commercial devices are the program features, either embedded

on the device itself or with accompanied software, that incorporate multiple self-

regulation strategies to help individuals adopt and maintain their behaviour. Similar

to previous content analyses performed on smartphone apps (West et al. 2012;

Abroms et al. 2011; Cowan et al. 2013; Azar et al. 2013; Breland et al. 2013), a

recent investigation was conducted to examine the various behaviour change

techniques implemented in 13 commercially available sensors (Lyons et al.

2014). In all the appraised devices, features like self-monitoring and feedback on

behaviour, adding activity monitors to the environment, setting goals, and outlining

potential discrepancies between measured performance and goal were identified.

Conversely, strategies like problem solving, action planning, prompting or cues to

action were less prevalent. According to intention-based behaviour theories, these

less frequently incorporated strategies may be critical components to translate

intention into behaviour and habit formation (Rhodes and Yao 2015). Despite

these gaps, preliminary evidence has suggested that these devices can facilitate

short-term changes to physical activity behaviour (Lewis et al. 2015).

7.2 Mobile Sensors and Wearable Technologies in Health Care

Mobile and wearable sensor technologies have also begun to expand into the health

care landscape. Unlike commercial mobile sensors, which have been relatively

established and centred on increasing physical activity levels, mobile sensors in the

clinical domain have been in development and primarily focus on continuous

monitoring and precise diagnostics to inform treatment and care of various health

conditions and diseases (Chen et al. 2011; Appelboom et al. 2014; Chan et al. 2012;

Alemdar and Ersoy 2010). These devices have been integrated into materials like

adhesive bandages and clothing, and can track and monitor cardiac function (i.e.,

electrocardiography), heart rate, blood pressure, respiration, oxygen saturation (i.e.,

pulse oximetry), galvanic skin response, glucose levels, kinematics, body and

ambient temperature, and global positioning. With aggregated measures of these
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variables, insight into medical status (e.g., vital signs, level of diabetes self-care),

chronic disease risk, and physiological anomalies can be observed and captured to

inform clinicians and patients about appropriate treatment. An example of how

mobile sensors can be applied in preventative health care is the detection of heart

conditions. For instance, atrial fibrillation can be fairly transient and asymptomatic,

and is not often diagnosed until a serious health incident like a stroke or syncope

occurs. Devices such as AliveCor have been used to monitor the electrical activity

of the heart via a bipolar electrode in clinical and non-clinical populations, and

allow patients to share ultrasound and electrocardiogram data with their healthcare

provider (Haberman et al. 2015; Ferdman et al. 2015; Baquero et al. 2015).

Clinical sensors can also extend beyond the patient and be integrated into a

broader wireless network, linking the patient to his or her immediate surroundings

and to the health care provider. An early illustrations of this was the alert portable

telemedical monitor (AMON) project which proposed a wearable monitoring

system to remotely track and relay health information and data between the patient

and clinician (Anliker et al. 2004). Aimed at individuals at risk of cardiac and

respiratory disease, this prototype featured multifactor tracking of vital signs (blood

pressure, oxygen saturation, pulse, ECG) and physical activity, online analysis and

emergency detection, and a communication interface (e.g., SMS) in a wrist-worn

device. Despite having issues regarding measurement accuracy, the device showed

a clear indication that it was a feasible approach to improve outpatient care while

encouraging patients to self-monitor and live independently. Overall, devices such

as the AliveCor and AMON are diagnostic tools that have an immense potential to

prevent and detect serious health conditions and diseases, and as these devices

continue to develop, so will the proliferation of these technologies.

7.3 Using Mobile Sensors and Wearable Technologies
to Change Health Behaviour

One area that requires further exploration is the coupling of precise clinical

measurement and monitoring with behavioural change theory to improve health-

related behaviours and health outcomes. A recent qualitative investigation explor-

ing the role of sensor technology to sustain behaviour change found that simply

tracking health data alone may not be sufficient enough to sustain patient motiva-

tion to achieve health goals (Miyamoto et al. 2016). Applying behaviour change

theory to the development of these devices may address the dynamic nature of

patient motivation.

The importance of theoretical models lie in their ability to produce a nomencla-

ture of psychosocial determinants, understand the mechanisms for why a behaviour

might occur, and subsequently, target key constructs to elicit changes to behaviour

(Davis et al. 2014). For instance, theoretical frameworks such as the social cogni-

tive theory indicate goal setting and reflection on own performance are both

necessary in order to stimulate and anchor behavioural modification (Bandura

1986). A recent systematic review examining the potential of smartphone
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technology to measure and influence physical activity behaviour found that the

most commonly applied theoretical framework was the social cognitive theory

(Bort-Roig et al. 2014). Moreover, the review further highlighted five behaviour

change strategies commonly found on these devices that were associated with

changes in physical activity behaviour: physical activity profiling, goal setting,

real-time feedback, social support networking, and online expert consultation.

Based on these specific recommendations, a recent feasibility study investigated

the use of wireless blood pressure monitors and weight scales along with glucose

monitoring and the effects of these devices on diabetes self-management and health

outcomes (Ho et al. 2015). Measurements from these devices were uploaded to a

secure online profile in real-time and made accessible to the patients and their

caregivers. In addition to these monitoring systems, social support was provided in

the forms of a secure online discussion board for participants and researchers to

connect with each other; patients also received biweekly text messages from a

health professional with evidence-based information to improve diabetes self-

management. After 3 months, patients saw improvements to physiological

outcomes like weight, systolic blood pressure, and blood glucose (hemoglobin

A1C values decreased into the recommended target ranges for diabetes manage-

ment i.e., <7) (Ho et al. 2015). As well, patients reported lower level of distress

regarding their health condition and felt more empowered in managing their

diabetes (Ho et al. 2015). Overall, these findings demonstrated the prospective

use of mobile technologies to elicit behaviour change and improve the health of

clinical populations.

7.4 Current Limitations and Potential Impact on Health

Undoubtedly, the research and development around mobile sensors and wearable

technology still require further development, and the long-term impact of these

devices remains unknown. One of the major barriers to understanding the long-term

impact to health behaviour and health outcomes has been adherence to the wearable

sensor itself. Previous research has shown that adherence to commercial devices

tends to decline after 6 months (Kim and Shin 2015). Potential reasons for this may

be related to equipment itself (e.g., usability, comfort, and battery life) and a

diminishing novelty effect (Alemdar and Ersoy 2010), lack of professional support

to help the user to understand the context and meaning of the data collected

(Miyamoto et al. 2016), and inability of these devices to target important psycho-

social constructs associated with intention-behaviour discordance and habit forma-

tion (Rhodes and Yao 2015). Wearable sensor technology in the clinical domain

may experience a similar fate with regards to adherence outcomes.

Despite the current limitations, mobile sensors and wearable devices can posi-

tively impact patient delivery and care. In terms of patient care, these sensors will

be able to continuously collect personal data in various environmental contexts as

part of an all-encompassing health network. In turn, the amassed data can be used in

multifactor analyses to identify the user’s specific needs and prevent further decline
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in health (Banaee et al. 2013). As well, clinicians will be able to remotely monitor

their patient’s current condition in real-time and appraise overall data trends, be

notified of any immediate changes to health status (e.g., irregularities, decompen-

sation), and better administer appropriate actions and treatment (e.g., modify

medication dosage, curtail adverse events). While in healthy populations, the data

collected would allow for the prediction and detection of anomalies in behaviours

to encourage and support healthy lifestyle behaviours.

This technology can also ease the care process and establish a sense of patient

safety. The devices can allow health professionals to remotely monitor and concur-

rently manage their patients and the data collected can expedite continuous care

(e.g., from emergency medical care to community care and patient’s home), while

allowing patients to feel supported and safe by being closely monitored by their

provider. Moreover, the ability for health care professionals to remotely monitor

patients will be able to extend services into previously underserved areas.

With these overall effects, health care professionals will be able to considerably

increase their ability to provide adequate and timely care through active provider-

patient engagement; thus, improving overall health outcomes and patient

experiences. In addition to this, the preventative effects of mobile and wearable

technologies will be able to reduce health care costs, like unnecessary emergency

care admissions and reducing the length of patient hospital stays, while bettering

health care efficiency though continuous care.

7.5 Integrating Mobile Sensors and Wearable Technologies
in the Clinical Setting

As these wearable sensor technologies inevitably evolve and become integrated

into a larger network that moves beyond the patient and the patient home, these

devices will become increasingly relevant to clinical practice. From a health care

perspective, it will be important to utilize these tools as complementary tools in

treatment and prevention of health conditions and disease. Both clinicians and

patients can stay informed about the current developments and look for ways to

personalize the technology to compliment the individual’s goals towards better

health. For patients who are in the initial phases of changing their health behaviour

and consider the adoption of a commercial device, health care professionals can

guide patients toward the most appropriate, empirically supported wearable

applications in terms of content, validity, and reliability.

Along with these benefits, certain risks related to the use of this technology may

arise. Issues such as self-diagnosis and self-management without the integrated care

or support of health professionals, over reliance on technologies that may be

underdeveloped, data misinterpretation and a strong belief in own data to override

professional advice, can contribute to a fragmented care pathway. To resolve these

issues and encourage collaborative efforts to promote health behaviour change,

clinicians should provide patient education, highlight the limitations of this

7 Mobile Sensors and Wearable Technology 117



technology, and tailor the use of the device to the patient’s goal of improving their

health.

In order to advance the area of mobile and wearable sensors, further scientific

evidence is needed. Despite the current state of this technology, the promise and

potential benefits of mobile sensors and wearable technologies certainly outweigh

the conceivable drawbacks. Both the commercial and medical sectors will continue

to find innovative ways to improve wearable sensors technology, which will lead to

improved acceptance among clinicians and patients. Inevitably, as these sensors

gain popularity and expand into our environment, patients will become more

participatory in their own health—shifting to a more preventative and collaborative

patient-centred paradigm (Swan 2009). Due to the novelty of this approach, it will

be important to build strong and trusting partnerships between health professionals

and patients to encourage the adoption and integration of mobile sensors and

wireless technology into health care.
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Data Integration in Health Care 8
Maya Leventer-Roberts and Ran Balicer

Health data integration is considered a key component and, in some cases, a

pre-requisite in nearly every systematic attempt to achieve integrated care. In the

context of health care, data integration is a complex process of combining multiple

types of data from different sources into a single infrastructure, allowing multiple

levels of users to access, edit, and contribute to an electronic record of health

services (EHRs). The types of data integration that are performed depend on the

quality, quantity, and capability of the service performing the integration as well as

the needs of the current and future users of the new framework (Johnson et al.

2008). In the following chapter we describe six basic types of data integration, the

pathways by which data integration facilitates integrated care, the main players of

health care data integration, and key challenges to integrating data.

8.1 Types of Data Integration

8.1.1 Horizontal Integration

Horizontal data integration occurs when the data segments being combined origi-

nate from similar kinds of sources. Two examples are combining data frommultiple

nursing shifts in an inpatient setting (Flaks-Manov et al. 2015) or from various

community health care providers within a single clinic (Balicer et al. 2014).
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Horizontally integrated data is inherently non-hierarchical and there is no inherent

weight or priority given to the different sources of data. The main obstacle to

horizontal integration is combining the data in a way that all the data is consistently

represented: one source may measure and record weight in kilograms (kgs) while

another, in pounds (lbs) and one may not weigh at all, resulting in missing values.

We delve deeper into data consistency later in the chapter when we discuss data

quality.

8.1.2 Vertical Integration

Vertical data integration occurs when data from different types of sources are

combined into one database. For example, vertical data integration would combine

the information documented by a nurse who performs weekly home visits with the

information recorded by a physician who performs a quarterly physician review of a

diabetic treatment regimen. This type of integration requires a thoughtful organi-

zation of how to nest and correlate the findings from each assessment, which contains

a hierarchical provider structure. Sources are likely to serve both independent and

yet interrelated goals; A nurse may monitor patient medication compliance in a

weekly visit which may drive a physician to change treatment goals at the subse-

quent review. Alternatively, ranking or prioritizing a single diagnosis when a

patient has been seen by multiple general practitioners and referred to varying

sub-specialists creates challenges when data managers have to apply subjective

interpretations to previously objective documentation.

8.1.3 Historical Integration

The merging of patient health records from multiple systems and of different

formats (including paper charts) often requires additional processing or review in

order to reconcile basic or summary information to serve as a reference for future

use. This manual compilation of data can be tedious, costly and full of error, all of

which are reasons EHRs were not adopted quickly (Evans 2016).

8.1.4 Longitudinal Integration

The data captured on a patient is a dynamic process over time; As certain conditions

resolve and others may develop. Therefore, health care data integration requires

flexibility to allow for new entries and new types of entries. Furthermore, as our

understanding and management of treatment advances over time, we are increas-

ingly in need of the new methods of capturing and storing data that can still be

merged consistently with less precise information.
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8.1.5 Cross-Indexing Integration

The ability to relate an individual’s medical records with their family member’s

current medical care or medical history presents a unique opportunity to expand the

detail present and accessible across multiple generations as well as multiple expo-

sures (living within the household of smokers identifies ones as exposed to second-

hand smoke or to other health risks increased by a shared living environment, such

as type 2 diabetes). Such a level of data integration requires a cross-indexing

mechanism to ensure that multiple records can be updated simultaneously.

8.1.6 Alternative Sources

Patient reported outcomes, social media, biomonitoring data from various sensors,

genome sequencing, and even open chart models are increasingly becoming rele-

vant sources of data for holistic processing of patient health records (Frey et al.

2015). Data integration that includes these types of data can offer new dimensions

of insight.

8.2 The Importance of Data Integration

Data integration is a key facilitator of integrated people-centred care. Un-integrated

data strongly hinders any attempt to integrate the provision of care and to empower

patients. Decision-making processes that occur in isolation of known, documented,

and managed data are inherently problematic, from both the managerial and legal

standpoint. While not all types of data will necessarily contribute to a given clinical

decision, such as initiation of a therapy or transfer to an assisted living facility, an

integrated system provides critical support for decisions that weigh the short- and

long-term implications of a change in care to patient experience.

Recent studies have shown that it is beneficial for patient records be readily

accessible not only to the care provider but also to patients themselves (Esch et al.

2016; Sustains 2014). Some organizations have taken this principle to the most

extreme and adopted an open-chart system that allows for co-creation and manage-

ment of EHRs by providers, care-givers, and patients. One recent study on such a

system (Esch et al. 2016) found a direct relationship between “open notes” health

records and improved medication adherence, self-care, and a high level of patient

empowerment. This example of data integration demonstrates the importance of a

thorough understanding of the quality and quantity of data that needs to be managed

in a fully integrated record.
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8.3 Impact of Data Integration

In addition to serving the needs of the patients and providers, data integration has a

potential measurable impact on two key components of a high quality health care

delivery system: reducing waste and improving decision-making capacity.

8.3.1 Types of Waste That Can Be Reduced with Data Integration

8.3.1.1 Repeat Testing
One of the most commonly cited examples of the beneficial impacts of data

integration is the ability to reduce repeat testing (Menachemi and Collum 2011).

Patients who undergo testing at one institution, if upgraded to another more acute

facility, do not necessarily have to undergo repeat testing for the purposes of

internal or external validation.

8.3.1.2 Manual Integration of Data
In the absence of data integration, each provider that sees a patient may find them-

selves entering data into an unstructured format the reports symptoms, laboratory

findings, mediation list, medical history, and additional key components of a

medical history. This type of complete history and physical exam, which may be

instructive as an exercise for the individual physician, is repetitive and prone to

error when applied multiple times at multiple facilities.

8.3.1.3 Informal Reports
The sharing of information between providers may occur informally, particularly if

there is no avenue for routine data integration. Specifically, there may be telephone

or conversational discussions regarding patient care and management that are not

readily documented for verification and for future reference which is important if

there are follow up questions to the decisions made during the transfer of care.

While it is highly likely that these types of integration will continue and even

potentially increase in frequency, it is, nonetheless, important to provide a platform

for their inclusion in health records so they are not lost or repeated unnecessarily.

8.3.2 Improving Decision-Making Capacity

8.3.2.1 Individual Level
Patient-centred care requires not only the ability of the provider to consider the

consequences of their decision-making on the daily management on the part of the

patient but also the ability of the patient to determine and direct the priorities in his

or her own management. Data integration creates a streamlined library from which

a patient can review and respond to multiple aspects of their medical history and

treatment pathways in order to play a proactive role in a conversation regarding his

or her health.

124 M. Leventer-Roberts and R. Balicer



8.3.2.2 Provider Level
Logic follows that providers who can actively and easily access complete medical

records are more likely to prevent issues resulting from drug-interactions or allergic

reactions. Furthermore, using integrated medical records, they may be able to base

their clinical decision-making processes on the most up-to-date information, which

is important if a patient is unable to provide detailed history.

8.3.2.3 Policy Level
Both provider and payer organizations benefit from the collective input of multiple

parties when reviewing their management of individual patients and of larger

populations (at the clinic or district level). At the clinic level, data integration

allows for real-time monitoring and evaluation of interventions and the quality of

service delivery. At the district level, data integration supports the ability to

compare the needs and outcome of various clinics, resulting in the ability to focus

on granular information, such as practice variation, needs-based planning, and

quality improvement measures. Furthermore, the ability for an umbrella organi-

zation to proactively distribute resources (vaccines, nursing educators, and social

workers) can be supported by the demonstrated and predicted needs within and

between communities.

8.3.2.4 International Level
Standards of care, as supported by randomized control trials and large observational

studies and driven by a panel of experts and policy makers, have much to gain from

all types and all levels of data integration (Bloomrosen and Detmer 2010). When

organizations are able to integrate the health care utilization and practice patterns

on a large scale, they are able to predict future needs, identify trends, and isolate

previously untapped potentials for interventions such as practice variation and hot

spots of disease or highly effective delivery of care. Ultimately, comparisons of

local findings are best able to have global significance when they can be directly

compared to similar system among various health-care and resources utilization

outcomes.

8.4 Key Challenges in Integrating Data

The main challenges that concern advocates of data integration include access to,

quality of, and ongoing monitoring of integrated data (Lampsas et al. 2002).

8.4.1 Access and Privacy

Designing a system to provide meaningful access to data can range from simple

access, which is open to everyone to complicated, in which different levels of

access are required for each part of an EHR, determined by the privacy needs of the

patient and the differing levels of responsibility multiple different decision-makers.
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The majority of systems find themselves with a combination of access levels, where

the majority of integrated data is available to the patient and providers, with some

key sensitive material flagged as requiring additional clearance (infectious disease

data, for example). Some may argue that providers must be able to access all types

of data, such as a patient’s psychiatric history when assessing medication adher-

ence, and others argue that certain types of health records are at risk for a breach of

privacy and at worst embarrassing and at best irrelevant, such as revealing the

occurrence of a treated sexually transmitted disease on an asthma treatment plan

several decades later. However, the decision-making power rarely rests with one

person and often requires a case-by-case review. Patient-driven input is increas-

ingly suggested as an important contribution in order to maximize the utility of a

patient medical record (Sacchi et al. 2015).

8.4.2 Security

Data security is a challenge for all large datasets and is important for maintenance

of both privacy and accuracy of the data stored. Data security issues may arise when

there are outside forces seeking to access the data warehouse, but more frequently

can arise when there is an unintentional breach in data security by a provider who is

not sufficiently attentive to the needs of security. While the primary responsibility

for the maintenance of a data security system rests on the central organization, any

person with access to the data has the ability to compromise the data security,

therefore their use and modification of the data should be monitored accordingly.

8.4.3 Quality

The overall quality of integrated data is likely to be no greater than that of the

lowest quality component. Integrated data is inherently dependent on its compo-

nents, and a marked difference in quality in one component can have a substantial

impact on the interpretation of other components.

8.4.3.1 Quality Assessment
Quality assessment may refer to both routine and random chart reviews in order to

understand the extent to which data is inconsistent, contradictory, or nonsensical

(Scheurwegs et al. 2015). Consistent data deliver the same message regardless of

the format. Two examples of varying data formats are structured (coded) and

unstructured (uncoded) data. Seemingly contradictory data can present due to

various health care providers documenting different assessments. Adopting a blan-

ket hierarchical nature of data quality would prevent the documentation of nuances

that may later serve the patients treatment. For example, a patient may report in a

brief interaction to physician that he is overall experiencing “no pain,” but to a

nurse may reveal “reduced pain” or a “change in pain.” These reports are not

necessarily contradictory but, nonetheless, create a challenge to maintaining within
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an integrated system. Finally, the integration of data increases the risk for the

presence nonsensical raw data due to the typographical errors in coding or transfer-

ring of data from one system to another. Each of these factors requires a different

approach to minimize their impact on the overall quality of the data.

8.4.3.2 Quality Control
Quality control outlines the distinct steps undergone by a managing body to review

and revise integrated data based on a quality assessment. Quality control may be a

tedious process and may uncover minor and significant errors at similar rates that

are difficult to distinguish. However, a perception of a high level of quality control

is critical to achieve successful data integration because the extent at which patients

and providers will use the data for their decision-making is inherently dependent on

their perception of the quality of available data.

8.4.4 Tracking Use of Integrated Data

Monitoring the use of integrated data is the first step to evaluating its impact and

limitations.

8.4.4.1 Providers
While the majority of users are likely to be the health care providers, the extent to

which they create versus utilize data in an integrated system is an important marker

in the ongoing monitoring process. Logic follows that the more accessibility a

provider has to their system, the more likely he or she will use the clinical decision-

making process. For example, providers who lack the ability to review, modify, and

incorporate patient-reported data are probably less likely to invest in reviewing or

applying it to their decision making process. Furthermore, once fully situated, the

use of an integrated system could reduce a provider’s time spent recording and

reviewing clinical data.

8.4.4.2 Patients
Use of medical records by a patient might be an excellent barometer as to whether

the relevant types of information are being stored and catalogued in a useful

manner. Patient-centred care, which focuses on employing patients as driving factor

in determining the integration of services, should substantially inform the charac-

teristics of data that are being created through the use in the ongoing delivery of

care. When patients are found to be actively accessing and responding to their

providers’ notes and messages, it is more likely that providers are capturing rele-

vant information to the goals of their patients (Evans 2016).

8.4.4.3 Policy Makers
Policy makers are likely to be less concerned about the detailed interactions

between social work and home nursing care, and more likely to be concerned

about the overall coordination of care between various levels of providers and the
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various levels of acuity. Transfers to long term facilities or discharges from lengthy

inpatient stays are transition points of high concern to policy makers that have a

high likelihood of benefiting from data integration. The extent to which the adop-

tion of a comprehensive chart review and medication reconciliation is indeed a

reality in practice upon transfer between facilities, and whether it has a successful

and meaningful impact, must be assessed through strategic planned review between

the institutions (MacLeod 2015).

8.4.4.4 Insurers
While patient privacy must be maintained and ownership is ultimately shared in

various combinations between the creators of the data (i.e., patient, provider,

insurer), policies which unduly limit data dissemination between parties involved

in care provision and quality assessments can diminish the impact of integrated data

on the delivery of care. When an insurer’s priority is to know that the correct treat-

ment is being delivered to the right patient, integrated data can provide a strong

source for support in the decision-making processes for fee-for-service, bundled

payments, and pay-for-performance, alike. The combination of documentation of

services along with the documentation of provider reports and justification for those

services can ultimately benefit not only the patient but also the overall efficiency of

the health care system.

8.5 Summary

Health care data integration is a complex task, but is considered a cornerstone of

every systematic attempt to achieve integrated patient care. It requires detailed

planning and ongoing assessment to ensure accurate and effective coordination of

information. Ultimately, data integration has the potential to provide multiple

stakeholders with critical, timely, and detailed information for short- and long-

term decision-making, documentation, and it supports attempts to achieve struc-

tural and functional health care coordination and integration.
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Strategic Management and Integrated Care
in a Competitive Environment 9
Volker Amelung, Sebastian Himmler, and Viktoria Stein

9.1 Integrated Care as a Strategic Option: Preliminary
Remarks

Few integrated care-related issues depend on health system design as much as the

question of integrated care as a strategic option. The question is whether integrated

care is a suitable competitive positioning strategy in a competition-oriented health

care system. For example, a hospital can consider whether it should expand into

upstream and/or downstream service sectors in order to improve its strategic position.

In addition to improving patient care, other potential targets of focus may include the

growth of market share, the creation of barriers to entry for competitors, capacity

utilization, the use of synergy potentials, product line expansion, risk diversification

and entry into more profitable market segments. Integrated care in this context is

regarded as an instrument for achieving pre-defined objectives. Although these goals

may be fundamentally very different, the hospital’s perspective remains that of a sole

trader striving to optimize its position in a competitive environment. The integrated

care strategy can in this context be regarded as an approach promising a rapid return

on investment, albeit with certain risks.
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In a national health care system, integrated care is viewed as an overall strategy

for the respective health care system. The focus is not on the various players’

strategies, but on the extent to which integrated care is a strategy that benefits the

entire system. The ultimate goal is to provide a population the best possible health

care while taking both cost and quality considerations into account. However, even

within national health care systems such as in the UK, there is a significant degree

of competition that exists amongst contractees seeking to work together to provide

health and social care services (for example, between independent GP practices,

semi-autonomous hospital trusts, social enterprises and the third sector). Hence,

even with the most regulated health and care systems, competitive behaviours

within system remain. This is a challenge for planners and purchasers of care

seeking more integrated solutions since there is a need to broker mutual gain across

partners in care with competing interests.

Differentiation is very important because it explains behavioural patterns and

can generate a need for regulation. In a competitive environment an organisation’s

goal will be to be better than the others. Accordingly, the objective cannot be that

all players must necessarily be involved. Moreover, where competition exists there

are often incentives to obscure information on one’s own success factors or

withhold them with others (patent protection, for example, is an essential aspect

of competition). There is a need for regulatory action because the compatibility of

these strategies with the core values of many health care systems is limited.

Important tools needed to implement the competitive strategies described in

detail on the following pages are not available or are only partially available to

stakeholders in the health care system. Pricing, for example, is an instrument that is

unavailable, or only partially available, in nearly all health care systems. Therefore,

if a hospital’s health care system has a diagnosis related groups-based payment

system, it cannot implement any type of pricing strategy—i.e., raise or lower its

prices. Pricing in this case is more or less under state control (administrated) and

therefore cannot be used as a strategic tool. In product design, there is a similar

situation, leaving most health care systems very little room for manoeuvre. State

regulations (forbidding hospitals in Germany to fully diversify into outpatient care,

for example) and demand and volume planning—the predominant strategies in

most health care systems—are the underlying causes. Consequently, many health

care players basically have a monopoly that is legitimized by the state. There is

almost no other sector where the level of regulation is as extensive as in health care.

This by no means exhaustive list of restrictions on our strategic positioning options

clearly shows that the health care system is in this respect fundamentally different

from other markets, and that strategic options must be considered in the regulatory

framework of each country.

Also worth considering is that health care is characterized by a high degree of

complexity and change. Unlike many other sectors, its value chains are not clearly

definable but are often iterative processes. In many indications, treatment is not a

clearly structured process (outpatient ! inpatient ! rehabilitation), but a series of

long-term pathways characterized by the individual patient’s comorbidities and

courses of treatment. This considerably limits the possibilities for standardization

despite the existence of guidelines. What is more, because medical knowledge
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changes very rapidly (e.g., via the potentials of personalized medicine), the

system’s structures must be designed to be flexible.

In the following sections, we will mainly focus on the first variant, which is

competition-oriented, and will explain what is generally meant by the term “com-

petitive strategy”, how they are developed, and which strategic options are avail-

able. Rather than concentrating on the strategy development process in general, we

will focus specifically on how to utilize integrated care as a strategic management

option (e.g., instead of or in addition to concentrating on a focus) and on what

factors must be considered when doing so.

9.2 Strategic Management: Definition and Differentiation

In the general management discussion, strategic management is a topic

characterized by scores of definitions. Some of these definitions are only minimally

different from others, and new definitions are constantly being added. Nevertheless,

some cornerstones for understanding strategic management exist that are generally

accepted, at least in the scientific discourse (cf. Hungenberg, p. 4f). Decisions are

considered strategic if they affect the basic direction of company development and

are thus intended to have sustained effect. The aim is to ensure a firm’s long-term

success and to secure its position in relevant markets. In this case, market positioning

and the necessary resource endowments are considered to be at least partially

influenceable. The decisive factor is that the focus is on a higher-level perspective,

and it is crucial to consider the overall perspective and that of the individual entities.

In the following section, we will start by defining key terms and will then

describe various instruments used for aforementioned purpose.

9.2.1 Strategy

The term “strategy” is a greatly over-used term today. It is derived from the Greek

word “strategos”, which means the art of war. Von Clausewitz (1976, p. 84) defined

strategy as “the use of engagements for the object of war”. The important thing is

that in this concept of strategy the means of achieving the goal rather than the goal

itself is an element of the definition. Transferred to the context of integrated care,

the goal could be to provide comprehensive care to a given population with a given

budget. Integrated care concepts are then implemented in order to achieve this goal.

Mintzberg (1979) defined strategy as “a pattern in a stream of decisions. His

well-known “Five Ps for Strategy” (Mintzberg 1992) framework differentiates five

definitions of strategy—strategy as plan, pattern, position, perspective and ploy.

First, he describes strategy as a plan—a course of action to achieve a desired state or

condition. This is based on a number of individual decisions that can be intentional

or simply emerge (strategy as pattern). Strategy as position comprises recognizing

attractive positions and striving to get there. Due to the higher-layer, he also

describes strategy as a perspective. Strategy as a ploy refers to the fact that tactics

are used in the game of outwitting competitors.
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9.2.2 Principles of Management

The term “management” can be defined as the organization of processes and

structures. General distinctions can be made between different management

functions, institutions, and levels. Management functions and responsibilities,

depending on the respective definition, may include planning and organization,

leadership and supervision, as well as personnel placement (see the respective

chapters). The institution of management refers to the hierarchy level of an organi-

zation. The functions associated with management vary considerably by country

and cultural region. Normative, strategic, and operational management levels can

be distinguished. Normative management defines the self-image of a company or

organization and thus sets the foundations for its legitimation. It finds expression in

corporate governance and corporate culture. The importance of strategic manage-

ment, which is effectively positioned between normative and operational manage-

ment, was already discussed. Operative management is the level involved with

converting strategic concepts into concrete measures.

9.3 The Strategic Planning Process

In strategic planning, organizations decide which markets they want compete in and

with which products and at what prices, and how they wish to position themselves

in the competition. Strategic planning thus addresses:

• An organisation’s range of services and the values of the players involved,

• An organisation’s relationship to other market players or stakeholders and

Assessment of developments in the markets and one’s own organization.

Traditionally, this workflow starts by performing a strategic analysis and then

formulating and implementing a strategy derived from it. The two basic types of

strategic analyses are internal analysis and external analysis. This will be explained

later in terms of a Strengths-Weaknesses-Opportunities-Threats (SWOT) analysis.

Based on the knowledge gained from the analysis, the company identifies the

available strategic options and chooses one, which it then implements and, by

necessity, monitors continuously. Since this course of action involves constantly

recurring tasks, it can be characterized as an iterative process. It does not need to be

a formalized process, but can also occur implicitly by people taking an appropriate

course of action.

Methodologically speaking, the basic strategic process is fundamentally the

same in health care as in other industries. However, a number of players in the

health care sector place less emphasis on strategic planning and generally tend to

focus on filling health care contracts. Nevertheless, the question of how a health

care company wishes to position itself becomes more and more important as the

level of competitiveness in which it must operate increases. In contrast to other

branches of business, health care companies generally have less room to manoeuvre
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(for example, due to health care contracts), and it takes much longer to implement

changes.

9.4 Instruments for Strategic Planning

A range of instruments are used for strategic planning in practice. Two essential

concepts will be discussed in detail below: the classic SWOT analysis, which

differentiates strengths and weaknesses and opportunities and threats, and Porter‘s

analysis of competitive environments, which is much more strategically oriented

and analyses five competitive forces.

9.4.1 SWOT Analysis

In order to decide on a strategy, one must first collect and analyse all relevant

information. This has become increasingly difficult in the age of “information

overload.” The Strengths-Weaknesses-Opportunities-Threats (SWOT) matrix,

developed at Harvard Business School in the 1960s, is a simple analytical frame-

work for operationalising the indispensable strategic position assessments (Kotler

et al. 2010, p. 30). The collected information is divided into four quadrants: the

strengths (S) and weaknesses (W) of internal factors, and the opportunities (O) and

threats (T) of external factors. The strategy to be formulated is, therefore, the result

of opportunities and threats arising from the changing economic and political

environment in which a company operates as well as the strengths and weaknesses

of the company (Kohl€offel 2000, p. 155). The most difficult step of SWOT analysis

is to identify the strengths and weaknesses of a company’s internal factors and link

them to the opportunities and threats of its external factors in a meaningful manner.

For example, a company looks for ways to utilize its strengths so as to avoid

potential risks (David 2011, p. 210). The elements of a SWOTmatrix and examples

of the four dimensions are shown in Fig. 9.1. The different types of strategies

resulting from combining the dimensions are explained below.

The four basic types of strategies delineated by SWOT analysis are SO, ST, WO

and WT. SO strategies use a business’s internal strengths to take advantage of

external opportunities. This represents the ideal case. WO, WT and ST strategies

are aimed at getting the company in a position to be able to use SO strategies (David

2011, p. 210). In health care, for instance, a hospital could exploit its above-average

knowledge about the treatment of a given disease in the outpatient setting. Rigid

sectoral boundaries have prevented this until now, but integrated care provides

opportunities to overcome this.

WO strategies involve utilizing changes in the business environment (e.g., new

legislation) as an opportunity to convert internal improvement potentials into

strengths to ultimately be able to use an SO strategy. In many cases, great external

opportunities exist, but internal weaknesses prevent a company from exploiting

them. One possible WO strategy is to acquire human capital in order to obtain the
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necessary skills in the area of opportunity. Even if, for instance, a service provider

has weaknesses in communication and IT, it can use a government-supported

e-Health initiative as an opportunity to invest in its IT capabilities. It can do this

either by hiring external IT service providers or by educating and training its

existing personnel. Another WO strategy is to form technology partnerships with

competitors. Such partnerships can be established within the framework of an

integrated care concept (Kohl€offel 2000, p. 156; David 2011, p. 210).

In ST strategies, a company uses existing strengths to ward off impending

external threats. The goal is to avoid or at least mitigate risks (Kohl€offel 2000,
p. 156). If, for instance, the corporate success of a financially well-situated hospital

is threatened by an intensely competitive environment, the hospital could use its

strength (money) to acquire a competitor. In addition to mitigating the competitive

situation, this would allow the hospital to benefit from the economies of scale.

Integrated care also provides opportunities for approaches in this regard. Intense

competition for patients can be lessened by embedding the hospital in a network.

This also serves to secure patient streams.

WT strategies are defensive tactics that aim to overcome internal weaknesses

and avoid external risks. Here, the greatest changes must be made and innovative

solutions found to ensure the viability of a company or division. If too many

weaknesses and risks collide, options such as the divestment of business units,

mergers or workforce reductions must be considered as well (David 2011, p. 211).

To illustrate a possible WT scenario, take for example a networked health care

provider with a small, low-profit gym who is looking for a way out of that highly

competitive segment. Divestment of this business unit is a possible WT strategy.

Many important points must be considered when performing a SWOT analysis.

Strengths and weaknesses should be portrayed in purely descriptive terms without

interpretation. If, for example, a given characteristic cannot be clearly defined as a

weakness/risk or strength/opportunity, it should be included in both categories in

order to avoid interpretation. The information-gathering process should purpose-

fully focus on collecting data for the external analysis, which takes much more time

and effort. Conversely, it is relatively easy to obtain information on a company’s

internal strengths and weaknesses, for example, via controlling and benchmarking.

Fig. 9.1 SWOT analysis [original illustration based on Kohl€offel (2000), p. 155)]
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It is also important to mention that a SWOT analysis should attempt to be as

abstract and descriptive as possible. Since it does not make recommendations or set

priorities, a SWOT analysis can only serve as a starting point for determining a

company’s strategic direction (Kotler et al. 2010, pp. 30–33). Still, it is a very useful

tool for visualizing a company’s current situation. Nevertheless, SWOT analyses

are just one out of numerous strategic management tools.

9.4.2 Analysis of Value Chains and Competitive Environments

Porter’s value chain (Porter 1999) is another potential analysis model used to

analyse a business’s relative competitive position. This analytical tool systemati-

cally tries to explain the causes of competitive advantages based on all of a

company’s activities (Bea and Haas 2009, p. 120). A value chain is a set of activities

that a business must perform in order to produce and sell a product or service. In

addition to a company’s own value chain, the upstream and downstream value

chains of its suppliers and customers play an important role (Porter 1999,

pp. 67–68).

The value chain itself can be defined as the sum total of the value-added yields of

the individual value activities and the profit margin. The profit margin is defined as

the difference between the added value and cost of all activities (Porter 1999, p. 68).

There are two basic types of activities in the value chain: primary activities and

support activities (Fig. 9.2). Primary activities can be divided into five categories

and are responsible for the primary production and sale of a product. Support
activities serve to support the primary activities.

As shown in the illustration, the value chain activities are geared towards the

traditional operational functions of logistics, production and sales. The novel aspect

of Porter’s concept is that all parts of the value chain are regarded as sources of

costs and differentiation advantages and, thus, of competitive advantages. How-

ever, Porter’s model does not directly show how to achieve strategic advantages

within a given value activity (Bea and Haas 2009, p. 121). Porter explicitly states

that the value chains of suppliers and distribution channels (Fig. 9.3) or, more

generally, of players operating downstream or upstream also contribute to the

margin. They are part of the total costs to the customers and, thus, are factors

affecting a company’s strategic competitive advantages (Porter 1999, p. 68).

In health care, the integration of upstream and downstream players could also

improve a hospital’s competitive position by helping it to better control its profit

margins. An integrated value chain system in health care is illustrated below based

on the concepts in Fig. 9.4.

In order to formulate a competitive strategy, a company must be in a relationship

with its environment (Porter 2013, p. 37). Because the external factors in Porter’s

value chains only exist in the form of upstream and downstream value systems,

Porter developed another instrument that specifically addresses the competitive

environment: the Five Forces model. The intensity of competition within an

industry is the central factor that shapes the industry structure and business
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environment in which a company operates. Porter identified five competitive forces

that determine the intensity of competition. Porter’s Five Forces model (Fig. 9.5)

defines the five forces driving industry competition as rivalry among existing firms,

the bargaining power of suppliers, the bargaining power of buyers, the threat of

substitute products or services, and potential entrants or competitors (Swayne et al.

2008, pp. 94–95; Porter 2013, p. 37). The higher the collective strength of these

competitive forces, the lower the profit potential in the respective industry (Kotler

et al. 2010, p. 47).

Supplier 
value chains

Company 
value chain

Marketing /sales 
value chains

Customer 
value chains

Fig. 9.3 Porter’s value chain (Porter 1999, p. 64)

...

Integrated Care

Value chain: 
Hospital

Value chain: 
Rehabilitation

...Value chain:
Outpatient 
physicians

Fig. 9.4 Integrated value chain (VC) system in health care (original illustration)

Suppliers Buyers

Industry 
Competitors

Rivalry among 
existing firms

Substitutes

Threat of new 
entrants

Bargaining power 
of BUYERS

Threat of 
substitute products 

or services

Bargaining power 
of suppliers

Potential 
Entrants

Fig. 9.5 Porter’s Five Forces model for analysis of the competitive environment (Porter 2013,

p. 38)
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Due to high barriers to entry, the threat of new competitors is much lower in

health care than in other industries. Hospital planning considerations, licensing

requirements for outpatient clinics, and a large number of regulations prevent free

market access. This is complicated by the fact that there are relatively rigid

restrictions on the range of products that can be offered in health care, and alterna-

tive products cannot be introduced to the health care market as easily as in other

industries (Swayne et al. 2008, pp. 95–98). An integrated care concept can allow for

exceptions in some circumstances, Standard care models with sharp sector

boundaries can be replaced, at least in part, by implementing a networked

integrated care system. Moreover, integrated care can provide companies in the

healthcare industry a competitive advantage because integrated care systems give

them the potential to internalize suppliers and buyers and thus decrease their

bargaining power.

9.5 Options for Strategic Positioning

A range of different strategic concepts are used in practice. Two basic concepts will

be discussed in detail below: Ansoff’s Product/Market Matrix from the 1960s

focuses on the fundamental question of which products should be supplied in

which markets. Porter, on the other hand, focuses on uniqueness as perceived by

the customer and the scope of a company’s strategy.

9.5.1 Ansoff’s Product/Market Matrix

Ansoff’s product/market matrix (Ansoff 1966; Fig. 9.6) is a tool for analysing

corporate growth potential that divides the corporate environment into four possible

product/market combinations characterized by the dimensions “existing” and

“new” to delineate four different growth strategies that can be used by firms or

hospitals: market penetration, product development, market development, and

diversification (Ansoff 1966, pp. 131–132).

9.5.1.1 Market Penetration
Market penetration is a growth strategy intended to increase a firm’s market share in

a current market segment. The firm can usually accomplish this by increasing its

market share by using various marketing instruments or by expanding its market

Fig. 9.6 Ansoff’s product/market matrix (Ansoff 1966, p. 132)
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volume (Waldecker 1995, p. 136). The main goal is to increase the market share of

products (increased number of cases) and the fastest way to do so is through

mergers and acquisitions.

Whereas companies outside the health care sector are usually relatively free to

determine what goes into their marketing mix, companies in the healthcare sector

are often very limited in their choice of marketing instruments. Communications

policy is the only marketing tool available because the fixed standard care catalogue

and fixed fee per case rules do not allow for independent product and pricing

policies; moreover, distribution policy is hardly relevant in patient-related services.

Opportunities for action via communication policy are also extremely limited due

to statutory provisions (e.g., the Law on Advertising in the Health Care System)

designed to protect the patient (Schlüchtermann 2013, pp. 176–177). Integrated

care provides an additional option because patient flows are easier to steer through a

networked regional system. This creates opportunities for service providers to

increase their market share.

Increasing the market volume can also lead to increased market penetration and

thus growth. From a business perspective, the aim is to increase the volume of

utilization and to arouse latent needs in the population, i.e., to acquire customers

who did not use a given service before (Waldecker 1995, p. 136). If a service

provider chooses to generate growth this way, it must first determine whether there

is objective evidence of such a need in the population. This task is much more

difficult for an independent service provider than for a member of a supply network

because members can selectively refer patients to the services offered by other

members of the network.

9.5.1.2 Product Development
Product development is a growth strategy that aims at introducing new or more or

less extensively modified products into existing markets (Ansoff 1966,

pp. 132–136). Despite major restrictions in health care, providers of care still

have different opportunities for product development. They can, for example,

supplement existing health care services by adding certain characteristics and

thus marginally alter the services such that they offer (seemingly) greater benefit

to the patient. Another product development option is to use an innovative technol-

ogy or treatment method that is markedly superior to the existing technology or

method in order to generate additional revenues in an existing market (Waldecker

1995, pp. 132–137). Potentials for growth through product development can also be

exploited by offering related services in areas where needs have not yet been

satisfied, but the existing care contract of the respective service provider must be

taken into account. For example: A hospital could set up a cardiac catheter labora-

tory to meet the additional needs of its existing cardiac patients and thus generate

more revenue. A second possibility is to develop and provide specific prevention

services for an existing customer segment. If, for instance, a care provider treats a

lot of overweight patients, they could offer their patients additional services such as

sports or cooking classes. Integrated care gives product developers in health care

the opportunity to place truly new products on the market through the integration of

9 Strategic Management and Integrated Care in a Competitive Environment 143



other service providers. Integrated care can generate potentials for growth in this

industry where product development opportunities are greatly limited.

9.5.1.3 Market Development
The third potential area of growth is market development. According to Ansoff’s

Product/Market Matrix, market development consists of introducing virtually

unchanged services into a new market segment (Waldecker 1995, p. 137). The

new market segment could be either a customer group that the company has not

addressed fully or a segment where the company is not yet regionally present.

Mergers or takeovers are effective external growth strategies in the latter case.

However, they have the disadvantage of being either very expensive or associated

with the partial abandonment of corporate sovereignty. An integrated care contract

can help to avoid these disadvantages. For example, the creation of a network can

enable a hospital to address customer groups in yet untapped regions as thus reap

the benefits of broader regional distribution through network partners.

9.5.1.4 Diversification
Diversification is the last of the four growth strategies in Ansoff’s Product/Market

Matrix (Ansoff 1966, pp. 131–139). The aim of diversification is to achieve

corporate growth by increasing the number of branches of industry in which a

business is involved (Alberts and Segall 2003, p. 31). Diversification can be

accomplished by creating new products and services or related products and

services that expand the existing portfolio and offering them on untapped markets

to generate additional revenue. Diversification strategies can be classified as hori-

zontal, vertical and lateral. In horizontal diversification, a hospital adds new

services that are technically or commercially related to current hospital services

and offers them in a new market segment. Vertical diversification in the hospital

environment is a growth strategy along the healthcare value chain that integrates

upstream and downstream services into the range of services provided by the

hospital. This can, for example, enable a hospital to enter the outpatient, rehabilita-

tion or nursing market. Integrated care provides many opportunities for vertical

diversification. In an integrated care system, all players along the healthcare value

chain have the possibility to tap upstream and downstream markets. Lateral
diversification gives care providers almost unlimited possibilities for growth

because it allows the provider to market new products or services that are techni-

cally or commercially unrelated to the original hospital services (Arnold 2008,

pp. 553–554).

9.5.2 Porter’s Competitive Strategies

Whereas Porter’s Five Forces model tries to explain business success based on the

attractiveness of an industry, Porter’s generic competitive strategies deal with

strategic considerations. Porter developed this concept to more deeply analyse

strategies that will result in sustainable competitive advantages over direct
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competitors within an industry. According to Porter, the number of strategic

opportunities to gain long-term competitive advantage over a competitor, or

competitors, is very limited. Although other strategies may be successful for

companies operating in less competitive markets, it is generally very useful to

follow Porter’s recommendations in most industries (Müller 2007, p. 7). As a rule, a
company must be fully committed to a given strategy to ensure that it is executed

effectively. The basic types of strategic options, which will be described in detail

below, arise from two levels: competitive advantage and target scope (Fig. 9.7).

The two basic types of competitive advantage according to Porter are low cost and

differentiation. These advantages arise when a company’s strengths allow it to deal

with the five competitive forces better than its competitors. Market scope, or the

width of the competitive field, is the second level of this strategy matrix. Porter

states that companies operate either in the overall market (industry-wide) or focus

on a narrow niche market (particular segment only). This yields the four ideal types

of generic strategies illustrated below (Porter 1999, pp. 37–38).

Hybrid strategies, Porter maintains, are possible but are only successful in

exceptional cases, for example, when there is low-level competition.

9.5.2.1 Cost Leadership
Cost leadership is a competitive strategy in which a firm strives to gain a cost

advantage over its competitors in a number of industry segments via a number of

measures (Porter 1999, p. 74). Many of these measures are based on exploiting

economies of scale and scope. Relevant instruments for this include increasing the

number of products, establishing an efficient corporate size, selectively exploiting

experience in cost reduction, and minimizing costs in all business units (Müller
2007, pp. 12–14). The ultimate goal of this strategy is to become the industry’s

absolute lowest cost producer. This protects a company from the competitive forces

in the industry because the cost advantages resulting from the economies of scale

create barriers to entry for competitors. Secondly, the cost leader’s earnings remain

higher than those of its competitors, even in highly competitive markets. Cost

leadership also strengthens a company’s negotiating position against its customers

and suppliers (Porter 2013, pp. 74–75). Integrated care also gives health care

players opportunities for cost leadership. Cost reductions can be achieved through

better integration of upstream and downstream service providers.

Fig. 9.7 Porter’s generic strategies to sustain a competitive advantage (Porter 1999, p. 38)
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9.5.2.2 Differentiation
Differentiation is a competitive strategy in which a company strives to modify a

product based on existing or latent consumer needs to the extent that the product

will be perceived as unique within the industry and can be sold at a higher price

because of its uniqueness (Porter 1999, pp. 40–41). Unlike cost leadership, differ-

entiation focuses on the supply side rather than the resource side. Offering addi-

tional services, creating noticeable quality differences, and establishing a “brand

experience” are examples of differentiation strategies (Müller 2007, p. 15). The
uniqueness of its product protects a company from competitive forces and can

increase profitability.

9.5.2.3 Low Cost and Differentiation Focus Strategies
The two focus strategies, which are also called niche strategies, follow the compet-

itive advantages of cost leadership and differentiation. The difference, however, is

that the company then only addresses a certain segment of the market. Focus

strategies are based on the assumption that a very narrow strategic focus leads to

advantages over competitors within a given niche. Cost leadership and uniqueness

can be achieved more efficiently in a small market segment than in the entire market

(Porter 2013, pp. 77–79).

9.5.2.4 “Stuck in the Middle”
Another scenario by Porter is called “stuck in the middle”. This occurs when a

company does not succeed in focussing on only one of the discussed strategies, but

is virtually stuck between the two. The company then has no competitive

advantages and will have under-average performance over the long term because

other companies striving to achieve cost leadership, differentiation or focus will

achieve a better competitive position in each segment. The way out of this situation

is for the company to make a conscious decision for one of these strategies (Porter

1999, p. 44).

9.6 Integrated Care as a Quality Improvement Strategy

It should be emphasized that integrated care is a means to an end, not an end in

itself. It serves merely as a strategy aimed at providing better services for patients

and populations. The aim of integrated care is to improve quality, not to reduce

costs. As illustrated throughout this book, an integrated care strategy may be

implemented on different levels, but in order to be sustainable and effective, it

must permeate all tiers of the healthcare value chain—from the system level to the

individual level. When health care managers accept these basic principles, they can

learn a lot from classic management literature and practical experience in other

sectors (6 P et al. 2006).

The management side of health care has long been neglected because many care

providers consider it to be a necessary part of business, but not of health care.

However, due to the manifold and often stated challenges of the twenty-first century
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and the slow speed of development new forms of care delivery, such as integrated

care, the need for more strategic thinking, planning, management and implementa-

tion approaches has become evident. As described in this chapter, strategic man-

agement requires not only a clear vision and common goals shared by all

stakeholders involved, but also a thorough understanding of one’s partners,

providers and “clients,” i.e. patients. This is essential for implementing changes

in the process of transitioning to integrated care as well as for realising sustainable

integrated care solutions. The following chapters will go more into detail on these

and other key elements of integrated care design, implementation and management.
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Governance and Accountability 10
Sara Mallinson and Esther Suter

Governance may not be a top priority when debating health care transformation for

the twenty-first century but it is a critical instrument to strengthen public and

institutional performance (Van Kersbergen and Van Waarden 2004; Chhotray &

Stoker 2009). Governance matters, and never more so than in times of crisis. “For

example, since 2008, in the UK approximately one in three NHS foundation trusts

have been subject to formal regulatory action on at least one occasion, with poor

governance a contributing factor in almost all the cases.” (Monitor et al. 2014, p. 4).

The first two sections of this chapter cover theoretical aspects, including how

governance and accountability are conceptualized and specific considerations of

governance and accountability in integrated health systems. The latter two sections

focus on the practical aspects of implementing governance and accountability into

integrated health systems and the tools needed to support its implementation. We

have tried to present a balanced view by drawing on a wide range of published

literature, thus, while many of the innovative examples we discuss originate in the

UK, we believe, they can easily be applied in to types of health system.

10.1 What Is Governance and Accountability?

In the following, governance is understood as the policy tools and processes needed

to steer a system towards population health goals (Barbazza and Tello 2014; Task

Team 2013). Governance is a multi-faceted concept that became an established part

of the health system lexicon in the early 2000s. With the publication of the World
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Health Organization (WHO) landmark report “Health Systems: Improving Perfor-

mance” (WHO 2000), governance was adopted and adapted to health system

contexts. Stewardship, leadership, strategic direction and regulation became impor-

tant concepts to actualize health system priorities. The later 2000s saw the publica-

tion of a burgeoning literature on how to achieve large scale change, including

WHO’s 2007 ‘building blocks’ framework for health system strengthening (WHO

2007). This reflected governments’ ongoing struggle to manage health needs along

with increasing health services expenditure.

The literature contains a number of different conceptualizations of health gov-

ernance. They share some common features but none are universally accepted

(Barbazza and Tello 2014; Mikkelsen-Lopez et al. 2011; Brinkerhoff and Bossert

2008):

• Governance must encompass all aspects of managing health services delivery to

support health system goals, including financing, human resources, information

and medicine and technology.

• A systems perspective is required to understand the interdependencies between

these domains and devise appropriate governance mechanisms.

• Governance mechanisms and processes must support achievement of overall

health systems goals; this requires a number of conditions:

– Clear accountability of key actors to beneficiaries,

– Responsible leadership and a clear vision,

– An equitable policy process that allows influencing of policymaking by all

players equally,

– Transparency,

– Sufficient state capacity to manage health care policy and service delivery

effectively, and

– Public engagement and participation.

There is agreement that ‘good’ governance leads to health improvement

(Brinkerhoff and Bossert 2008; Mikkelsen-Lopez et al. 2011), but the lack of clarity

in the nomenclature and in models and measures of governance has failed to

produce clear evidence on the impact of governance models (Barbazza and Tello

2014; van Olmen et al. 2012). Developing appropriate governance processes that

respond to the complexities of health care systems is important but so is under-

standing the situations in which governance is working and is delivering the

outcomes desired by all stakeholders.

Most descriptions of governance highlight accountability as an important gov-

ernance tool. Well-defined accountability structures, along with high-quality

systems to monitor processes and outcomes towards agreed upon goals, are

intertwined with successful governance (George 2003; Brinkerhoff 2004; Hammer

et al. 2011; Lewis and Pettersson 2009; Barbazza and Tello 2014; Suter and

Mallinson 2015; Baez-Camargo 2011).

Accountability discussions tend to focus on the relationships between different

stakeholder groups on three levels (Fig. 10.1). Firstly, there is accountability at the

level of the state, which may include various ministries (health, finance, social care,
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education). Secondly, there is accountability at the level of healthcare

organizations, regulatory bodies, and service providers. Thirdly, there is account-

ability to clients/citizens (individuals and families, communities, and populations).

Accountability mechanisms with the State have traditionally been vertical and

unidirectional (Kickbusch and Behrendt 2013) with a focus on financial account-

ability and health system performance (Brinkerhoff 2003, 2004; Deber 2014).

Service providers and healthcare organizations are accountable to state funders

for the ethical use of resources and to clients for service delivery. Mechanisms

focus on organizational performance and oversight and service delivery according

to legal, ethical and professional standards (Brinkerhoff 2003, 2004; Deber 2014;

Fooks and Maslove 2004). Failure to meet the goals and objectives needs to trigger

real and enforceable actions. Lastly, accountability to clients/citizens has a number

of potential functions: helping the public to hold the state and local healthcare

organizations to account on electoral promises and services; supporting public

engagement through increased transparency which, in turn, is a mechanism for

checking that health systems represent the public’s interest, values, needs and

expectations (Brinkerhoff 2003). The interweaving of transparent public account-

ability mechanisms with improved public engagement can lead to better informed,

accountable and legitimate decision-making (Abelson and Gauvin 2004; Kickbusch

and Behrendt 2013).

Fig. 10.1 Accountability relationships in integrated healthcare systems. Adapted from

Brinkerhoff and Bossert (2008)
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10.2 Appropriate, Agile, and Effective: New Directions
for Governance and Accountability in Integrated Health
Systems

In the second decade of the twenty-first century, the thinking around governance

underwent a shift. Governments, organizations, communities and individuals began

grappling with the changing global context in which influences on health and well-

being transcend traditional boundaries in an increasingly globalized ‘knowledge

society’ (Wilke 2007; Kickbusch and Gleicher 2014). This has required a

re-focusing on whole-system health, one which cuts across political, economic,

and social landscapes, and demands an evolution in governance models (WHO

2013). This has in turn led to a distinction being drawn between health governance

(i.e., structures, processes and mechanisms that govern health care) and governance

for health. Governance for health is a much broader idea, tying in wider changes in

globalization, knowledge, participation, and co-production of health (Kickbusch

and Gleicher 2012).

In parallel with calls to refocus on the broader idea of governance for health

there has been an evolution in health service integration. Integrated care systems,

networks or models, often regarded as Complex Adaptive Systems, are moving

beyond horizontal integration between organizations at same level or delivering

similar services. There are efforts to integrate more broadly across community-

based services, including other sectors, and partnerships between communities,

primary and acute care [i.e., vertical integration, Evans et al. (2013)]. The challenge

is that many innovative cross-sectoral service arrangements require more flexibility

and different accountability mechanisms to initiate and sustain change. They create

new and ambiguous governance and accountability relationships (Brinkerhoff

2004; Deber 2014; Fooks and Maslove 2004; Kickbusch and Behrendt 2013;

Maybin et al. 2011). In this context, the focus is increasingly on relationships and

alliances, management of boundaries, shared information, best practice guidelines,

and establishing a common culture.

In addition, organizations have to respond to an increasingly informed public

that demands better leadership in publically funded organizations and greater

accountability for allocation and use of resources (WHO 2008). Some authors

maintain that creating a strong public voice through appropriate governance and

accountability is critical for the success of integrated health systems (Abelson and

Gauvin 2004; CIHR 2012; Fooks and Maslove 2004). There is also a key role for

people in monitoring system quality and performance, including reporting on

people’s experiences in the health system. These broader trends—global interde-

pendence, a new understanding of the complexity of health, the changing roles of

citizens in co-production of health and health care—are the impetus for new and

smarter governance approaches (Kickbusch and Behrendt 2013). Governance and

accountability processes have to keep pace with the diverse contexts within which

they operate, and be responsive to people in diverse roles and relationships. A

recent high-level review of governance in UK health services (Grant Thornton

2015) suggested that partnerships needed agile governance rather than the
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command and control styles of more traditional, siloed models of health service

delivery. The review also noted the need for a mature risk management strategy and

for genuine empowerment for governance boards so their ‘risk appetite’ (Bullivant

and Corbett-Nolan 2012) allows innovative arrangements to flourish. The problem

for health system leaders is that these dimensions of new governance depend on a

degree of culture change.

The idea of ‘soft governance’ to support collaborative care across multiple

stakeholders is not new, but, as Fierlbeck (2014) argues, it has become particularly

relevant as governments grapple with complex health problems across overlapping

jurisdictions. She concludes that new ‘experimental’ governance models need to

respond to limitations of hierarchical, vertical governance arrangements that do not

allow a constellation of interests to negotiate alternative health care models.

Kickbusch and Gleicher (2014) highlight global examples of whole-of government

(WOG) and whole of society (WOS) approaches to manage complex policy pro-

cesses that govern health and might be fitting for integrated health systems. WOG

indicates a commitment to health at all levels of government with joint working

across sectors as a core premise. WOS goes beyond institutions and influences/

mobilizes communities and other relevant policy sector, media and the private

sector to co-create health. WOS approaches emphasize coordination through nor-

mative values and trust building amongst actors, which ultimately strengthens

resiliency of communities. Their focus is on new forms of communication and

collaboration in complex network settings, using social movements and negotiation

to align diverse priorities, values and approaches.

Overall, this new vision points to the diffusion of governance from a state/health

services centred model to a collaborative model where a range of actors including

state, private industry, the public, media and international organizations across

levels co-produce governance by Kickbusch and Gleicher (2012).

10.3 Implementing Innovation: Next Steps for Governance
and Accountability in Integrated Health Systems

Although many health systems in developed nations are experimenting with

integrated health care systems, recent policy initiatives and implementation

projects in the UK provide a timely and interesting example of the drive to move

integration forward. Successive UK governments have explored ways to tackle

health system pressures through integrated health systems. Substantive policy

changes in the Health and Social Care Act (Department of Health 2012) and

increasing focus on the challenges of improving health care quality compel a new

look at how services are organized, regulated, monitored, and directed. In the

following, we describe these new developments in more detail with special consid-

eration of their impact on governance.

In NHS Five Year Forward, the National Health Service sets out a vision for an

updated agenda View (NHS England et al. 2014) that reflects the significant

changes in science and technology and the increasing complexity of health and
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social care delivery. Central to the vision is a renewed focus on prevention, public

health and primary care through new partnerships that cut across traditional

boundaries. A combined health and social care budget and capitated arrangements

are some of the innovations outlined on the financial side. There are also a series of

new care models in primary, emergency and specialist care, many of them focusing

on multidisciplinary teams and networks. The challenge, as encapsulated in this

plan, is the need for meaningful local flexibility in service delivery models, funding

mechanisms and regulatory requirement to accommodate diverse contexts. These

are vital to build new relationships with patients and the community that enhance

patient empowerment and engagement in care decisions.

The new care models envisioned in the NHS Five Year Forward View will have

implications on all domains of governance and accountability. Shared budgets and

capitated arrangements will challenge how funds are distributed and managed

between social and health care partners; local flexibility in service delivery models

puts more onus on service providers and organizations to maintain quality

standards; the focus on patient and communities demands more effective

mechanisms for engagement and public reporting. Two commissioned reports

have explored the governance challenges inherent in the new vision in more detail.

The Dalton Review (Dalton 2014) explored the organizational forms needed to

support the vision of the renewed NHS. The review strongly promotes the creation

of different organisational models that are adaptable to local contexts.

Organisational models comprise the structures of governance, accountability and

management to achieve specific aims and objectives in delivering services. The

report outlines a number of different models of service integration with different

types of partnership and degrees of integration. They caution that embracing

different models would require a shift in mind-set of boards towards achieving

what is best for patients and communities through joint ownership. Such collabora-

tive arrangements require careful consideration of governance structures and pro-

cesses that will likely have to deviate from the status quo.

Building on the Dalton Review, the NHS Governance Review (Grant-Thornton

2015) offers a comprehensive discussion of NHS governance challenges emerging

from the Five Year Forward View vision. In a similar vein to Dalton (2014), the

authors stress the need for “. . .NHS leaders to engender cultural change, support

innovation and build a modern workforce—all will need to be underpinned by

robust corporate and quality governance arrangements.” (p. 5). The report authors

argue that cultural changes depend on transparent and robust performance monitor-

ing across all major care pathways, especially where they are linked to payment

mechanisms. However, their survey indicated ongoing uncertainty about account-

ability and delegation of authority between Care Commissioning Groups and NHS

Trusts (p. 2). Collaboration and partnership governance with all health and

wellbeing partners (including social enterprises, third sector, HealthWatch, and

private sector) is essential but the relationships and systems are still evolving.
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10.3.1 Vanguard Integration Sites

The Five Year Forward View is using three waves of Vanguard sites to

operationalise different integrated care models (NHS England 2014). All share

the fundamental aims of improving patient experience and continuity of care

while also dealing with the financial and resource pressures facing the NHS. This

translates into four core values for the re-design: clinical engagement; patient

engagement; local ownership; national support.

The Northumbria Healthcare NHS Foundation Trust, for example, is one of eight

Vanguard sites to spearhead the implementation of an integrated primary care-acute

care model (https://www.northumbria.nhs.uk/about-us/vanguard). The trust already

had a strong integration record and effective governance and accountability

mechanisms in place to advance the integration agenda. An established Integration

Committee had created a detailed integration plan (Freake 2013) and a dashboard to

track progress against integration objectives, including patient experience.

As a Vanguard site, the focus is on the development of the primary care-

acute care systems integration with partners at Northumberland Care Commissioning

Group and Northumberland County Council (https://www.northumbria.nhs.uk/

sites/default/files/images/Vanguard_270815_LR.PDF). Specifically, Northumberland

Vanguard will create a new Specialist Emergency Care Hospital that will act as

an extension of primary care to create ‘hubs’ of primary care provision across

the county. This new model will allow patients to access their primary care

physician 7 days a week. Cutting across organisational boundaries, the model

will enhance access to community nursing services and coordinated discharge

through shared information technology. The ultimate goal is to provide care closer

to home.

Although the launch of the first group of Vanguards in spring 2015 was report-

edly met with lots of goodwill, they have a difficult balancing act to perform. They

must embrace local context with innovative, experimental forms of service delivery

while also setting the pace for system-wide transformation. Vanguards use a ‘learn

as we go’ approach that emphasizes the importance of ongoing monitoring of

outcomes for patients, staff and the wider population. Sharing of processes, metrics,

and learnings from high performing integrated systems is also being encouraged,

and all Vanguards who are implementing variations of a component will be asked to

participate in ‘action research’ (NHS England 2015, p. 9).

This approach to health care reform may seem much riskier because it builds on

demand-led rather than supply-led local service planning and extends well beyond

traditional organizational boundaries. Collaborative leadership, commissioning and

delivery of care will depend on agile governance supported boards that are open to

risk. Clearly, this kind of innovation depends on leadership that advances system-

wide cultural change, but there are concerns about whether organizations can

overcome the inertia that has characterized previous cycles of reform. Vanguards

will have access to appropriate national, clinical, and program expertise to collabo-

rate in the change process. As such they will be able to share clinical pathways,

outcome based commissioning, and improvement methodologies. Evidence-based,
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replicable models and frameworks built for scale are the driving force for the

implementation process. Joint leaders and supporting groups are responsible for

developing processes to monitor impact for all stakeholders at national and local

levels to support shared learning. Identifying appropriate tools to measuring

patient-centred care is a particular area of interest. Initially, a suite of core metrics

for each of the Vanguard models along with a standard dashboard showing its

trajectory compared to its baseline and to other Vanguards is being proposed

(England, N. H. S. 2015, p.11–13).

10.4 Tools for Governance and Accountability

The Dalton Report (2014) and the NHS Governance Review (Grant-Thornton

2015) have both highlighted the formidable governance and accountability

challenges facing integrated care networks. In the sections below, we highlight

some of the growing number of frameworks and tools available to help

governments, health care organizations, and citizens grapple with governance and

accountability in innovative integrated care models.

10.4.1 Frameworks

Well-led framework for governance review
Monitor, the national regulator for health services in England, developed the Well-

led framework for governance reviews (Monitor et al. 2014). The framework aims

to support the NHS Foundation trusts, in line with the Code of Governance, to

complete an external review every 3 years. This tool allows boards to have robust

oversight of quality, operations, and finance in the face of uncertain future income

and new care models. It also supports Trusts in regular reviews of governance to

ensure they remain fit for purpose.

The four domains for governance reviews are:

1. Strategy and planning—how well is the board setting direction for the

organisation?

2. Capability and culture—is the board taking steps to ensure it has the appropriate

experience and ability, now and into the future, and can it positively shape the

organisation’s culture to deliver care in a safe and sustainable way?

3. Process and structures—do reporting lines and accountabilities support the

effective oversight of the organization?

4. Measurement—does the board receive appropriate, robust and timely informa-

tion and does this support the leadership of the trust?

The framework is a ‘core’ reference document to shape the depth and focus of

assurance processes. It also contains helpful guidance on how to conduct a gover-

nance review.
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Good Governance Handbook
The Health Quality Improvement Partnership (HQIP) and the Good Governance

Institute have released a new edition of the Good Governance Handbook (Corbett-

Nolan et al. 2015). HQIP is an independent organisation led by the Academy of

Medical Royal Colleges, The Royal College of Nursing and National Voices in the

UK (http://www.hqip.org.uk/). Established in 2008, HQPI promotes quality in

healthcare by enhancing the impact of clinical audit. To that effect, HQIP

commissions a series of clinical outcomes review programmes that complement

the work of other agencies such as the Care Quality Council.

Structured around ten themes, the Good Governance Handbook includes self-

assessment questions for good governance at the levels of the board, division and

department.

Pathway to accountability II
The Global Accountability Framework originated from the One World Trust

(Blagescu et al. 2005) and incorporated self-check lists in the areas of transparency,

participation, evaluation, and complaint and response mechanisms. The Pathway to

Accountability II (Hammer et al. 2011) is a revised version aimed to support

capacity building and system development. The revised version still focuses on

the four domains of transparency, participation, evaluation and complaints but

acknowledges the interdependencies and hence the need for a crosscutting, inter-

sectoral approach. It introduces a graded scoring system and a series of quality

management indicators within each of these domains. It is being widely used in

WHO initiatives to support global accountability assessments across health

systems.

Results-based accountability framework
This framework was developed by the Fiscal Policy Studies Institute and Mark

Friedman (Friedman 2015). It involves “turn the curve” thinking—reverse-engi-

neering solutions to problems by identifying desired outcomes and working back

towards appropriate mechanisms and processes to achieve those ends, along with

the data required to track performance. It focuses on three key questions: How

much did we do? How well did we do it? Is anyone better off? It has been widely

applied in social and community programs, and is being adapted to health system

applications. For an example, see work in New Zealand (New Zealand Ministry of

Health 2015) or Washington (Washington County Mental Health Services 2015).

10.4.2 Tools

The frameworks described above help to assess the status quo of governance and

accountability in integrated care networks and highlight gaps. Other tools target

more specifically accountability domains of performance, financial and public

accountability. For example, the Health Data Navigator (Hofmarcher and Smith

2013) is an interactive platform for researchers, policy makers, and healthcare
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professionals to access health data from Austria, Estonia, Finland, France,

Germany, Israel, Luxembourg and the UK. It contains information and links to

support performance measurement of the health system including a list of interna-

tional frameworks that can be adapted to national settings and methods for perfor-

mance measurement. There is also a toolkit to promote generic standards for

performance assessment and relevant data sources for comparative evaluations

under the OECD health care quality indicators domains of quality, efficiency and

access (Kelley and Hurst 2006).

Dashboards of health information have emerged to support public reporting on

performance. One used by the Department of Health in Vermont, US allows the

public to easily track the health status of Vermont residents through more than

100 goals in 21 focus areas (http://www.healthvermont.gov/hv2020/). This real-

time dashboard presents measures, indicators and trends and helps to keep the

Vermont government accountable in their health strategy. Similarly, the Canadian

Institute for Health Information (CIHC) has developed an interactive website that

allows the public to review performance data and health systems spending (http://

www.cihi.ca/CIHI-ext-portal/internet/EN/Home/home/cihi000001).

Citizen/community score cards and surveys are a mechanism to promote civil

engagement and demand-side accountability, and empower individuals to express

their views to government bodies. The surveys allow citizens to contribute to

oversight and regulation and therefore aim to improve the quality and integrity of

public services (Singh and Shah 2007). Different types of citizen report cards and

community score cards can be found at the World Bank’s participation and civic

engagement webpage: http://www.worldbank.org/socialaccountability_source

book/Resources/pub4.html

Identifying new governance and accountability mechanisms for financial man-

agement of resources and for engaging patients and the public will need to be a

priority for the Vanguards and other innovation sites. People Powered Health was

an innovative programme in the UK between 2011 and 2013 that focused on

co-production of health for people and by people (Horne et al. 2013). They

advocated bottom-up redesign of monitoring and outcome assessment as a mecha-

nism to drive change. NESTA and the Innovation Unit bring together examples of

collaborative action from across the UK in a Coproduction Catalogue to illustrate

what co-production looks like on the ground (Nesta 2013).

The catalogue outlines a number of different projects and models of

co-production. It also lists a range of tools to assess impacts and outcomes from

different perspectives when service innovations are rolled-out. For example, the

NHS Five Year Forward View calls for new ways to distribute and manage funds

and an example of this are the personal health budgets introduced for specific

populations receiving health and social care services. A national evaluation of the

pilot projects in over 60 primary care trusts showed favourable results with positive

user feedback. Current work focuses on using a personal outcomes evaluation tool
for annual, routine evaluation of user experience (Hatton and Waters 2015). It

focuses on meaningful goals and capacity for people and communities. This

includes a broad set of patient reported outcomes with focus on confidence and
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control over own health, behaviour change and lifestyle, measure of quality social

networks and social support. Wider measures could look at satisfaction with equal

and effective relationships, level of patient engagement using tools like the Patient

Activation Measure, and levels of participation.

These are just a few examples of the guidance and tools that are available to

support service integration and build collaboration. For a more complete descrip-

tion of innovative governance and accountability tools see Suter and

Mallinson (2015).

10.5 Conclusions

We are at the advent of new relationships in integrated services. Large health

systems are unpacking the challenges of whole system approaches to health and

the best ways to meet future challenges is through new organizational forms. There

is a push for radical, bottom-up change with patients, clinicians and communities as

co-creators in all aspects of health service design, delivery and governance. As the

roles of patients, communities and other stakeholders as partners for health evolve,

we need tools and processes that create clear and transparent accountability

relationships.

The challenges for governing these new models are significant and given their

novelty there is little evidence about what works in a given context. Commentators

have noted that the monitoring of accountability is the least developed element of

health system leadership and governance (Smith et al. 2012). Some have pushed for

“integrated governance”, which focuses on partnerships between and within

organizations (Delaney 2015; Jackson et al. 2008; Nicholson et al. 2014). Managing

the interactions of governance structures associated with the different partnerships

may be one of the biggest challenges (Delaney 2015). Jupp (2015) posits that we

may be able to draw on experiences of other sectors that have undergone significant

restructuring (such as education or the prison services in the UK).

Despite the uncertainty of what these new governance structures will look like or

how they will operate, there is general agreement that governance will be an

essential element of successful integrated care system reform (Brinkerhoff and

Bossert 2008; Mikkelsen-Lopez et al. 2011). Some argue for a new or enhanced

role of independent inspectorates to deliver on public accountability promises

(Kickbusch and Behrendt 2013; Michels and Meijer 2008; World Bank 2013).

Such agencies may also have a role in collecting and disseminating information

on good practice and performance. One example is the Canada Health Council,

implemented on the recommendation of an expert committee report on the state of

the Canadian health care system. The agency had a vital role in monitoring progress

on electoral promises and during its life span released a series of critical public

reports (http://healthcouncilcanada.ca/reports.php). It also hosted a health

innovation portal profiling best practice approaches across the continuum of care.

Stacked with political appointees and representatives, however, it faced an up-hill

battle to earn the trust and credibility it needed to make a difference and to satisfy
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citizens’ demands for greater accountability (Flood and Archibald 2005). It

disbanded in 2014.

Investing in good, smart systems to increase transparency across a wide variety

of indicators of quality is likely to be central to improving accountability in a

system with more autonomous providers (Jupp 2015). In addition, mechanisms for

co-creation and patient empowerment will continue to play an important role.

Power imbalances have been on the agenda for many years but unravelling tradi-

tional relationships to respond to new partnerships and shared-responsibility

remains challenging. Strategic policy frameworks combined with effective coali-

tion building and governance remain important tools to strengthen the coordination

and integration of health services delivery (Goodwin 2002; Kickbusch and

Behrendt 2013; Kickbusch and Gleicher 2012; Maslin-Prothero and Bennion

2010; Suter et al. 2009; Williams and Sullivan 2009; WHO 2013). In contrast to

earlier governance approaches that focused on structures and organizational

boundaries, newer approaches will need to pay increasing attention to the disper-

sion of power within integrated systems and accountability relationships across the

four domains.

In summary, the multiple models of integrated care that are evolving globally

raise the possibility of a period of experimentation and learning (Jupp 2015).

Governance that is agile and can respond quickly to emerging changes is required

to manage the complex interdependent partnerships in integrated care systems.
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Financing and Reimbursement 11
Ellen Nolte

11.1 Introduction

Problems of care coordination and integration typically arise at the interfaces

between primary and secondary care, health and social care, curative and public

health services, and among specialities and professional groups (Nolte and McKee

2008b). Financial factors such as differences in financing mechanisms and sources

and in the allocation and flows of funding, including payment mechanisms, are

frequently cited as a major barrier for the implementation of more integrated

approaches to service delivery (Calnan et al. 2006; Cameron et al. 2014; Dickinson

and Glasby 2010; Hardy et al. 1999).

Leutz (1999) argued that successful integration requires sustained investment in

staff and support systems, funding for start-up costs, and flexibility to respond to

needs that emerge during implementation. Several countries have, directly or

indirectly, set aside dedicated resources to support the development and implemen-

tation of innovative care models seeking to achieve better service integration, such

as through targeted payments or the use of start-up grants (Nolte and Knai 2015;

Nolte et al. 2014; Nolte and McKee 2008b). Countries are also increasingly

experimenting with new forms of paying providers in order to incentivise coordi-

nation and integration. Examples include the introduction of ‘bundled payment’

schemes for a defined package of chronic care such as in the Netherlands (de Bakker

et al. 2012; Tsiachristas et al. 2013). This can be seen to form part of a move to what

has been referred to as ‘value-based payment’ more broadly, including mechanisms

such as shared savings and global budgets (Hayen et al. 2015; Miller 2009). Such
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schemes recognise that payment systems that encourage multiple providers with

different incentives are unlikely to provide well-coordinated care (Roland and Nolte

2014). Several countries have additionally introduced pay-for-performance (P4P)

schemes in primary care, incentivising chronic and coordinated care in particular,

although the evidence of their benefits remain mixed (Cashin et al. 2014a; Eijkenaar

et al. 2013; Scott et al. 2011). Furthermore, a number of countries have experimented

with different financing mechanisms. Examples include the shifting of responsibility

for funding of particular components of service delivery between funding agencies,

such as local and regional authorities (Frølich et al. 2015) or health and long-term care

insurers (Maarse and Jeurissen 2016), or introducing pooled budgets to integrate health

and social care (Hultberg et al. 2005; Mason et al. 2015).

This chapter provides an overview of the ways countries have sought to change

financing and payment mechanisms at different levels in order to enable better

coordination among providers in the delivery of health services and between health

and social care and thus support integration. The chapter begins with a brief

overview of the principles underlying the financing of and payment for services

and the advantages and challenges inherent in different approaches. It then reviews

examples from several countries that have experimented with innovative ways to

enhance coordination and integration of service delivery. It then reflects on the

evidence of impact of different approaches. It concludes with a set of overarching

observations.

11.2 Principles of Financing of and Payment for Services

This section briefly discusses the principles of financing of health and social care as

well as the payment mechanisms for service delivery. It is beyond the scope of this

chapter to provide a comprehensive account of financing and payment forms, which

have been described in detail elsewhere (Allen et al. 2011; Robertson et al. 2014;

Thomson et al. 2009). Instead, it focuses on those aspects that are immediately relevant

to the integration of care. Much of the discussion presented here relates to high-income

countries, although it is important to recognise that the challenges arising from

financing and payment systems are universal (World Health Organization 2010).

11.2.1 Financing of Health and Social Care

Health (and social care) financing encompasses a range of functions: the collection

of funds for care, the pooling of funds (and therefore risks) a both cross time and

populations, and the purchasing of services (Kutzin 2001). It also includes policies

that relate to determining the coverage of the population (breadth), the range of

benefits that are being provided (scope), and the proportion of benefit cost covered,

that is, user charges (depth) (Busse et al. 2007). Countries differ in the way they

carry out these functions and implement related policies. This has implications for

important policy goals such as financial protection, equity of access, efficiency of
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service organisation and delivery (Thomson et al. 2009). Choices largely reflect

individual countries’ institutional, political, social and historical contexts.

Among high-income OECD countries, health care is largely financed from

public sources, although the extent varies. In 2013, public funding accounted for

just under 60% of total health expenditure in Israel up to 85% in Norway and 88%

in the Netherlands (OECD 2015). In contrast, in the USA, just over half of health

expenditure (52%) was from private sources. High-income countries use national or

local taxation and/or statutory insurance to fund public health care, and the majority

of countries provide (almost) universal coverage. Residence in the given country is

the most common basis for entitlement to health care. In the USA, health care

coverage is only gradually expanding following the 2010 Patient Protection and

Affordable Care Act (ACA) (French et al. 2016).

Most high-income countries also provide public support for social or long-term

care, although the nature and scope of what is funded varies (Scheil-Adlung 2015).

Social care is typically financed from (local) taxes; a small number of countries,

including the Netherlands, Germany, Japan and France, have introduced mandatory

long-term care insurance, and Sweden has established a right to tax-funded social

care (Robertson et al. 2014). The term ‘social care’ does not equally apply to all

systems, however. For example, in England, adult social care has been defined as

“the care and support provided by local social services authorities pursuant to their

responsibilities towards adults who need extra support” (The Law Commission

2011, p.2), essentially capturing those services that are not provided by other

organisations under different legislation. Other systems conceptualise social care

differently and for example in Australia, Finland and the Netherlands ‘social care’

also includes parts of child and youth care (Schweppenstedde et al. 2014). Long-

term care may (implicitly) be captured under social care although it is frequently

referred to as a separate entity or sector. In Germany, the term ‘social care’ as an

overarching concept does not exist while long-term care forms an established sector

(Busse and Blümel 2014). For ease of comparison, in the following we will use the

notion of social care as a generic term and synonymously with long-term care while

recognising country-specific differences in the nature and scope of this sector.

The main difference between health and social care systems is the nature of

entitlement for publicly funded services. In health care, entitlement is typically

based on residency status as noted above, or in case of insurance systems, contri-

bution or enrolment status. In contrast, in social care, entitlement is typically

determined on the basis of need (means-tested) with the exception of countries

that have introduced insurance or a right to social care (Robertson et al. 2014). This

difference in service entitlement can create challenges for collaboration between

the health and social care sectors, in particular as these systems are frequently

administered separately. There are exceptions such as in Germany, where long-term

care insurance is administered by the health insurance funds. Similarly, only a small

number of countries provide more integrated health and social care financing at the

system level, for example the publicly financed Medicaid system in some states in

the USA (Crawford and Houston 2015). Scotland has been moving towards

integrated partnerships between health and social care following its 2014 public
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service reform. Starting in 2016, 31 local partnerships have been set up in which

NHS and local government care services are responsible for the planning,

resourcing and delivery of all integrated health and social care services (see

Chap. 32) (Health and Social Care Integration Communications Group 2015).

Likewise, Finland has, in 2015, embarked on a major social welfare and health

care reform, foreseeing the “complete horizontal and vertical integration of

services” (p.30) (Prime Minister’s Office 2015) through the creation of 18 autono-

mous regions. The regions are expected to take on responsibility for the

organisation of social welfare and health services, among other public services,

and central government supervision is expected to be strengthened. Several

countries are experimenting with more integrated financing schemes at regional

or local levels, examples of which we discuss below.

11.2.2 Payment Mechanisms in Health Care

There are a range of methods to pay different types of health care providers. The

methods can be categorised in different ways, for example, whether they are

prospective or retrospective, or the extent to which payments bring together (‘bun-

dle’) components of health care services (Charlesworth et al. 2012; Thomson et al.

2009). This is further illustrated in Table 11.1, which also outlines some advantages

and disadvantages of the four main forms of provider payment. These are: block

budget, capitation, case-based payment and fee-for-service.

The principal forms of provider payment vary in their ability to support over-

arching system goals such as preventing health problems, delivering services to

effectively address health problems, or responding to the legitimate expectations of

the population and containing health care costs (Charlesworth et al. 2012; World

Health Organization 2000). For example, payment systems based on capitation

offer, in principle, the incentive for providers to invest in prevention. However, this

is often not translated into practice, due, at least in part, to the often short-term

nature of contracts, which are not sufficiently long for potential savings to be

realised by providers (Marshall et al. 2014). Likewise, fee-for-service payments

do not encourage preventive activities, unless these are specifically paid for.

Furthermore, different payment systems vary in their ability to support patient

choice, with block budgets and capitation providing only limited options in contrast

to case-based and fee-for-service payments, which allow for money to follow the

patient.

Against this background, systems tend to use several types of payment simulta-

neously or indeed combine different methods in the form of blended payment in

order to influence provider behaviour (Marshall et al. 2014). For example, in

Europe, primary or ambulatory care providers are typically paid through a combi-

nation of capitation and fee-for-service payments while the most common way of

paying hospitals is prospectively using case-mix adjusted diagnosis-related groups

(DRGs), often complemented with grants or budgets for specific services

(Table 11.2) (Nolte et al. 2014; Thomson et al. 2009).
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Table 11.1 Types of provider payments in healthcare

Type of

payment Description Advantages Disadvantages

Bundled Block

budget/

salary

Periodic global

lump sum;

independent of

number of patients

– Low transaction

costs

– Predictable

expenditure/

income if budget

has fixed cap

– Provides

flexibility for

(cost-neutral or

-reducing)

provider

innovation

– Lack of

transparency and

accountability

– Disincentivises

increases in

activity

– Disincentivises

cost-increasing

innovations;

innovation may be

constrained with

limited access to

capital

– May lead to

service rationing or

lower quality

where demand is

high

– Does not reward

good performance

Capitation Periodic lump sum

per enrolled patient

for a range of

services

– Low transaction

costs

– Supports cost

containment and

financial control

– Incentivises

attracting more

patients and

possibly improved

care quality in

selected

dimensions of care

– Disincentivises

provision of

additional or

costlier services

– Providers might

avoid patients with

high levels of

needs where

payments are not

fully risk-adjusted

– May incentivise

shifting of services

to other providers

where payments

cover only part of

the care pathway

(e.g. primary care)

Per period Periodic lump sum

per patient

diagnosed with a

particular condition

Per patient

pathway

Lump sum for all

services required

for a defined

pathway of care

(continued)
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Table 11.1 (continued)

Type of

payment Description Advantages Disadvantages

Per case/

diagnosis/

procedure

Payment per case

based on grouping

of patients with

similar diagnoses/

procedures or

resource needs

– Incentivises

reducing costs per

episode, which is

only advantageous

if it improves

productivity and

does not reduce

quality

– Incentivises

increasing activity,

which is only

advantageous if

this activity is cost-

effective and

appropriate

– Transaction costs

are higher because

of the need for

billing and

sophisticated

costing systems

– Incentive to

increase activity

may encourage

unwanted activity

(supplier-induced

demand)

– Challenges

financial control

where there are no

limits on the

volume of services

provided

– Where prices are

fixed quality may

fall as a result of

attempts to

increase profit by

reducing costs

Per day Payment per day of

stay in a hospital or

other facility

Unbundled Fee-for-

service

Payment for each

item of service and

patient contact

– Disincentivises

withholding care

and may support

quality and

comprehensive

care

– Providers are

paid for all services

they choose to

deliver and may

thus promote

equity

– Supports rapid

uptake of

innovations that

expand or change

use or services and

technologies that

are already

reimbursed

– Challenges

financial control

and likely

increases spending

through increases

in activity

(supplier-induced

demand)

– Does not

incentivise

improving

efficiency or joint

working

– Does not

incentivise

investing in

prevention

efficiency or joint

working

– Can delay uptake

of innovations of

services or

technologies that

are not yet

reimbursed and

require negotiation

for reimbursement

Source: Adapted from Charlesworth et al. (2012) and Marshall et al. (2014)
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Table 11.2 Selected features of healthcare provider payment in 12 countries in Europe

Provision of

primary/

generalist and

specialist care

outside

hospital

General

practitioner

(GP) gatekeeping

Payment of

physicians in

primary/

ambulatory care

Payment of

hospitals (year

introduced)

Austria Office-based

primary and

specialist care

physicians;

outpatient

clinics

No Blended system of

fee-for-service

with capitated

element for basic

services;

determined by

payment schemes

based on public

services or private

law and

supplemented by

bonuses defined by

the state

Performance-

oriented

hospital

financing

system (LKF)

(1997)

Denmark GPs in private

practice

Yes; access to

specialist care

upon referral only

except for

ophthalmologists

and dentists

A combination of

capitation per

patient and fee-for-

service, in addition

to special fees for

out-of-hours

services, telephone

consultations and

home visits

Combination of

global budget

and activity-

based funding

using DRGs

England GPs in

community-

based

practices or

health centres

Yes Weighted

capitation based on

General Medical

Services contract,

negotiated

nationally between

NHS Employers

and the General

Practitioners

Committee of the

British Medical

Association; plus

elements of fee-

for-service and

performance-

related payment

Activity-based

‘Payment by

results’ (PbR)

using health

resource groups

for acute

services (2003)

(continued)
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Table 11.2 (continued)

Provision of

primary/

generalist and

specialist care

outside

hospital

General

practitioner

(GP) gatekeeping

Payment of

physicians in

primary/

ambulatory care

Payment of

hospitals (year

introduced)

Estonia GPs in

independent

family

practice

Yes; direct access

to selected

specialties and

follow-up

consultation for

chronic disease

Combination of

basic allowance,

capitation fee,

fee-for-service,

with additional

compensation for

those practicing in

remote areas; based

on negotiations

between the

statutory health

insurance (SHI)

and the Society of

Family Physicians

for a period of

5 years

Diagnosis-

related groups

(DRG) (2004),

complemented

by per-diem and

fee-for-service

payments

France Office-based

primary and

specialist care

physicians

Yes, of a soft type

(‘preferred doctor

scheme’); with

strong financial

incentives for

service users

Fee-for-service;

nationally set

coverage of fees

based on

agreements

between

professional

organisations and

the social security

administration;

extra-billing

(concerns 50% of

patients); P4P

element since 2009

based on

individual

contracts between

physicians and SHI

Diagnosis-

related groups

(DRGs) (phased

in from 2004),

supplemented

by additional

payments for

specific areas/

services

Germany Office-based

primary and

specialist care

physicians

Voluntary (‘GP

contracts’)

Combination of

capitation and

fee-for service

based on centrally

negotiated

‘uniform value

scale’ by the

Federal Association

of SHI physicians

and the National

Association of SHI

Funds

German

diagnosis-

related groups

(G-DRG)

(phased in from

2003)

(continued)
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Table 11.2 (continued)

Provision of

primary/

generalist and

specialist care

outside

hospital

General

practitioner

(GP) gatekeeping

Payment of

physicians in

primary/

ambulatory care

Payment of

hospitals (year

introduced)

Hungary Office-based

family

physician;

specialist care

in policlinics

and

dispensaries

Yes, in principle,

but wide range of

specialist services

are accessible

without referral

Weighted

capitation plus

adjustments based

on provider

characteristics

Diagnosis-

related groups

(DRGs) (1993);

outpatient

specialist

services on a

fee-for-service

basis

Italy Office-based

GPs, typically

in solo

practice;

office-based

specialists

Yes; direct access

to certain

specialists,

e.g. gynaecologists

Capitation fee plus

a share based on

participation in

public health

interventions

(vaccination and

screening), based

on national

contract and

regional

agreements

Diagnosis-

related groups

(DRGs) (1995),

complemented

by capitation

and/or grants for

selected

services

Latvia Typically GPs

in

independent

practice;

health centres

Yes; direct access

to certain

specialists

Age-weighted

capitation plus fees

for defined

activities, bonus

payments and fixed

allowances

Case-based

payment, per

diem plus fee-

for-service

points

Lithuania Family

physicians in

independent

practice;

specialist

outpatient

care in health

centres

Yes Age-weighted

capitation plus

payment for people

living in rural areas

and incentive

payments for

certain listed

services

Global budgets

plus case-based

payment

The

Netherlands

General

practitioners

in group

practices

Yes; access to

specialist care

upon referral only

Combination of

capitation and

fee-for-service;

maximum

remuneration fees

for GPs negotiated

between National

Association of

GPs, Health

Insurers

Netherlands and

Ministry of Health,

Welfare and Sport

Diagnosis and

treatment
combinations

(DBCs) (2005)

(continued)
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As indicated in Table 11.2, a number of countries have introduced additional

payments for providers in primary or ambulatory care. The intent is to incentivise

delivery of certain activities and services to enhance accessibility and improve the

quality of care, in particular for those with chronic health problems. We will discuss

examples of these in the following section.

11.3 Incentivising Coordination and Integration of Service
Delivery: Examples from Different Countries

This section provides an overview of select countries’ experiences of innovative

approaches to enhance coordination and integration of service delivery, focusing on

three strategies: committing additional funding, introducing innovative payment

schemes and changing financing mechanisms. Where appropriate, it will also reflect

on the evidence of impact of different approaches. In the space available, it is not

possible to provide a comprehensive inventory of the entirety of initiatives and

mechanisms that are being used across countries; instead, the chapter offers insights

into a small number of examples for illustrative purposes, building on our previous

work (Nolte and Knai 2015; Nolte and McKee 2008a; Nolte et al. 2008). Country

case studies in Part 6 provide details on further examples.

11.3.1 Commitment of Additional Funding

A number of countries have set aside resources to support the development and

implementation of innovative care models to achieve better service integration

(Nolte and Knai 2015; Nolte and McKee 2008b). The precise mechanisms have

Table 11.2 (continued)

Provision of

primary/

generalist and

specialist care

outside

hospital

General

practitioner

(GP) gatekeeping

Payment of

physicians in

primary/

ambulatory care

Payment of

hospitals (year

introduced)

Switzerland Office-based

primary and

specialist care

physicians

No, except for

those enrolled in

managed care

plans (12% of

residents)

Independent

healthcare

professionals are

generally paid on a

fee-for-services

basis; some

managed-care

plans operate

capitation models

Per-diem plus

diagnosis-

related groups

(SwissDRG)

(from 2009)

Source: Adapted from Nolte et al. (2014)
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varied, reflecting the diverse lines of accountability and responsibility for financing

care and allocating resources. Targeted payments have been used where tiers of

government have direct control over delivery, while more decentralised systems

have tended to use start-up grants to support the development of new approaches,

although this distinction is not clear cut.

Examples include provider health networks in France, which were tasked with

strengthening the coordination, integration and continuity of health care for those

with complex needs (Chevreul et al. 2015; Durand-Zaleski and Obrecht 2008).

Emerging from the late 1990s, they include disease-specific networks, such as for

diabetes, and networks targeting particular population groups, for example older

people. Provider networks were supported by the state and the statutory health

insurance to finance both infrastructure and operating costs as well as new services,

with for example a total of€650 million invested between 2000 and 2005 (Durand-

Zaleski and Obrecht 2008).

Several countries have used project or start-up grants to support the development

of new approaches to care. For example, the federal government in Canada has

supported provincial reform initiatives through the CA$800 million Primary

Healthcare Transition Fund (~€560 million in 2006),1 which operated over a

period of 6 years (2000–2006) (Health Canada 2007; Jiwani and Dubois 2008).

Financial support involved direct funding of primary care reform activities in the

provinces, many of which were concerned with strengthening collaborative and

multidisciplinary working among primary care providers and enhancing the IT

infrastructure to support integration. The fund also supported a range of national

initiatives, such as the National Strategy on Collaborative Care. In Australia, the

central government has been allocating funds within the National Primary Care

Collaboratives programme to improve service delivery, access and integration of

care for patients with complex and chronic conditions since 2004 (The Department

of Health 2014). The first three phases, running until 2012, were supported by an

estimated AU$45 million (~€30 million) (Russell 2013). In Denmark, the govern-

ment allocated a pool of DKK 585 million (~€80 million) over the period

2010–2012 for the development and implementation of regional disease manage-

ment programmes as well as patient education and self-management, to be shared

by regions and municipalities responsible for the organisation and financing of

health and social care services (see also below) (Frølich et al. 2015). In Austria, the

2005 health reform established a financial pool at the level of the states (reform

pool) to promote the coordination of and cooperation between ambulatory and

hospital care. Administered by the statutory health insurance funds, the aim was

to shift care from the inpatient to the ambulatory care sector, with 1–2% of health

expenditure to be set aside for the reform pool to cover the associated costs

(Hofmarcher and Quentin 2013). In Germany, reform efforts seeking to strengthen

integrated care involved, among other things, enabling statutory health insurance

1Source: OANDA. Average exchange rates. https://www.oanda.com/currency/average. Accessed

29 June 2016.
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funds to designate a total of 1% of their revenues to develop integrated care

contracts with providers from 2004 (see Chap. 31) (Erler et al. 2015).

The impacts of these initiatives, where they have been evaluated, have been

varied. For example, in France, the financing mechanism to support provider health

networks was changed from 2008 to incentivise quality improvement strategies

more widely and network funding became less secure (Chevreul et al. 2015). A

2014 assessment noted that attempts to enhance care coordination in primary care

in France had led to numerous activities but that these had remained patchy, with

networks perceived to be too specialised and there was a perceived risk of duplica-

tion of service delivery (Blanchard et al. 2014). As a result, and in an effort to

further improve primary care services and the coordination of care, the 2016 health

reform set out a series of measures, including the promotion of coordination support

platforms (plateformes territoriales d’appui, PTAs) (Legifrance.gouv.fr 2016), a
role that could potentially be taken on by provider networks (UNR.Sante 2016). In

Germany, the number of integrated care contracts that had been executed since the

introduction of start-up funding in 2004 had remained small, covering, in 2008,

around 6% of the population with statutory health insurance (Grothaus 2010).

Fewer than half of the contracts had incorporated elements of intersectoral care,

and, following the discontinuation of start-up funding, an estimated 20% of

contracts were terminated during 2008 and 2009 (Sachverständigenrat zur

Begutachtung der Entwicklung im Gesundheitswesen 2009). There is little robust

evidence of the overall impacts of integrated care contracts in Germany, with only a

small number of exceptions (see Chap. 31). In an effort to further strengthen

intersectoral collaboration, the 2015 health care reform committed a total of

€300 million per annum over the period 2016–2019 to further support the imple-

mentation of innovative forms of care delivery, with funding to be allocated

centrally (Gemeinsamer Bundesausschuss 2016).

11.3.2 Innovative Payment Schemes

Several countries have used financial incentives to strengthen care coordination

through pay-for-improvement or pay-for-performance schemes (Nolte and Knai

2015). These are usually targeted at providers, most often physicians, although

payers or purchasers of care have also benefitted from resources earmarked for care

coordination (Nolte et al. 2012). Examples of incentive schemes targeting payers
are disease management programmes (DMPs) in Germany, which were introduced

in 2002 in an effort to promote evidence-based, coordinated treatment and care

across primary and secondary care (Erler et al. 2015). Their introduction was

enabled by an additional payment to the statutory health insurance (SHI) funds

(‘DMP risk-adjuster’) for each enrolled SHI member joining a DMP. This provided

considerable financial incentives for the SHI funds to offer such programmes and it

facilitated their rapid nationwide implementation.

Financial incentives targeted at providers, most frequently physicians, can

involve additional reimbursement for documentation, patient enrolment or regular
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assessment. Such payments are typically, although not exclusively, used in the

context of disease management programmes such as those implemented in Austria

(S€onnichsen et al. 2015), Germany (Erler et al. 2015), selected diabetes care

programmes in Italy (Ricciardi et al. 2015) and France (Sophia diabetes and asthma

care programmes, diabetes provider networks) (Chevreul et al. 2015; L’Assurance

Maladie 2016). Incentive payments may also specifically target quality improve-

ment activities aimed at enhanced coordination. Examples include Estonia, which

introduced in 2006 a bonus payment system for GPs to encourage the prevention

and management of diabetes type 2 and cardiovascular diseases (Lai and Knai

2015). In Switzerland, physicians participating in the Delta health network in the

canton of Geneva, a health maintenance organisation formed in the early 1990s,

receive a lump sum each time they participate in a quality circle (Peytremann-

Bridevaux et al. 2015). This is in addition to their regular reimbursement, which

consists of a combination of fee-for-service payments and capitation fee per insured

person.

Several countries have additionally introduced specific pay-for-performance

(P4P) schemes in order to incentivise chronic and coordinated care in particular.

Such schemes make payment conditional on the achievement of specified targets

linked to the provision of evidence-based care and the implementation of

(integrated) care pathways. The most prominent examples in Europe include the

Quality and Outcomes Framework (QOF) in the UK (Box 11.1) (Doran and Roland

2010; Nolte et al. 2015) and the Remuneration Based on Public Health Objectives

(rémunération sur objectifs de santé publique, ROSP) scheme in France (Chevreul

et al. 2015), along with smaller schemes implemented in some regions in Italy

(Ricciardi et al. 2015).

Box 11.1 The Quality and Outcomes Framework in the United Kingdom

The Quality and Outcomes Framework (QOF) was implemented with the

2004 national GP contract (Nolte et al. 2015). It introduced a new voluntary

payment scheme that initially linked up to 25% of GP practice income to

performance as part of a wider government programme of initiatives to

increase the quality of care delivered by NHS (Doran and Roland 2010).

The QOF involves the award of ‘achievement points’ for practices

demonstrating that they have met several stages in the management of a

given, usually chronic, condition, for a proportion of the relevant population.

There have been several updates to the QOF since the original 2004 contract,

successively including or redefining a wider range of indicators. For example,

in 2009/2010, there were over 130 quality indicators in four domains: clini-

cal, organisational, patient experience and additional services (Nolte et al.

2015) while the 2014/2015 QOF measured achievement in three domains

(clinical, public health and public health/additional services) against

81 indicators (Health and Social Care Information Centre 2016). The

(continued)
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Box 11.1 (continued)

payment scheme is voluntary for GP practices and patients join it by virtue of

being registered with a given practice participating in the scheme (Nolte et al.

2015). When introduced in 2004, the scheme applied to across the United

Kingdom and most practices had joined. From April 2013, the QOF was

different between England and the devolved administrations. In 2014/2015,

the scheme covered just under 8000 GP practices with over 56 million

registered patients in England (Health and Social Care Information Centre

2016). Notably, while the QOF initially accounted for about 25% of GP

practice income, this proportion has fallen over time to 15% in 2015. The

future of QOF is being discussed, with Scotland set to abolish the scheme in

2017 (Health and Social Care Information Centre 2016).

France introduced in 2009 the contrat d’amélioration des pratiques individuelles
(CAPI), a pay-for-performance scheme complementing the prevailing fee-for-ser-

vice reimbursement in primary care (Chevreul et al. 2015). It comprised voluntary

individual contracts between GPs and the statutory health insurance, whereby the

GP agreed to meet specific goals including the management of chronic diseases and

preventive health care. The scheme (renamed ROSP in 2011) was subsequently

incorporated into the physicians’ collective bargaining agreement with an expanded

list of objectives and extended to additional medical specialties. Participation in the

ROSP scheme is voluntary for a 3-year period and participating GPs receive

payments in addition to their regular fee-for-service income, based on the number

of patients treated and 29 quality indicators. In 2012, more than 75,000 physicians

participated in the programme, receiving an average annual performance-based

payment of€3746 (Chevreul et al. 2015). Pay-for-performance schemes seeking to

strengthen coordination across primary care services have also been implemented

in Australia (the Practice Incentives Program), New Zealand (the Primary Health

Organisation (PHO) Performance programme) and in various states in the USA (for

example, the California Integrated Healthcare Association physician incentive

programmes) (Cashin et al. 2014b).

However, decision-makers are increasingly recognising the limitations of the

traditional ways of paying providers in health care, which tend to fragment service

delivery because of a misalignment of incentives across providers. Countries are

therefore experimenting with innovative payment schemes by introducing, for

example, episode-based payment involving a fixed amount for a package of

services delivered to a patient for a complete episode of care (Charlesworth et al.

2012). These include the aforementioned ‘bundled payment’ schemes for a defined

package of services for people with selected chronic conditions that were

introduced in the Netherlands from 2007 onwards (see Chap. 35) (de Bakker

et al. 2012; Tsiachristas et al. 2013), and related schemes in various states in the

USA (Conrad et al. 2015). Other innovative payment schemes include shared

savings programmes and comprehensive care payments, often referred to as global
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payments models. Under shared savings programmes, the payer or payers share the

risk of rising expenditure with the care providers (Hayen et al. 2015). This means

that providers that succeed in lowering their growth in health care costs while

continuing to meet quality standards will be financially rewarded; savings can be

reinvested in the programme. Shared savings programmes in health care are a

comparatively recent development; examples include the Medicare Shared Savings

Program in the USA (see Chap. 33) (Centers for Medicare and Medicaid Services

2015; Conrad et al. 2015) and the Healthy Kinzigtal integrated care programme in

Germany (see Chap. 31) (Hildebrandt et al. 2013), with similar pilots in the

Netherlands ongoing (Drewes et al. 2014). Examples of global payment models,

which involve fixed payments for the care of a patient during a specified time

period, include the Massachusetts Alternative Quality Contract in the USA (Box

11.2) (Song et al. 2014).

Box 11.2 The Alternative Quality Contract in Massachusetts, USA

The Alternative Quality Contract (AQC) is a two-sided contract implemented

in 2009 by the non-profit health insurer Blue Cross Blue Shield of

Massachusetts (BCBSMA) (Song et al. 2014). The AQC is a risk-adjusted

global budget payment model in which provider organisations agree to accept

responsibility for managing care within a specified annual budget and they

share the risk if spending exceeds the budget (or share savings if spending is

below budget) (Chernew et al. 2011). The model sought to improve quality

and outcomes while moderating health care spending growth. The contract

includes about 85% of the physicians in the BCBSMA network. Participating

organisations receive bonus payments based on 64 process (e.g., preventive

screening, medication management), outcome (e.g., high blood pressure

control) and patient experience indicators (e.g., access to care, quality of

communication), in ambulatory and hospital care. Shared savings (or deficits)

are linked to the quality of care delivered, with higher levels of quality

implying a larger share of savings and smaller share of deficits to providers.

The AQC is among the largest private payment reform initiatives in the USA

and seen to provide a model for state and national policy makers (Blue Cross

Blue Shield of Massachusetts 2016).

The evidence of how well these financial incentives and innovative payment

schemes are working is inconclusive. In Germany, the financing mechanism to

incentivise roll-out of disease management programmes across SHI funds was

changed from 2009, with the abolishment of the DMP-risk adjuster and the intro-

duction of a morbidity-adjusted risk compensation scheme (Busse and Blümel

2014). This scheme seeks to compensate for differences in health care needs of

populations enrolled with different SHI funds. The change resulted in lower

payments for SHI members joining a DMP as SHI funds now only receive a fixed

amount for each enrolled patient to cover programme operating costs. Whether SHI
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funds continue to benefit from offering DMPs thus depends on whether a given

DMP can reduce costs. The impact of this change in financing on DMP enrolment is

difficult to assess. Since their introduction in 2002, the number of patients signing

up to DMPs increased steadily but the rate of increase slowed from 2009 (Erler et al.

2015). DMPs have remained the predominant approach to chronic illness care in

Germany while the evidence of their impact on health outcomes remains subject to

debate.

The evidence of impact of pay-for-performance schemes on health outcomes

also remains mixed (Eijkenaar et al. 2013). Reviews of the Quality and Outcomes

Framework in the UK found that while there was evidence of modest improvements

in the quality of care for chronic diseases covered by the QOF, its impacts on costs,

professional behaviour and patient experience had remained uncertain (Gillam et al.

2012). Other work noted that the QOF has had limited impact on improving health

outcomes, and although there were small mortality reductions for a composite

outcome of targeted disorders, the QOF was not associated with significant changes

in mortality (Ryan et al. 2016). It has been noted that the impact of pay-for-

performance schemes is dependent on the underlying payment mechanisms into

which such schemes are introduced. Reviews have pointed to the potential of pay-

for-performance to improve the quality of care while also highlighting the risk of

unintended consequences related to incentive payments that need to be taken into

account when designing such schemes (Markovitz and Ryan 2016; Roland and

Dudley 2015).

There is some evidence that innovative payments schemes such as bundled

payments and shared savings programmes may be associated with lower spending

growth and possibly actual savings. However, effects vary across payment and care

models, as do impacts on outcomes as demonstrated by the varied experiences of

accountable care organisations in the USA (see Chap. 33) (McWilliams et al. 2015;

Nyweide et al. 2015). Assessments of the Alternative Quality Contract in

Massachusetts (Box 11.2) point to lower spending growth and generally greater

quality improvements among those enrolled with participating organisations com-

pared to comparable populations elsewhere in the USA (Song et al. 2014).

11.3.3 Changes to Financing Mechanisms

Some countries have also experimented with changing the mechanisms by which

health and/or social care are being financed in order to encourage better coordina-

tion across sectors. One example is Denmark, which, in the context of the 2007

structural reform of the administrative system, reallocated responsibilities in the

health care sector to 5 newly established regions and 98 municipalities (Olejaz et al.

2012). Specifically, the reform made municipalities responsible for the co-financing

(20%) of regional health care activities to encourage municipalities to increase

preventative services to reduce hospitalisations (Frølich et al. 2015).

Others have moved to experimenting with different ways of financing to help

integrate health and social care services (Hultberg et al. 2005; Mason et al. 2015).
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Mason et al. (2015), in a review of the evidence of impact of such approaches in

Australia, Canada, England, Scotland, Sweden and the United States, distinguished

different types of financial integration. These types of financial integration can be

seen to lie on a continuum, which includes, at one end, ‘simple’ transfer payments,

in which purchasers of public social or long-term care services (e.g., municipalities)

make financial contributions to health bodies to support specific additional services

(and vice versa). At the other end are pooled funds, in which each partner (health

and social care) makes contributions to a common fund to pay for agreed projects or

services, and structurally integrated budgets, in which responsibilities for health

and social care are combined within a single body under single management.

However, distinctions are not clear-cut and schemes tend to use more than one

financial integration mechanism. Importantly, the range and scope of services

covered under integrated financing schemes vary widely.

The PRISMA (Program of Research to Integrate Services for the Maintenance of

Autonomy) model in Quebec, Canada is an example of an integrated financing

scheme in which one partner leads the purchasing of services based on jointly

agreed aims (see Chap. 30) (Mason et al. 2015). In this model, all public, private

and voluntary health and social service organisations are involved in delivering

services for older people in a given area. Each organisation retains its own structure

but agrees to participate under an umbrella system and to adapt its operations and

resources to the agreed requirements and processes. Budgets are negotiated

between partner organisations, and a joint governing board, with representatives

from all the health and social care organisations and community agencies, decides

on the allocation of the resources to the integrated system.

A similar model has been adopted by NHS Highland in Scotland, in which

responsibility for adult social care services were transferred to NHS Highland while

the local authority (Highland Council) remains accountable for social care (see

Chap. 32). The transaction is delivered through a 5-year plan, which is reviewed

annually and monitored with regard to the delivery of agreed outcomes. The

process also involved the creation of a single budget (‘pooled funds’) through the

transfer of budget lines across the two bodies.

One example of a system involving structural integration is the Integrated Health

and Social Care Board in Northern Ireland, which is responsible for the

commissioning of services, resource and performance management. Five Health

and Social Care Trusts responsible for the provision of integrated health and social

care services across Northern Ireland (Ham et al. 2013).

As with innovative payment mechanisms described above, the evidence of

impact of novel financing mechanisms, where this has been evaluated, remains

patchy. There is little robust data on the effects of municipal co-financing in

Denmark. One study sought to assess its impact on hospital services but it failed

to demonstrate a clear link between local efforts to reduce hospitalisations and the

number of hospital admissions among older people during the first 3 years follow-

ing the reform (Vrangbæk and Sørensen 2013). At the same time, municipalities

were found to have increased investments into public health efforts overall. A

review of the evidence of impact of integrating financing for health and social
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care also failed to establish empirically robust positive effects of such schemes on

health outcomes, secondary care use or costs (Mason et al. 2015). There was some

anecdotal evidence of unintended consequences such as premature hospital dis-

charge and increased risk of readmission. Identified barriers included difficulties of

implementing financial integration, limited control of budget holders over access to

services, difficulties in linking different information systems, and, among schemes

in the UK, differences in priorities and governance among those involved. At the

same time, most schemes succeeded in improving access to care, with substantial

levels of unmet need identified in some, which then led to an increase in total costs.

The authors concluded that the link between integrating funding, better health

outcomes and lower costs is likely to be weak. However, there was reason to

believe that even with additional costs integration can offer value for money if it

delivers improvements in quality of life.

11.4 Conclusions

Differences in financing mechanisms and sources and in the allocation and flows of

financial resources can pose a critical challenge for efforts to better coordinate and

integrate across functions, professions and sectors. This chapter has provided an

overview of ways in which countries have sought to overcome these challenges.

While numerous innovative approaches have been implemented, the evidence base

for what works best in each context is still under-developed.

Importantly, as Leutz (1999) has pointed out when reviewing attempts in the

United States and United Kingdom to integrate health and social services there is

often a failure to understand that “integration costs before it pays” (p.89). Indeed,

Mason et al. (2015) found, in their review of different ways of financing to help

integrate health and social care services in different countries, that some innovative

models were associated with an increase in cost, mainly because they uncovered

unmet needs. Frequently, there is an expectation that integration initiatives will

self-fund from savings arising when a new service is substituted for an existing one.

Yet, available evidence suggests that the creation of new coordinating mechanisms

will not compensate for lack of resources (Freeman et al. 2007). There may be a

temptation to inject one-off extra funding to pay for new services, but this will not

necessarily ensure long-term sustainability. Success often depends on new

approaches being incorporated into routine care, and while sustained financing

will be a necessary requirement it may not be sufficient, especially where the

innovation challenges established ways of working (May 2006).

Finding the right payment mix to support integrated care can be challenging, and

countries are increasingly using some form of blended payment through combining

different approaches, often involving some form of pay-for-performance element.

The right mix will be important however, with evidence on performance-related

pay in particular highlighting the need to carefully consider the existing payment

structure into which new incentives are introduced and to design the structure of
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reward schemes to maximise the likelihood of intended outcomes and minimise the

likelihood of unintended consequences (Roland and Dudley 2015).

Overall, there is a need to ensure that payment systems encourage rather than

discourage coordination. Particular attention needs to be paid to changes in health

services which appear likely to further fragment care, such as payment based on

activity, which is now being used for paying hospitals in the majority of European

countries, or the introduction of competition among service providers (Dickinson

et al. 2013).
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Planning 12
Susanne Ozegowski

“Plans are worthless, but planning is everything”
(Dwight D. Eisenhower, 1957)

12.1 Introduction

12.1.1 The Need for Planning

Resource planning plays a central role in health care. There are many supplies

which we consider essential to our daily lives, such as food, clothing, fuel etc.

Nonetheless, there is no public planning of supermarkets, warehouses, or gas

stations. Health care, however, is different: Firstly, there is a broad consensus in

many societies that prices and volume in health services markets should not be

determined (solely) by supply and demand as health is a fundamental human right

(Dussault et al. 2010; WHO 2013). Equitable access to health care is deemed to be

one of the central building blocks of that right (WHO 2013). Thus, in the context of

this rights-based framework planning is required in order to allocate resources to

health care by normative and ethical standards, and not simply market mechanisms.

Another reason for planning in health care is the need for excess capacity in

order to be prepared for emergency situations. Since the time to treatment can be a

decisive factor in emergencies, excess capacity for health care provision is neces-

sary, especially in locations where it would not be efficient by market standards.

That applies, for instance, to workforce planning: On the one hand, policymakers

do not want to risk a shortage of health professionals which would put a timely

provision of health care at risk. On the other hand, payer organizations and the

(healthy) population seek to avoid a costly oversupply. Therefore, the challenge lies
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in estimating exactly the “right” number of health professionals required in the

future. This is especially difficult for the physician workforce as medical education

takes up to 15 years, meaning that forecasts have to be made for a considerable time

span in order to bridge the time lag between recognizing a gap between supply and

demand and being able to close that gap (Dussault et al. 2010).

12.1.2 Planning Taxonomy

The allocation of health care resources and the planning process can be looked at

from a variety of angles:

• By stakeholder: Who is planning?

• By time frame: What time span does the planning process cover?

• By geography: Which catchment area is covered?

• By criteria: By what criteria and methodology are resources allocated?

• By subject: Which resources are considered?

In terms of stakeholders, the responsibility for planning can lie with national,

regional, and/or local governments. It can be devolved to public authorities (like the

National Health Service (NHS) in the UK) or multi-stakeholder bodies (such as the

Joint Federal Commission in Germany assembling insurers and providers) (Ono

et al. 2013). It can also be up to insurers, provider organizations, or integrated care

providers.

The time frame for planning varies widely based on the specific subject of

planning. As elaborated above, modifying the intake of medical students is rather a

long-term measure in order to influence the future number of available physicians.

Changing the number of nurses in an intensive care unit, on the other hand, has an

immediate effect on the quality of care.

Planning can take place on all geographical levels: Large pharmaceutical and

medical technology companies, for instance, are serving the global market. There-

fore, when the avian influenza virus H5N1 started to spread in the early 2000s, the

World Health Organization (WHO) issued a recommendation to all governments to

stockpile the antiviral drug Tamiflu® for at least 25% of its population. As many

countries followed that recommendation, the license holder Roche ran into consid-

erable shortages of the drug on a global level (Greene and Moline 2006). Many

other planning activities take place on a national, regional or local level. Medical

student intake, for instance, is determined at a national level in many Western

countries (Bloor and Maynard 2003). Training posts for nurses, on the other hand,

are either planned on a national, a regional level or not at all, as an overview by the

Organisation for Economic Co-operation and Development (OECD) showed

(Simoens et al. 2005). The planning process for a certain type of resource does

not necessarily have to rest exclusively with one institution for a certain catchment

area. Instead, there may be competing or coexisting organizations which are

planning health care resources for the same catchment area. In the Netherlands,
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for instance, competing insurance companies sign contracts with different hospitals

based on their own criteria—yet, all of the companies have to ensure adequate

access to hospital care for their insured (Krabbe-Alkemade et al. 2017).

Planning criteria also differ immensely. Allocations of health care resources

are planned to ensure accessibility in terms of quantity, quality, and an adequate

distance. At the same time (cost) efficiency and profitability of health care

institutions also plays an important role as resources are limited. The goals of

service provision can easily contrast with financial objectives, requiring decisions

between competing criteria. In addition, there are typically complex webs of

regulatory requirements that need to be observed. In Germany, for instance,

hospitals are subject to minimum-volume standards for certain complex surgeries,

e.g., hospitals are required to demonstrate 20 liver transplantations and 50 knee

arthroplasties per year in order to be allowed to perform the respective intervention

(de Cruppé et al. 2015). On January 2016, a new law was enacted, which excludes

those hospital services not meeting the standards from reimbursement (Art 136b

para. 4 German Social Code V). In addition to the two sometimes competing

criteria addressed above, insurers and providers are usually motivated to maintain

positive reputations—both in terms of patient satisfaction and as employers. These

considerations can also influence decisions on resource allocation.

Finally, the question of what is being planned is, of course, crucial for any of the

variables mentioned before: There are various resources that are subject to

planning: Infrastructure, such as hospitals, emergency care units, medical devices

and further equipment need to be sufficiently available. Denmark, for instance, has

recently sought to strengthen the efficiency and quality of its inpatient care by

cutting the number of hospitals by at least half and re-building many older hospitals

according to state-of-the-art equipment and technology (Møller Pedersen 2009).

Schools and faculties for medical studies and other health care professions are also

an important resource. In addition, budget planning plays an important role:

Investments in infrastructure, technology, and human resources require sufficient

levels of financial resources. However, in the largely publicly-owned or public

policy-driven health care sector, funding may not necessarily be available when

needed and be subject to political cycles (e.g., elections) and the general economic

environment (as both taxes and contributions to the statutory health insurance suffer

during an economic downturn).

Many of the examples cited above relate to workforce planning as it is one of the

most central resources in health care—due to the fact that health care is highly

labour-intensive (Baumol and De Ferranti 2012). The health care workforce

includes a large variety of professions: medical doctors, dentists, nurses, midwives,

physiotherapists, and many others—with each profession containing many different

sub-specializations. These complexities make workforce planning a great chal-

lenge. At the same time, workforce planning is also difficult since human capital

cannot be easily shifted from one location to another and their output is challenging

to quantify. Therefore, this chapter will largely focus on workforce planning.

Workforce planning would be impossible without a sound estimate of patient

numbers and interventions both for the present and the future. Understanding
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(future) demand is essential to avoid both excess capacities and shortages. There-

fore, this aspect will also be looked at in more detail throughout this chapter.

12.2 Workforce Planning Methodologies

Workforce planning always pertains to two essential components: supply on the one

hand, and demand/need on the other (Roberfroid et al. 2008). We require an

estimate for both components in order to identify possible gaps between the two

and define appropriate actions.

As straightforward as this model is—the crux of planning lies in the details. The

selection of variables for the forecasting model, the size of the catchment area as

well as the choice between forecasting either expected actual utilization of health

care services or expected need for services are not only technically complex, but

they also rely on fundamental normative assumptions regarding equity, access, and

health system responsiveness.

This purpose of this section is to give a broad overview of the different

methodologies and their pros and cons, especially as it relates to health workforce

planning in an integrated care setting.

Researchers differentiate between four different methodologies of workforce

planning (Roberfroid et al. 2008): Many workforce plans start by forecasting

physician and/or non-physician workforce supply. Then there are demand-based
and needs-based models projecting the population’s future health care

requirements. A fourth approach to forecasting lies in benchmarking which relates
to both, the supply and the demand side.

12.2.1 Planning of Supply

Supply analyses usually rely on a stock inflow-outflow model. Based on the current

number of health workers (differentiated by specialty) the following drivers of

future supply are quantified (Ono et al. 2013; Roberfroid et al. 2008):

• Education: The number of graduates from medical studies, training posts for

medical specializations, and figures for the various non-physician training

programs (nurses, midwives, physician assistants, physiotherapists, etc.) need

to be taken into account. In addition, their location should also be a matter of

concern: Studies show that maintaining medical schools and training posts in or

close to rural, remote or underserved areas increases the chance of a more

equitable geographic distribution of staff (Laven and Wilkinson 2003; Wilson

et al. 2009).

• Migration: Immigration rates of health professionals from other countries and

emigration of health professionals trained domestically need to be considered.

Mobility within a country becomes relevant when workforce planning is to be

applied to a certain region only.
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• Retirement and retention/attrition: The number of health professionals retiring

from work as well as those leaving the medical field to work in other industries

are decisive variables.

• Productivity: The change in workload carried by health professionals is an

important variable. Recently, this aspect has moved to the centre of attention,

as the generation of so called “Millenials” is less willing to work long hours and

puts greater emphasis on maintaining a work-life balance. Therefore, even with a

stable headcount, overall productivity may decrease, so it becomes highly

important to measure health professionals not in terms of headcount, but rather

as full time equivalents (FTEs) (Ono et al. 2013). Ideally, FTEs should not be

measured by the budgeted but rather by actual working hours. That is particu-

larly relevant for physicians and other health professions who do not work on a

salaried basis. As data on working hours is often unavailable, many forecasts

estimate FTEs by benchmarking individual service provision against a peer

group average (JAHWPF 2015; Roberfroid et al. 2008). Alternatively, produc-

tivity gains may be achieved through new treatment methods, higher quality of

care (e.g., avoiding readmission), the use of technology (e.g., clinical decision

support systems), and larger practice size with more efficient processes

(Cunningham 2013). In a systematic review, Weiner et al. (2013) estimated

that health information technology (IT)-supported workflow changes may lower

the number of required physicians by 4–8% (assuming that 70% of physicians

make full use of health IT available, such as electronic health records, and

clinical decision support).

• Delegation of tasks: Delegation of tasks from higher to lower qualified personnel

as well as an increasing differentiation of health professions may significantly

reduce the need for highly qualified professionals: Altschuler et al. (2012)

modelled three different scenarios varying by the degree of delegation. Based

on their models, they identified a potential for increasing panel sizes per physi-

cian (and team) by 40–100%. Weiner et al. (2013) estimated that health

IT-induced delegation from specialists (SPs) to general practitioners (GPs) or

from GPs to nurses may decrease the need for physicians by a total of 12–26%

(again at 70% penetration).

The reliability of supply models is, of course, highly dependent on the reliability

of these driver variables. While some of these input variables are fairly predictable

or controllable, such as retirement rates or number of graduates, other variables are

less reliable: Macroeconomic trends impacting the labour market, generational

trends (such as “Millenials”), and the potential of health IT are difficult to accu-

rately forecast. An important determinant for the reliability is the longevity of the

forecast: In order to account for the uncertainties inherent in long-term forecasts,

many workforce plans calculate multiple scenarios (Crettenden et al. 2014).

Another aspect to consider is the geographic area for which the supply model is

estimated: Within the geographic area qualifications and degrees should be largely

recognized and there should be a reasonable degree of mobility of health care
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professionals. Otherwise, the overall supply may appear sufficient but large geo-

graphic variations could arise.

12.2.2 Demand-Based Planning

The demand-based or utilization-based approach aims at projecting future

demand for health care in the population. It is based on current and/or historical

utilization data, e.g., from claims data, and tries to project that information into the

future. Basic models only take into account demographics, however, there are also

highly complex forecasting models in order to account for various dynamics:

• Demographics: The change in size, age and sex structure of the population is the
most common variable in demand projections. However, the impacts of these

shifts are not always understood. For instance, it is up for debate whether the

ageing of the population will lead to a compression or expansion of morbidity as

there is evidence for both hypotheses (Crimmins and Beltran-Sanchez 2011;

Fries et al. 2011). Therefore, the Swiss Health Care Observatory has, for

instance, modeled separate scenarios for both hypotheses in its projections of

health workforce requirements until 2030 (Seematter-Bagnoud et al. 2008).

• Socioeconomics: People with a lower socioeconomic status suffer from higher

morbidity and mortality rates that in turn lead to higher utilization of health care

resources. There is mixed evidence on the level of health care utilization when

controlling for morbidity: Shadmi et al. (2011) find no difference in utilization

by socioeconomic status among the Israeli population when controlling for

morbidity. Thode et al. (2005), on the other hand, conclude that persons with

the same morbidity level but low socioeconomic status consult more GPs

compared to people with a high socioeconomic status while the effect are

reversed for SPs.

• Technology: Health IT is accredited an enormous potential to fundamentally

change the delivery of care. Not only could it affect the supply side (in terms of

communication efficiency between health care providers), but it could also

change communication and utilization patterns between health care providers

and patients. Weiner et al. (2013) concluded that health IT may decrease

physician demand as it enables more self-care and it allows for asynchronous

care. This might reduce physician demand by 4–11% (at 70% penetration rate of

health IT) (Weiner et al. 2013).

• Health System Changes: Health system variables have an important influence on

utilization. For instance, limitations on direct access to certain providers or

changes in the patients’ benefits package have a good chance of influencing

(supplier-induced) demand. One example is gatekeeping: Gatekeeping is gener-

ally thought to have the potential to optimize patient pathways, thereby leading

to fewer unnecessary visits to SPs. In a systematic review, Garrido et al. (2011)
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found a decrease in specialized care utilization and mixed evidence on the effect

of gatekeeping on overall ambulatory care. Thus, if regulators chose to introduce

(or incentivize) gatekeeping, this may have an impact on the demand for health

services. Another example for the effect of a change in the benefits package is

the reimbursement of chemotherapy drugs in the US: As of 2004, the Medicare

Prescription Drug, Improvement, and Modernization Act cut payment rates for

chemotherapy drugs administered to Medicare patients after Congress realized

there had been a significant overpayment for certain drugs. Prices for some drugs

were reduced by as much as 90%. In consequence, Jacobson et al. (2010) showed

that prescription patterns of physicians changed while overall access to chemo-

therapy was not hampered.

• Insurance Status: Data from the United States show that utilization rates of

health care vary significantly by insurance status (Bureau of Health Professions

2008): Namely, patients with “traditional” insurance contracts remunerating

physicians on a fee-for-service basis displayed significantly higher levels of

service use as opposed to patients enrolled in Health Maintenance Organizations

(HMOs). That gap was even more apparent when comparing these figures to

those that are uninsured: For instance, service use levels for surgery and internal

medicine was between to three- to fivefold higher for people in traditional

contracts compared to uninsured persons (Bureau of Health Professions 2008).

Therefore, the reduction in number of uninsured persons resulting from the

Affordable Care Act is expected to impact physician demand (Petterson et al.

2012). In addition, the US is one of the most dynamic health care markets when

it comes to provider models. Medicare as well as private insurers have

experimented with new models of care, e.g., through HMOs, Accountable

Care Organizations (ACOs), Patient-Centered Medical Homes (PCMH), and

Preferred Provider Organizations. These models are aimed at managing the

patient and his or her pathway through the health care system and realigning

provider incentives accordingly. Therefore, they have a significant impact on the

required number of health professionals (Weiner 2004; Weiner et al. 1986). As

the share of the population registered in these different provider models has seen

relevant fluctuations, demand forecasts also need to take these changes into

account.

The fundamental critique of demand-based models lies in the fact that current

levels of health care utilization are strongly influenced by current supply levels and

structure: A shortage of locally accessible physicians may lead to lower utilization

in ambulatory care and, possibly, in a higher number of hospitalizations

(Ozegowski and Sundmacher 2014; Sundmacher and Kopetsch 2014). An oversup-

ply of physicians may, as explained above, induce higher utilization than “objec-

tively” needed. Remuneration systems are also known to have a considerable effect

on utilization of care: Fee-for-service models increase utilization, while health

systems with capitation or salary-based remuneration usually have lower utilization

rates (Gosden et al. 2000). Quarterly lump-sum fees might induce physicians to set
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the next appointment for their patients for the next quarter even when a lower

(or higher) frequency would be appropriate.

Therefore, demand-based models have a tendency to reproduce current levels of

over- or under-supply rather than estimating an optimal allocation of resources.

12.2.3 Needs-Based Planning

Needs-based planning is an attempt to overcome the problems rooted in demands-

based models and, therefore, takes a fundamentally different approach.

The United States’ Graduate Medical Education National Advisory Committee

(GMENAC), which undertook one of the most comprehensive efforts in setting up a

needs-based model, defined ‘need’ as “that quantity of medical services which

expert medical opinion believes ought to be consumed over a relevant time period

in order for its members to remain or become as healthy as possible given by

existing medical knowledge” (GMENAC 1980, 5). This definition implies that

there is a “right” level and type of health care services for each patient and that

these decisions are not made by the patient him- or herself but rather by an

“objective” medical expert.

In order to arrive at a needs-based estimation of health care services, it is

necessary to approximate the morbidity of the population, the type and complexity

of care (per provider) required for each morbidity, and to project future changes in

both morbidity and (evidence-based) health care service provision.

Case Example 1

The GMENAC was chartered from 1976 to 1980 by the US Department of

Health and Human Services to develop such an approach. The committee was

comprised of 22 health care experts and it was supported by more than

300 consultants (McNutt 1981). Its goal was to estimate physician

requirements for 23 different specialty groups as of 1990. In order to do so

it set up Delphi panels for each physician specialty group consisting of 8–10

experts with different professional backgrounds. Each of these Delphi panels

applied the following methodology (GMENAC 1980):

• It identified the incidence and prevalence of the major diseases based on

epidemiological data;

• it determined the relevance of each disease for the specific specialty based

on utilization data and expert judgment;

• it projected the changes in morbidity for each disease considered until the

year 1990 based on changes in population size and (age- and sex-specific)

structure;

• it adjusted for known measurement problems;

(continued)
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• it took into account the “knowledge of the realities of provider and

consumer behavior” (GMENAC 1980, 11), i.e., supplier- or patient-

induced over-supply as well as undersupply from unmet needs, e.g., due

to the limited ability to pay;

• it added a lump sum for the diseases which were not considered

specifically.

These steps left each panel with an estimation of the burden of disease

relevant for the health system. In the next step it converted these figures into

resource requirements:

• It estimated the number and time of required units of care;

• it adjusted these findings by assumptions on increased potential for dele-

gation of services to non-physician practice staff;

• it estimated physician productivity.

Thereby, each panel arrived at an estimation of the number of physicians

required for each specialty. In order to account for the uncertainties in the

model, the panels phrased their outcome in terms of a range of required

physicians. The size of these ranges oscillated between �1% (hematology/

oncology) and �25% (psychiatry) (own calculations based on GMENAC

1980, 22). Overall, the committee came to the conclusion that there would be

a 15% surplus in physicians by 1990 and a 30% surplus by 2000.

The GMENAC was chartered from 1976 to 1980 by the US Department of

Health and Human Services to forecast future physician supply requirements based

on a needs-based planning approach. In a complex process that took more than three

years to be completed it developed an analytical framework based on projecting

changes in morbidity and applied it to all major physician specialties (see Case

Example 1 for further details). The GMENAC findings led to an outcry at the time

of publication and have been questioned by stakeholders (Reinhardt 1981). Harris

(1986) brought forward many examples where the GMENAC projections were

significantly off the reality (e.g., with regards to HIV, caesarean sections, etc.).

Especially since the 2000s, many feared a shortage of physicians rather than a 30%

surplus, mainly due to an expected surge in demand and lower productivity per

physician (Cooper 1995; Weiner 2002). Nonetheless, the GMENAC work has

remained the largest effort in implementing an (adjusted) needs-based model to

date. The physician-patient ratios the GMENAC predicted are still used by

providers today despite the heavy criticism and the fact that they were only updated

once in 1990 (Camden Group 2011).1

1To the merit of the GMENAC, it should also be said that the US health care system is probably

one of the most difficult for which to forecast physician supply requirements. First of all, it is a

very large country with many different subcultures affecting health demand and patient
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12.2.4 Benchmarks

A fourth approach to workforce planning is benchmarking. Benchmarks are

formulated in terms of physician-population ratios, nurse-population ratios or

other ratios of health professionals set in relation to the population. The degree of

refinement of benchmarks can vary immensely: On the broadest level there may be

a health workforce-to-population ratio. On a very refined level, it is possible to

derive benchmarks for each specialty health professional group in relation to age-

and sex-specific population cohorts.

There are various sources for benchmarks: The GMENAC ratios are still used, as

mentioned above. Other benchmarks have been retrieved from HMOs or hospital

referral regions (Goodman et al. 1996). A clear advantage of benchmarks is that

they are simple to use and easy to apply. Also they may avert some of the problems

rooted in demand-based models: Namely, demand-based models usually rest on the

assumption that current utilization and supply levels reflect optimal care, without

proving that assumption. Benchmarks, on the other hand, are drawn from integrated

care systems which are deemed best practice (e.g., HMOs), from national average

ratios or they rely on scientific evidence (e.g., GMENAC ratios). These benchmark

staff ratios are then applied to the specific setting of the workforce planner, possibly

after being modified to reflect the specificities of the setting. While this approach is

easy to implement, it also has its disadvantages: Benchmarks show an immense

variation based on their source. Therefore, the choice of the “right” benchmark is

highly critical. Weiner (2004) compared three different HMOs (Kaiser Permanente,

Group Health Cooperative, HealthPartners) against the national US average health

workforce density. Despite adjustments for differences in demographics and

services provided, HMO ratios ranged between 62% and 86% (primary care

physicians), 63% and 71% (specialist physicians), and 63% and 93% (nonphysician

health professionals) compared to the US average. In an older survey of 54 HMOs,

Dial et al. (1995) also reported wide variations in physician-population ratios

between HMOs and identified the HMO size to be one of the critical determinants

for staffing ratios: HMOs with more than 80,000 enrollees were much more

homogeneous in their physician-to-population ratios than were smaller ones. In a

more recent comparison between nine patient-centred medical homes2 (PCMH),

Patel et al. (2013) found a variation in panel sizes from 625 to 2500. Even within

preferences. Secondly, the provider structure is highly fragmented leaving providers with very

different abilities in managing patient demand.
2PCMH is a model of care from the United States which puts primary care in the centre and rests

on the notion of transforming health care structures to ensure patient-centred, accessible, and

coordinated health care (Agency for Healthcare Research and Quality, n.d.).
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one HMO (Kaiser Permanente), differences in panel sizes between sites were

reported due to different models of care (Neuwirth et al. 2007).

Therefore, the use of benchmarks is certainly helpful as it reduces complexity of

planning. However, the applicability of a benchmark ratio should be critically

reviewed when used in a different setting.

12.2.5 Limitations of Current Planning Approaches in Integrated
Care Settings

Despite the extensive research and practical experience, workforce planning

remains a difficult task. The fundamental challenge to workforce planning is that

it is subject to a large degree of uncertainty. Planning models have dealt with that

uncertainty by applying one of two available strategies: They have either used very

simple models, e.g., benchmarks or rules of thumb, which were then adjusted in the

daily operations or timeline models extrapolating future trends based on past levels

of physician demand and supply (Dial et al. 1995). A second strategy is to build

complex models assessing all possible influencing variables and requiring the

planner to make assumptions for those variables that are uncertain. An example

of that is the needs-based approach.

A study estimating the future need for otolaryngologists in the US has illustrated

these challenges: Applying the demand-based model by the US Bureau of Health

Professionals, the needs-based model according to the GMENAC methodology,

and benchmarks from different HMOs, Anderson et al. (1997) resulted in a large

variability of results both within and between models. Each model could predict

both, a considerable shortage or a considerable oversupply of otolaryngologists,

based on the precise assumptions and despite the fact that the forecasting period of

six years was rather short. Similarly, in a retrospective analysis of different

forecasts, Roberfroid et al. (2009) found considerable margins of error between

forecast and reality. This underlines that workforce planning will never become an

exact science but should be seen as a dynamic process requiring regular

re-evaluation in light of actualities.

A second challenge in these modelling approaches arises with respect to

integrated care: These models are rooted in systems with a single physician at the

nexus of care. Hence these planning models attempt to estimate the “right” number

of each physician specialty and non-physician provider separately. This ignores the

fact that many patients suffer from multiple chronic conditions requiring team-

based approaches to care. Dial et al. (1995) showed that the model of care played a

large role for staffing levels of HMOs: HMOs with fewer primary care physicians

had a much higher ratio of advanced practice nurses in comparison, and vice versa.

Thus, applying the primary care physician ratio of one HMO to another setting may

be very misleading if the models of care are different.

Thirdly, recent changes in models of care also involve a shift in the physician-

patient relationship which in turn clashes with some of the planning models

outlined above (Institute of Medicine 2001). The needs-based planning model in
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particular is rooted in a paternalistic notion of the physician-patient relationship: It

is the physician who determines by “objective” criteria the “projected biologic

requirements” (GMENAC 1980, 6) of patients. Taking into account patients’

preferences and subjectively perceived needs, which is standard in a physician-

patient relationship with shared decision making, is in clear contradiction to that

planning model.

12.3 New Approaches to Workforce Planning
in Integrated Care

In order to address these limitations, new approaches have evolved over the past

several years. With regard to integrated care, the techniques applied by managed

care-based provider models, such as HMOs and PCMHs, are of interest.

12.3.1 Team-Based Workforce Planning

As outlined above, modelling the demand for single professional groups has serious

limitations in an integrated care setting. As integrated care relies on the notion of

sharing the patient across different professional groups—both physicians and

non-physicians—according to the specific qualification of each professional role,

the team-based model of care also needs to be reflected in workforce planning. The

Veterans Health Administration in the US has adopted such a team-based planning

model. Each team consists of 1 FTE primary care practitioner (PCP) and a support

staff of 2.17 FTE (such as registered nurses, pharmacists, medical assistants, etc.)

and is expected to handle a panel size of 1200 patients of an average case-mix.

However, teams with larger support staff are encouraged: For every additional

(reduced) 10% of FTE support staff, panel sizes are expected to increase (decrease)

by 2.5%. If the PCP is not a medical doctor, but a nurse practitioner or physician

assistant, expected panel sizes are decreased by 25% (Department of Veterans

Affairs 2009). These benchmarks have been collected over time from the Veterans

Health Administration.

Are these benchmarks applicable to other providers? A comparison of several

studies of integrated healthcare delivery systems showed that the fraction of

primary care visits handled by nurse practitioners varied between 9 and 70%

(Green et al. 2013). Such large ranges are also found for advanced practice nurses

(Grover and Niecko-Najjum 2013). These variations clearly illustrate that it can be

very misleading to pick out benchmarks for just one professional group from an

integrated healthcare delivery system. Instead, the benchmarks can only be reliably

copied when the entire model of care is comparable.

Another challenge for learning from international best practices in team-based

workforce planning lies in the differences in regulatory requirements. In the US, for

instance, each state has different regulatory requirements for non-physician

professionals, which makes workforce planning and transferability of proven
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models of care rather difficult (Grover and Niecko-Najjum 2013). In Germany, both

regulatory and political aspects play a large role when it comes to non-physician

health care professionals: There is strong opposition to a greater differentiation of

health workforce qualifications. Especially the Physicians’ Chamber and the Fed-

eral Association of SHI Physicians fear that physicians may lose their exclusive

right to the vast set of tasks that they perform today, and that they might in

conjunction have to render a share of their budget to other professional groups.

Therefore, the recent setup of academic programs for physician assistants has been

met by an outcry by the Federal Association of SHI Physicians (Beerheide 2014). In

that context, workforce planning becomes a real challenge: On the one hand, the

Associations of SHI Physicians have the obligation (as public institutions) to ensure

adequate access to outpatient care, which is a challenge for primary care in many

rural areas. On the other hand, the associations represent the political interests of

outpatient care physicians and, therefore, combat any changes that (seemingly)

dilute current privileges of physicians.

12.3.2 Pro-active Management of Health Care Utilization

The application of managed care instruments, such as gatekeeping, case manage-

ment/panel management, disease management, and financial incentives, plays a

large role in patient pathways and influences actual utilization patterns. Kaiser

Permanente has, for instance, developed the concept of total panel ownership

which advocates a proactive role for primary care teams in identifying unmet

patient needs (Livaudais et al. 2006; Neuwirth et al. 2007). GroupHealth, an

integrated care provider based in Seattle (US), piloted a project in 2006 in which

it significantly reduced panel sizes for primary care physicians, extending the time

physicians spent with each patient by 50%, and introducing further care modules,

such as Chronic Care Management, to its model of care. These reforms resulted in a

significant decrease in emergency care visits, an increase in patient satisfaction, and

a decrease in total costs compared to other GroupHealth sites (Reid et al. 2010).

Another important factor is the degree of integration, e.g., whether long-term

care providers and social services are also part of the system. Montefiore Medical

Center, which serves 500,000 residents in the Bronx, one of the poorest urban

communities in the United States, has tightly integrated health and social care

services (Chase 2010). It considers this as one of its key success factors as it shifts

demand from physicians to nurses and social workers, which conserves physician

resources and is expected to be more sustainable in the long-term.

Finally, during the 1990s and early 2000s, many HMOs struggled with signifi-

cant wait times for their patients, which both hurt their reputation as a provider

among patients and as an employer among health professionals (Murray and

Berwick 2003). In response, the model of “advanced access” (or “open access”)

was developed. It was based on queuing theory which shows that transferring work

to the future leads to inefficiencies. Thus, advanced access rejects appointment-

based practice management and triage systems and, instead, relies on the idea of
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“doing today’s work today” (Murray and Berwick 2003). Any patient who calls for

an appointment is offered an appointment on the same day with his or her preferred

provider. Implementing advanced access has significant consequences for panel

sizes and, thus, workforce planning (Murray et al. 2007). However, empirical

results of advanced access are mixed: While some provider-specific studies

reported significant improvements in workforce productivity (Lewandowski et al.

2006), a systematic review reported mixed results on patient satisfaction and patient

outcomes (Rose et al. 2011). Thus, it remains to be seen to what degree advanced

access models will be implemented in the future.

12.3.3 Tackling Geographic Variations Through Technology

The use of technology and its (future) impact on health services has been

commented on several times. One of its potentials lies in alleviating problems

related to the geographic location of health care providers. A recent Cochrane

systematic review illustrated that interactive telemedicine can substitute for face-

to-face care while health outcomes remain comparable to usual care or improved

(Flodgren et al. 2015). Structured telephone support, telemonitoring and text

messaging have also shown to improve outcomes compared to usual care (Free

et al. 2013; Inglis et al. 2010).

Kaiser Permanente Hawaii introduced two new elements in its delivery system:

(1) an electronic health record to facilitate communication and coordination

between health professionals, and (2) telephone access and secure messaging

services between patients and their PCP. An initial study revealed that the number

of total office visits decreased by 26% within three years; at the same time,

scheduled phone calls and secure messaging rose considerably (Chen et al. 2009).

Overall, ambulatory care contacts rose by 8% within the 3-year study period.

Unfortunately, as the study did not include a control group, it remains unknown

whether previously unmet needs were addressed by the new delivery model. Also,

possible effects on process or outcomes quality were not assessed. However, this

study and the systematic reviews cited above illustrate that the importance of

geographic vicinity for service delivery may be reduced through the use of technol-

ogy. This also impacts workforce planning: If patients need to visit their health care

provider less frequently, longer travel times may be acceptable, which in turn

allows for larger catchment areas in the planning process. In fact, if certain services

no longer require face-to-face visits, geographic vicinity would no longer be a

constraint for these services/providers.
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12.4 Conclusion

Planning, especially workforce planning, has been high on the agenda of health

policy makers, practitioners, and researchers for the past 40 years. Various methods

have been developed and become more and more refined. Recent changes to models

of care have again called into question much of the established methodologies. That

applies in particular to integrated care where clearly specified tasks for single

practitioners are replaced by a team-based, pro-active approach to care delivery.

Where does that leave us in terms of planning? I propose four key lessons:

1) Setting objectives and standards of care

Before making a plan, it is central to formulate the objectives and minimum service

level standards of the specific delivery system—either in terms of structural and

process indicators (such as minimum service level standards, geographic catch-

ment areas, or maximum wait times), and/or in terms of health outcomes. This

step is essential for assessing the performance of a plan—especially, if we accept

the hypothesis that demand for health care services is infinite and will thus never

be fully met.

2) Aligning planning approaches with the specific model of care

As we have seen, there is not one perfect methodology for workforce planning. A

number of methodologies exist all of which have their pros and cons. The chosen

planning approach and in particular the use of benchmarks should be tightly

linked to the specified objectives, the specific model of care, and its particular

setting.

3) Monitor and adapt constantly

Workforce planning is not a one-time exercise, but should be seen as a dynamic

process which serves to (1) set a baseline for the required (human) resources at

the start, and (2) on a meta level establish an agreement on the objectives of the

delivery system and consistently verify and re-negotiate that agreement. Once

adopted, the assumptions made in the workforce plan should be monitored

against reality and adapted accordingly.

4) Integrated care calls for integrated planning

Integrated care moves away from the narrow focus on physicians as the central

providers of health care, makes extensive use of technology, and aims for

patient-centred, proactive models of care. Such a fundamental change in the

understanding of health care also implies a fundamental change in workforce

planning: It requires team-based, integrated planning approaches, it involves

taking into account all the available communication channels, and it implies a

shift of resources towards care coordination as well as fast and easy access to

primary care in order to avert unnecessary utilization of highly-specialized (and

often costly) care providers.
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Integrated Care and the Health Workforce 13
Loraine Busetto, Stefano Calciolari, Laura Guadalupe González
Ortiz, Katrien Luijkx, and Bert Vrijhoef

13.1 Background

The past decades have been characterised by the growing prevalence of chronic

diseases, the rising number of older and often multi-morbid patients, and changes in

the definitions of health and illness (Imison and Bohmer 2013; Centre for Work-

force Intelligence 2011; Calciolari and Ilinca 2011a). These developments have led

to an increased demand for complex, long-term care (Vrijhoef 2014). However,

most health systems are currently ill-equipped to respond to this demand

(Chap. 12). Specifically, chronically ill patients too often have to consult multiple

providers who lack coordination among themselves and across settings, resulting in

care that is ineffective and inefficient (Coleman et al. 2009). In addition, World

Health Organization (WHO) statistics estimate that workforce shortage amounts to

2.4 million physicians, nurses and midwives within Europe (World Health Organi-

zation 2016).
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There is an obvious mismatch between the most prevalent health problems,

i.e. (multiple) chronic diseases, and the preparation of the workforce to deal with

them, since training in most countries still relies on models that emphasise diagno-

sis and treatment of acute diseases (Pruitt and Epping-Jordan 2005). This is likely to

result in an imbalance between the increasing demand for complex long-term care

and the low supply of health professionals equipped to work in these areas.

Although this global crisis in the health care workforce has been noticed for more

than a decade (Pruitt and Epping-Jordan 2005; World Health Organization 2004),

new care models and initiatives to integrate care services have paid only minor

attention to how to deal with this. Since these misalignments are likely to influence

the quality of care negatively, changes are needed to cope with the necessity of

matching knowledge and competences of the workforce with current and future

needs (Imison and Bohmer 2013). According to Pruitt and Epping-Jordan, patients

with on-going health problems are in need of

. . .treatment that is continuous across settings and across types of providers; care for

chronic conditions needs to be coordinated over time. Healthcare workers need to collabo-

rate with each other and with patients to develop treatment plans, goals, and implementa-

tion strategies that centre on the needs, values, and preferences of patients and their

families. Self-management skills and behaviours to prevent complications need to be

supported by a workforce that understands the fundamental differences between episodic

illness that is identified and cured and chronic conditions that require management across

years (Pruitt and Epping-Jordan 2005).

Many health systems have endorsed integrated care strategies as a means to

approach the above challenges. These are expected to lead to better outcomes,

increased efficiency and improved access for service users (Center for Workforce

Intelligence 2013). Generally, integrated care strategies include changes to patient-

provider relationships, care process designs, communication infrastructures and

staffing provisions. Given health professionals’ involvement in all aspects of

integrated care, it is assumed that workforce and staffing interventions will affect

the implementation of integrated care strategies profoundly (Imison and Bohmer

2013; Deloitte Center for Health Solutions 2012). Consider, for example, the

additional demands that are put on the skill set of health professionals when they

are expected to provide person-centred care to well-informed patients wanting to

take part in decision-making processes. Or consider the differences in culture

between those working in health care as opposed to community care, who are

expected to cooperate closely and efficiently around complex patients. Another

example is the adoption of information technology in health care whose implemen-

tation necessarily requires workers to adjust their skill sets and may sometimes even

replace certain activities or tasks currently employed by humans.

The WHO argues that there is a need for new competencies to complement

existing ones for caring for people with chronic conditions:

First, the workforce needs to organize care around the patient, i.e. adopt a patient-centred

approach. This focus has been described as one in which the provider tries to enter the
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patient’s world, to see the illness through the eyes of the patient. Second, providers need

communication skills that enable them to collaborate with others. They need not only to

partner with patients, but to work closely with other providers and join with communities to

improve outcomes for patients with chronic conditions. Third, the workforce needs skills to

ensure that the safety and quality of patient care are continuously improved. Fourth, the

workforce needs skills that assist them in monitoring patients across time, using and sharing

information through available technology. Finally, the workforce needs to consider patient

care and the provider’s role in that care from the broadest perspective, including

population-based care, multiple levels of the health care system, and the care continuum

(World Health Organization 2005).

Human resources in health care (hereafter also called health workforce or, simply,

workforce) are “the different types of clinical and non-clinical staff responsible for

public and individual health interventions” (Kabene et al. 2006). As explained by

Glouberman and Mintzberg (2001a, b), the health workforce delivers health care in

different professional “worlds” in terms of setting (e.g. acute or chronic care) or

service focus (e.g. cure or care). A high degree of specialisation within these worlds

can serve the interests of the patients, but only as long as the different worlds are

appropriately integrated, thus keeping complexity under control at the point of

service (Glouberman and Mintzberg 2001a).

As argued above, it has become clear that patients with complex health and

social problems require a mix of providers that can collectively address their needs,

as one provider cannot possibly have all the necessary skills. This involves two

essential steps. The first step is to design the appropriate staff and skill mix of the

group of health professionals providing care to a specific patient population; the

second step is to organise and manage the interaction of this group of health

professionals in practice.

13.2 Staff Mix and Skill Management

According to Dubois and Singh, health workforce management may entail

strategies with regard to staff mix and skill management (Dubois and Singh 2009;

Griffiths 2012). While the former concept is concerned with the different staff

members that hold certain skills, the latter concept is concerned with the different

skills that are held by the staff members. Or as Dubois and Singh explain, staff mix

refers to “achieving a specific mix of different types of personnel”, whereas skill

management refers to “adapting workers’ attributes (...) and roles to changing

environmental conditions and demands” (Dubois and Singh 2009).

Specifically, staff mix concerns the mix of posts, grades or occupations in a

system or organisation. It includes the following aspects:

a. number of workers in defined occupational groups, holding a certain volume of

work assigned to staff members, e.g., number of full-time equivalent workers,

such as nurses per patient;
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b. mix of qualifications refers to the proportion of highly qualified staff members in

the respective health workforce or occupational group, e.g. registered or

specialised nurses, physicians with specialty certifications;

c. balance between junior and senior staff members, i.e. the proportion of experi-

enced staff in the health workforce;

d. mix of disciplines refers to gathering together personnel from different

professions and/or professionals with different specialties. In this respect,

interventions are intended to foster comprehensive care through professional

cooperation (Dubois and Singh 2009).

While staff mix aims at reaching a certain mix of personnel, skill management
relates more specifically to how the use of staff members’ skills can be optimised by

adapting their roles, knowledge, skills, and know-how. In doing so, skill manage-

ment may entail two different areas of intervention, namely (a) skill development
and (b) skill flexibility. Skill development does not entail adding functions from

other professions. In particular, it concerns:

a. role enhancement/enrichment: enable groups of workers to acquire new

competencies and skills by designing new roles for them, with expanded tasks

and wider and/or higher range of responsibilities;

b. role enlargement: extending activities and taking on roles at parallel or lower

levels (Dubois and Singh 2009).

Skill flexibility relies on multi-skilled workers who can switch from one profes-

sional role to another. It concerns:

a. role substitution, which refers to extending the practice scope by encouraging

the personnel to work across and beyond traditional professional divides;

b. role delegation, which consists of transferring tasks from one grade to another

by breaking down traditional job demarcations (Dubois and Singh 2009).

Organisations may not be able to control all aspects of the above staff mix and

skill management strategies. For example, the maximum number of workers is

probably limited by an organisation’s budget, and the mix of qualifications may be

limited by a workforce shortage in a certain health profession. Also, staff mix and

skill management strategies are not independent choices, but often the feasibility of

one strategy tends to influence the implementation of another, or the other way

around. For example, if the total number of workers in a certain organisation is low,

the number of skills that are needed may exceed the number of workers that are

available. In rural regions, those skill-sets typically held by specialist doctors might

not be available, but some of their skills might still be needed to provide appropriate

care to the patient population. In those cases, instead of increasing the number of

workers, it can be beneficial to invest in role enhancement or enlargement by means

of provider education so that specialised nurses can perform certain tasks tradition-

ally held by specialised doctors. This would ensure that a relatively wide range of
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tasks and responsibilities can be performed by a relatively small number of people

(Dierick-van Daele et al. 2008).

It should be noted that it may not always be clear which of the above staff mix

and skill management strategies one is concerned with in practice, as often the

knowledge of a number of details is necessary to identify subtle distinctions

between different strategies. Consider for example the inclusion of a case manager

in an integrated diabetes care team. Does this change the number of workers, the

mix of qualifications, the balance between junior and senior staff members, the mix

of disciplines, or some or all of the above? Does it concern role enhancement,

enlargement, substitution or delegation? To answer these questions, we would need

to know whether the case manager role was introduced as a new, additional one

(and thereby increasing the number of workers), or whether tasks were delegated

from a higher grade to the case manager (and thereby constituting role delegation),

and so on. In other words, extensive information on the intervention itself, as well

as the situation prior to the implementation of the intervention, is needed to identify

which type of strategy one is concerned with. It is therefore not surprising that the

performance of certain tasks by nurses, which are traditionally held by general

practitioners (GPs), has been used as an example for both role substitution and role

delegation (Dubois and Singh 2009; Kislov et al. n.d.). Nevertheless, the above

classification system provides a useful and comprehensive overview of the types

staff mix and skill management strategies that are available and can be

implemented in practice.

13.3 Multidisciplinary Team Work

Once the most appropriate staff mix and skill management strategies are identified

and the group of providers with a certain skill set is assembled, organisations still

need to organise the way in which this group of providers cooperates and delivers

care in practice. Generally, this is referred to by the umbrella term “multidisciplin-

ary team work”, which is an especially popular and frequently implemented

intervention within integrated care strategies (Drewes et al. 2012; Meeuwissen

et al. 2012; Elissen et al. 2012; Ouwens et al. 2005). Multidisciplinarity is also

referred to as interdisciplinarity, multiprofessionalism or interprofessionalism

(Nancarrow et al. 2013; American Association of Colleges of Nursing 2015).

These concepts are generally not used interchangeably, but it is difficult to provide

clear distinctions, because different authors attribute different meanings to the

concepts. Here, we will only use the term multidisciplinarity, by which we mean

a group of health professionals from different disciplines or with different medical

specialties.

Often team work is defined as or assumed to be multidisciplinary in nature,

without this being explicitly addressed as such (Langins and Borgermans 2015;

World Health Organization 2013, 2014; Nolte and McKee 2008; Firth-Cozens

2001). In contrast, a recent study on workforce interventions in integrated care

13 Integrated Care and the Health Workforce 213



strategies (Busetto et al. unpublished) has looked at the following three distinct

aspects of multidisciplinary team work:

a. multidisciplinary staff refers to a group of health professionals from different

disciplines or with different medical specialties;

b. multidisciplinary protocols or pathways refer to protocols or pathways that

involve tasks for health professionals from different disciplines or with different

medical specialties;

c. team meetings refer to a group of health professionals that works around a patient
or group of patients and that meets on a regular basis to discuss the patients’

treatment. These meetings may be real or virtual.

These three aspects are often implemented together in practice, but do not need

to be necessarily. The differences between these concepts can best be demonstrated

by using two practice examples. The first example relates to the delivery of

integrated care for people with type 2 diabetes in the Netherlands. Here, care is

facilitated by care groups, i.e. legal entities that establish contracts with health

insurers and health professionals in order to coordinate the so-called ‘care chain’ of

chronic care from diagnosis to after care (De Wildt et al. 2009). Bundled payments

are made by the health insurers to the care groups for the whole package of diabetes

care per patient per year. However, the care groups are not care providers, but

management organisations who pay health professionals to deliver the care

included in the diabetes package. The content and price of these packages are

negotiated in a stepped approach between the health insurers, care groups and

health professionals. The main locus of diabetes care is the GP’s practice. For

services that cannot be performed at the GP practice, the patient is referred to other

health professionals or to a hospital, but always goes back to the GP’s practice that

holds responsibility for the patient’s continuous care.

A recent study has shown that the above described example of integrated care is

characterised by two of the three aspects of multidisciplinary team work (Busetto

et al. 2015). In the Netherlands, integrated care for people with type 2 diabetes is

delivered by multidisciplinary staff. This includes practice nurses (PNs), GPs,

diabetes nurse specialists (DNSs), internists, dieticians, podiatrists, pedicurists,

optometrists, and sometimes physical therapists and pharmacists. These health

professionals may, and often are, based at different locations. The PN and GP are

located at the GP’s practice, the DNS is located at the GP’s practice and hospital,

the internist and the optometrist at the hospital, and dieticians, pedicurists and

podiatrists often have their own practices but may also be located in the GP’s

practice or at the hospital. The division of tasks between these health professionals

is specified in multidisciplinary protocols. These are based on national care

standards of good practice diabetes care and on the negotiations between the care

group, health insurers and health professionals. However, team meetings do not

take place. Instead, the communication between the health professionals involved is

facilitated and formalised via the clinical information system, a common patient

database that is used by the care group and all health professionals involved in the

214 L. Busetto et al.



delivery of integrated diabetes care. The health professionals can access and enter

patient data and the practice nurses can use the system to refer patients to other

health professionals.

The second example describes integrated care as implemented by a geriatric

hospital in Germany. The hospital was founded in 1999 and intentionally planned

and developed as a multidisciplinary and integrated geriatric care centre. The

hospital offers comprehensive services for patients with complex, multiple

age-related conditions who are in temporary need of acute care. Patients generally

stay at the hospital for up to 21 days, depending on their health status and potential

for rehabilitation. They are then discharged to their home setting or transferred to a

nursing home for long-term care. The hospital consists of five wards. On each ward

multidisciplinary staff delivers care, which includes doctors, nurses,

neuropsychologists, physical therapists, occupational therapists, speech therapists

and social workers. Together, they perform a comprehensive geriatric assessment

of each patient that is admitted to the hospital. Moreover, all patients are treated by

the doctor, physical therapists and occupational therapists. They are also all cared

for by the nurses and social workers. Whether patients receive further treatment by

the speech therapists and neuropsychologists depends on their specific condition

and wishes. A short team meeting takes place every morning with an extended one

happening once a week. All health professionals are present during these meetings.

During the morning meetings, the nurses report on occurrences during the late and

night shift and the doctor introduces the new admissions of the day. The purpose of

these team meetings is to keep everyone abreast of the latest developments of the

patients on the ward and to give the health professionals the chance to ask questions

and set priorities for the day’s treatments. During the weekly team meetings, every

patient is discussed in detail and all health professionals comment in turn from their

own professional perspective. Together, the team maps the patients’ development

over time and agrees on a discharge plan, either to the patients’ home setting or in

the form of a transfer to a nursing home.

The division of tasks between the multidisciplinary staff is not described in

multidisciplinary protocols or pathways. There are job descriptions for each indi-

vidual professional, and there are rules about which assessment each health profes-

sional has to perform as part of the comprehensive geriatric assessment. But there

are no protocols that specify a division of tasks in relation to the tasks of the other

health professionals. Instead, the division of tasks has developed over time and is

addressed and discussed by the health professionals when there is overlap or

disagreement. For example, overlap often occurs between the physical therapists

and occupational therapists, the occupational therapists and neuropsychologists,

and the neuropsychologists and doctors. This may cause frustration among the

health professionals and activities or assessments may be repeated unnecessarily.

Ideally, however, ambiguities may be resolved by agreeing on tasks through

personal interaction between the different health professionals. This can lead to a

higher quality of care because it includes more perspectives on the same problem

(Busetto et al. 2017).
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13.4 Workforce à la carte

From these examples, it can be concluded there are different and distinct aspects of

multidisciplinary team work which should be taken into account. One could even

argue that these three aspects—multidisciplinary staff, multidisciplinary protocols

or pathways and team meetings—are necessary conditions for multidisciplinary

team work. Creating a group of health professionals from different professional

backgrounds is not sufficient in itself, and neither are multidisciplinary protocols or

team meetings. Hence, it may not come as a surprise that one of the reasons why the

bundled payment scheme was introduced in the Netherlands was the fact that the

multidisciplinary protocols (or care standards back then) alone were not enough to

facilitate collaboration between individual professionals (Elissen 2013; Struijs et al.

2012). The bundled payments were created as a financial incentive framework to

integrate a multidisciplinary staff consisting of all health professionals involved in

the delivery of integrated diabetes care. Moreover, today there are worries about

whether the PN has taken over too many tasks from the GP, for which he or she

might not be sufficiently qualified (Busetto et al. 2015). One of the causes of this

problem can be seen in the fact that the PN provides the care to the diabetes patients

relatively independently, instead of consulting with the GP (and other health

professionals) during team meetings. In the German case, these team meetings do

exist, but the multidisciplinary staff complains about an unclear division of tasks,

which can be traced back to the absence of multidisciplinary protocols or pathways.

Of course, saying that these aspects are necessary conditions does not mean that

they are sufficient, even if all of them are implemented. Other less tangible aspects

such as motivation, team culture, common goals, or a tradition of cooperation also

play a crucial role (Busetto et al. 2015; Lemieux-Charles and McGuire 2006;

Xyrichis and Lowton 2008).

We can also take another step back and look at the connection between the staff

mix and skill management strategies discussed earlier and how they relate to the

organisation of multidisciplinary team work in practice. For example, if there is a

certain mix of qualifications in which a certain staff member holds a certain

qualification and corresponding skill set, it may be relatively easy to draft multidis-

ciplinary protocols that specify the tasks and responsibilities of the specific staff

members. For example, the division of tasks between internists and specialised

nurses can be written down in detail and the respective staff members can follow the

procedures defined in the protocols. If an internist is replaced by a different person,

the multidisciplinary protocol would not have to be changed, because the new

person can be expected to hold a similar skill set as the previous one. The same

holds true for a group with a certain mix of disciplines for which the protocols

define the division of tasks between, for example, physical therapists and occupa-

tional therapists and for which these positions can be held by different persons from

the respective discipline. The above is more difficult when skill development and

flexibility strategies are applied, as these change the skills and tasks of a staff

member beyond their traditional function, role or qualification. This makes it more

challenging to formalise task divisions in protocols because the skills, and therefore
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tasks, of a certain person are likely to evolve and change over time. However, in

improving the care for people with chronic conditions we will have to rethink and

revise written protocols once in a while and improve them where necessary, which

should also be incentivised by new skill management strategies.

It is possible that certain staff mix and skill management strategies are more or

less effective when matched with a certain way of organising multidisciplinary

team work in practice. For example, balancing junior and senior staff within a group

of health professionals is often based on the assumption that senior staff members

can teach certain on-the-job skills to the junior members, who in turn have new

ideas and ways of doing things that senior staff members can learn from. However,

for this effect to take place, it seems necessary that a certain degree of interaction

between the two groups takes place, which is unlikely to be achieved where there is

a highly sequential organisation of care and in the absence of team meetings as we

saw in the Dutch example. On the other hand, once there are a certain number of

workers, team meetings become less easy to organise and discussions will likely

diminish in efficiency. In those cases, a digital and/or more formalised interaction

between team members may be a more worthwhile option. A similar interaction

occurs between patients and members of the care team and has to be reflected in

skill management strategies as well.

To put the above in an even bigger picture i.e. health care system reform, the

WHO perspective on preparing a health workforce for the twenty-first century

needs to be taken into account. According to the WHO, a transformation of the

workforce is only one component of the more general health care system reform

that is needed to improve care for patients with chronic conditions. However,

transformation in health care organisations is impossible without a corresponding

transformation in the workforce that provides the care (World Health Organization

2005).

13.5 Conclusions

As is the case for integrated care in general, workforce interventions need to be well

planned, implemented, and evaluated. The Center for Workforce Intelligence offers

three recommendations to support a more systematic consideration of the

implications of integrated care for the health workforce (Center for Workforce

Intelligence 2013). First, one must realise that there is no universal approach to

integration. Instead, different (local) routes to integration exist, and each requires

particular workforce interventions and management responses. One such route, as

mentioned above, is the multidisciplinary team which requires focussing on specific

aspects including the creation of a climate for team building or establishing shared

values, legal considerations around the use of information and working protocols,

as well as the planning of new roles and responsibilities. Second, one must take

appropriate measures to make sure that the right health professionals with the

appropriate expertise are in place to deliver tailored integrated care. These may

include multidisciplinary training programs or a socialisation of health
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professionals to consider themselves part of a multidisciplinary team in the service

of an autonomous patient in need of care. Finally, one must identify those factors

that are critical for the success of workforce changes in integrated care

interventions. The impact of integrated care on health outcomes is defined by the

interaction of all its components within the health care setting as well as with those

in the community (Elissen et al. 2012). It goes without saying that many, if not all,

of these components have consequences for the health care workforce, and vice

versa.

The key message for practitioners and policymakers is to take into account the

complexity and heterogeneity inherent to integrated care strategies (Calciolari and

Ilinca 2011b). When workforce interventions are implemented as part of these

strategies, they are not implemented in isolation but in combination with other

changes. These may concern changes as diverse as bundled payment systems,

shared patient databases or self-management support initiatives. The common

denominator remains that for these changes to be implemented and executed

effectively, they need to be well-aligned with workforce and staffing changes. A

bundled payment system incentivising a care chain will incentivise actions by

different health professionals that are linked to each other in a chain of successive

treatments, but it will not necessarily support multidisciplinary team work when no

regular team meetings are in place. Similarly, implementing shared patient

databases and self-management support initiatives requires a workforce with the

appropriate skill-set to execute, or at least support, these interventions.

As part of new care models, workforce changes are needed to cope with the risk

of a dwindling supply and the necessity of matching knowledge and competences of

the workforce with the future needs. In contrast to the growing amount of literature

that supports the current drive towards integrated care, little is published about its

associated workforce and staffing interventions. Given that the success of integrated

care strategies depends to a large extent on the health workforce executing them, it

is time for all of us involved to broaden our horizons and start discussing how to

address workforce interventions as part of integrated care strategies. For example,

attention should increasingly shift to patient perspective on staffing issues and what

is needed according to the patients themselves. Moreover, practitioners and policy-

makers should be aware of the emergence of new stakeholders on the scene who are

assuming more important roles in long-term care, including both for-profit and not-

for-profit private enterprises (Center for Workforce Intelligence 2013). In particu-

lar, practitioners and politicians will need to shift their attention from single-focus

solutions to more complex approaches.

The journey to improved health outcomes by means of integrated care is a

relatively recent one, but it has demonstrated that workforce changes form an

area of attention that is essential for the understanding and success of integrated

strategies as a whole. Even if integrated care should be surpassed by a superior

approach in the future, workforce changes as part of complex improvement

strategies will necessarily remain on the radar of every health care system working

towards improved population health.
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14.1 The Neglected Topics in Designing Integrated Care

Leadership is certainly one of the neglected topics in integrated care. This is

surprising, as the leadership challenge is greater in networks for integrated care

than in typical organizations (Sydow et al. 2011). This is due to, on the one hand,

network structures that require leadership of and in networks, and on the other hand,

a higher level of complexity in the health care sector (see Figure 14.2).

Structures in health care seem to be very complex due to numerous reasons:

• Services are usually provided by more than one person which brings in com-

plexity as communication about various services and coordination of these need

to take place.

• Care providers act within a specific setting and its respective management.

The figure clearly demonstrates the need for a more complex leadership

approach than in traditional hierarchical organizations.
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14.2 No Coincidence: What Management Literature Tells Us
About Leadership

In common management literature there is a discussion about whether management

or leadership approaches are appropriate to successfully lead modern companies

(Mintzberg 2013). Whether an organization is “overmanaged and underled” or

“overled and undermanaged” is difficult to assess from the outside. Clearly man-

agement and leadership need to be synthesized and well-balanced in an organi-

zation since they depend on each other (Mintzberg 2013; The King’s Fund 2011).

Thus, it is the leader’s task to communicate the organisation’s goal and align

management and administration to take aim at these goals (The King’s Fund 2011).

14.2.1 Manager Versus Leader

“Management is doing things right; leadership is doing the right things”

(Peter F. Drucker)

In this chapter, the focus is to provide an overview of leadership and manage-

ment. For this reason we give a rather broad definition of leadership and manage-

ment although there is a plethora of definitions for both.

“Leadership is a process whereby an individual influences a group of individuals to achieve
a common goal” (Northouse 2013).

Management necessarily takes place in every organisation and functions as the

interface for people, information, and action (Mintzberg 2013). Interestingly

enough, the word “to manage” originates from the Latin expression “manus
agere” which basically means to lead from the hand and reportedly was used in

the context of leading or taming horses (Mintzberg 2010).

In Kotter’s (2001) paper on the differences between managers and leaders,

the main characteristics and tasks of each are outlined (see Table 14.1).

Table 14.1 Differences between leadership and management

Leadership Management

Preparing a system for change Coping with complexity

Example: The leader knows the conditions of a
market which oftentimes lead to change

(e.g. new competitors) and prepares the system

for change.

Example: The manager oversees structures

and tasks in a system in order to prevent

chaos, specifically in large organizations.

• Setting the direction

• Aligning people

• Motivating and inspiring

• Planning and budgeting

• Organizing and staffing

• Controlling and problem solving

Source: Kotter (2001)
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14.2.2 Types and Styles of Leadership

The general discussion on leadership takes place on the continuum between more

and less abstract theories and practical principles. Literature on leadership contains

many approaches and entails quite a history. Many sources have roots in the field of

psychology and human resources research. Thus, this overview makes no claim to

completeness. Newer literature focuses on key qualifications of leaders, which

we will outline towards the end of this chapter. In the following paragraph only a

restricted selection can be introduced (overview, see Table 14.2).

In the first part of this overview we will elaborate on four historical

leadership eras.

14.2.2.1 Theories
Throughout the vast literature on leadership theories, Den Hartog and Koopman

(2011) demarcate four leadership eras throughout the twentieth century. Elabo-

rating on each of the theories’ leadership styles would go beyond the scope of this

overview. According to Den Hartog and Koopman (2011), leadership developed

from “who leaders are” (trait) to “what leaders do” (behaviour). Over the course of
the century other important topics emerged: “how leaders act in certain situations”
(contingency) and finally “how leaders engage followers for common goals”
(new leadership) (Table 14.3).

14.2.2.2 Learning from the Big Bosses’ Experience
Religious role models like Mahatma Gandhi, entrepreneurs like Jack Welch or

Steve Jobs, politicians like Ronald Reagan or military leaders like Colin Powell:

they all were great leaders. Over time they gained invaluable experience leading

people and are entitled to pass on their lessons learned on this topic. Two big leaders

of modern times, Jack Welch from competitive industry and Colin Powell from the

U.S. Army where hierarchies are part of the system, were selected to highlight their

leadership credo in this summary. We chose two out of many examples to illustrate

the line of argumentation in these approaches.

Table 14.2 Types and styles of leadership

Theories Principles

Leadership theories Individual leadership styles

• Den Hartog and Koopman

(2011)

• Blessin and Wick (2014)

Individual examples of “role

models”

Examples based on empirical

research

• J. Welch

• Powell (2013)

• Kouzes and Posner (2009)

• Schoemaker et al. (2013)

• Battilana et al. (2010)
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Jack Welch: Former CEO of General Electric
Over the course of 20 years (1981–2001) Jack Welch was CEO of General Electric.

In order to sustain success he needed to reorganize one of the world’s largest com-

panies several times to achieve his goal of being among the best companies. This

entails understanding and forming the skill- and mind-set of 290,000 employees by

overcommunicating new strategic and organizational goals (Bartlett and Wozny

1999; Krames 2005).

Jack Welch himself spent a vast majority of his time on people’s issues, by

training and developing them. He aimed to create so-called A Players with four E’s
(see Table 14.4).

The vision of excellence in every competitive market is only one of many possi-

ble ways to lead people. Different branches afford different ways of leadership.

Next, Colin Powell’s leadership style will be shortly illustrated.

Table 14.4 Jack Welch’s “Four E’s” of his best players as prerequisites for leadership

Energy Energize

Fascinated by ideas and eager to open new doors

even though this might involve risks.

Sharing this enthusiasm with others in

order to have a common vision.

Edge Execution

Being a strong competitor and not hesitating to

make tough calls (e.g. firing someone) for the

good of the company.

Always eager to perform and deliver

results. Leaders can turn vision into results.

Source: Bartlett and Wozny (1999), Krames (2005)

Table 14.3 Overview of four leadership eras throughout the course of the twentieth century

Leadership theory Explanation/leadership style

Trait approach (search for
“the great man”)
! Up to late 1940s

Focus on innate characteristics of the leader and his influence
on the success/change achieved

Style approach
! Late 1940s–late 1960s

The leader’s behaviour is pivotal to success/change achieved.
Leadership behaviour can be learned.
! e.g. authoritarian, democratic, laissez-faire

Contingency approaches
! Late 1960s–early 1980s

The leader’s behaviour needs to be congruent with aspects of

the situation; the effectiveness of leadership is contingent on

the situation. Thus, there is not only a single leadership style

appropriate for the situation but many. The leader must be

capable of distinguishing between and carefully applying these.

New Leadership
! Since early 1980s

E.g.: Transformational, charismatic, inspirational, visionary

leadership

New leaders attain extraordinary levels of followers’

motivation and engagement to accomplish the organization’s

goals.

Source: Adapted from Blessin and Wick (2014), Den Hartog and Koopman (2011)
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Colin Powell: Former U.S. Secretary of State
Serving for the U.S. Army as four-star general as well as in the George W. Bush

administration from 2001 to 2005 as Secretary of State, Colin Powell was con-

fronted with the topic of leadership for a long time and published his Leadership
Secrets in 2002. A summary of his leadership principles is provided in Table 14.5.

Even these two leadership approaches are from very different settings, they add

significant value for the discussion about leadership in health care. Both focus on

principles and values.

14.2.3 Leadership Learnings from Empirical Data

Separate from situational theories of leadership, there are different standpoints

regarding whether one needs to be a born leader or one can learn to be a leader.

14.2.3.1 Fundamental Practices by Kouzes and Posner (2009)
In their book, Kouzes and Posner (2009) discuss pivotal prerequisites to be a

leader based on their empirical research since 1983. By interviewing leaders and

their followers, the authors could identify five fundamental principles for leadership

which are summarized in Table 14.6.

Table 14.5 Colin Powell’s principles to excel in leadership

Topic Examples of principles

Being a

provocateur

Always being diplomatic and polite will not bring forward ideas of change.
Change needs to be a top priority in the organization and has to be

communicated clearly.

Promoting

discourse

Promote an open dialogue with all levels of staff by establishing an open-

door policy. Everyone can participate in communication and information

flow, diverse opinions are more than welcome.

Leaders must avoid the ego trap by accepting new facts and change. Do not

be too focused on your own path if it is not aligned with the organization’s

vision.

When instituting change keep authority and their GO in mind, yet in some

cases it is fundamental to go forward with alternatives.

Overwhelming

strength

Define your own strategic interests by stating your mission clearly but only

if you are capable of implementing it. Implement change only in certain

parts of an organization while being open for alternatives in other parts.

People over plans Choose people on your team who are loyal, integer, and energetic and let

them perform by decentralizing your organization’s structure. Leadership

can take place on all levels and does not need to rely on job position or

seniority. The organization should be balanced out and a fun working

environment for others. This means that individuals need to be balanced as

well by spending time on home and family life.

Detail diligent Leaders are aware of details in their own organization, i.e., know all the

information flowing to prevent mistakes. Details open doors for

extraordinary opportunities.

Source: Harari (2002), Powell (2013)
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14.3 Leadership in Networks

Leadership in networks differentiates itself fundamentally from that in traditional

hierarchies. There are five crucial aspects of leading networks:

1. Network structures resemble new hierarchies that have to be embedded in well-

established structures;

2. Networks render it possible that individuals can lead other individuals, likewise

organizations can lead other organizations (Sydow et al. 2011);

3. Fundamentally, network structures are parallel structures with little power and

are predominantly free of hierarchy. Specifically rules and resources create

power.

4. Negotiations are more important than ‘Command and Control’ and are therefore

a matter of more complex and invisible structures (Sydow et al. 2011);

5. The leadership complexity is considerably greater than in traditional structures,

as stakeholders represent various sectors and professional cultures.

Table 14.6 Summary of fundamental leadership practices (A–E) and derived leadership

commitments (1–10)

Fundamental

practice Short explanation

A. Set an example Leaders are always willing to go first and set an example as they have a

detailed operational plan.

1. Strengthen others, give away power, assign critical tasks and offer support.

2. Make your behaviour consistent with shared values. Achieve small wins that promote

consistent progress and build commitment.

3. Achieve small wins that promote consistent progress and build commitment.

B. Inspire a shared

vision

At the beginning of every successful business is a vision of the ideal

future state of the organization.

4. Experiment, take risks and learn from your mistakes.

5. Envision a future that is more uplifting and ennobling.

C. Challenge the

process

Leaders are pioneers who are open to new grounds and the unknown.

6. Seek challenging opportunities to grow, change, innovate and improve.

D. Enable others to

act

Enforcing your team for action, building trust and solid relationships and

competencies are key for collaboration and a sense for responsibility.

7. Appeal to others people’s values, dreams and hopes to share your common vision.

8. Foster collaboration by promoting cooperative goals and building trust.

E. Encouraging the

heart

Build a culture where values and success are appreciated and celebrated.

9. Recognize individual contributions that lead to the success of each project.

10. Celebrate team achievement, not just individual ones.

Source: Adapted from Kouzes and Posner (2009)
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Sydow et al. (2011) have developed a regulatory framework in order to describe

the type of leadership applied in the respective network. In its basic form it can be

transferred to any system, e.g., health care systems. Its fundamental purpose is the

classification of leadership style rather than evaluating it.

In Figure 14.1 four different networks, e.g. leadership in health care networks

such as integrated care systems, are illustrated, embedded within three axes:

• Organization of the network: emergent—formal

• Nature of leadership: centralized—distributed

• Leadership attribution: individual person—organization

All three dimensions pertain to both leading a network and leading within a

network.

The first dimension refers to the structure and style of organization. It reaches

from emergent/ad hoc/informal organizations to formally organized structures.

Within the network structures one can detect both forms in parallel, meaning in

different areas of the network various forms of structures might apply.

The second dimension differentiates according to the degree of centralization

concerning leadership. Here, within the network structures, one can distinguish

between very centralized and decentralized/distributed structures.

The third dimension considers the question of whether leadership refers to

persons or organizations.

Fig. 14.1 Example of

(Health Care)-Networks

localized within dimensions

of organizational structure

(HC¼Health care). Size and

location of network within the

dimensions does not relate to

quality of organization and

leadership. Source: Adapted

from Sydow et al. (2011)
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14.4 Leadership in Health Care: Learning from Best Practice

Not surprisingly, there is evidence that leadership matters in health care, too (The

King’s Fund 2011). Engaged leadership can achieve an increase in health care

quality and a reduction of patient harm (Swensen et al. 2013). Regulators, payers,

communities, and informed patients increase the pressure for leaders of health care

delivery systems to achieve better performance. Efforts that have been tried so far

focused most times on micro- or project-level. Achieving improvements on an

organizational level appears to be much harder (Reinertsen et al. 2008).

To a certain extent general leadership theories and principles can be applied in

the health care sector as well. Particularly nowadays, with increasingly competitive

structures in most countries, health care organizations have evolved to be more -

business-oriented units that need to be led appropriately. Therefore, leaders of

health care organizations often are facing challenges similar to leaders in

other industries. However, the health care sector also has some unique character-

istics which need to be addressed.

14.4.1 What Is Different in Health Care: The Logic of Health Care
Delivery

Health care organisations can be described as complex adaptive systems which can

are difficult to manage and organize in detail (Reinertsen et al. 2008). Delivery

processes can be compared to value chains with structurally fragmented activities

(Amelung 2013). Each medical intervention is delivered in small disconnected

applications, yet they interfere with each other (Glouberman and Mintzberg 2001).

Furthermore, health care interventions always take place for persons and

communities. Den Hertog et al. (2005) illustrate how different sectors in health

care (walls; sectors and interdisciplinarity) and system levels (ceilings; policy-

makers, managers, and professionals) create a hard to manage and innovation-

hampering system (see Fig. 14.2). These walls and ceilings are embedded in a

patient-centred and community-based environment in which leadership needs to

design and implement change.

Berwick et al. (2008) introduced the idea of the Triple Aim. This idea requires

the simultaneous pursuit of three aims in order to improve a health care system:

• Improvement of the individual experience of care

• Improvement of population health

• Reduction of costs of care

These goals need to be treated interdependently as changes made to achieve one

of the goals can affect the other two, often negatively. That means the aim lies in

balancing the triple aim (Berwick et al. 2008). To achieve triple aim results, high-

impact leadership is needed (Swensen et al. 2013).
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Triple aim results represent a shift from volume to value (Swensen et al. 2013).

All too often quality in health care organizations is seen as an expense or regulatory

requirement but leaders need to develop a fundamental understanding of quality

as a business strategy and part of their core work. As quality improvement is

rarely part of the medical school curriculum, leadership must be familiar with the

science and potential of such methods (Swensen et al. 2009).

New invasive interventions often carry significant risks and costs. Leadership in

health care needs to understand when interventions are beneficial and evidence-

based. This stresses the importance of data in this sector. Health care is dominated

by data, e.g., from clinical trials or health care services delivery data which build

the basis for guidelines. Guidelines are the summary of best evidence and foster the

triple aim. They can be an effective tool to develop a core standard work based on

best practice where deviations from the rule are expected only for patient-centred

reasons, not because the physician “likes to practice this way”. Standardization is

important to create a culture of safety in health care delivery (Swensen et al. 2009).

But standardization in medicine always causes an inherent tension between excel-

lence and physician autonomy which leads us to the next section—the role of

professional cultures in health care.

14.4.2 Professional Cultures in Health Care

Delivering high-quality health care requires the creation of a collective mind

characterised by optimal teamwork, communication skills, and an attitude of trans-

parency and psychological safety, that is a professional culture. For the establish-

ment of this professional culture, physicians have played a major role as leading

persons. In many countries health care systems only have scarce resources for

big challenges, e.g., increase of chronic diseases or age of the population. For this

reason there is a demand for more, respectively different, leadership and

Fig. 14.2 Walls and ceilings within health care systems. Source: Adapted from Den Hertog et al.

(2005)
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management in the health care sector than what traditionally was provided by

physicians. For effective leadership and management, difficult and controversial

decisions are required to make which may infringe on the autonomy of health care

providers. Doctors strongly believe that physician autonomy is crucial to quality in

health care. The challenge in health care is that even with increasing leadership and

management efforts physicians do not feel a loss of control or want to reject new

forms of leadership and management (Schmitz and Berchtold 2009).

Glouberman and Mintzberg (2001) characterize health care organizations by

four main subsystems: Cure, Care, Control and Community (see Fig. 14.3). All are

highly differentiated. Physicians, representing subsystem Cure, as well as the

nursing staff, subsystem Care, work in the operative core business of patient care.

But they are divided by completely different roles. Physicians work in the hospital

but not for it. They intervene with the patients in short visits and control treatment

decisions before they depart, leaving most of the care to the nursing staff. They

distinguish themselves by their medical discipline. In some countries such as

Germany, the nursing staff can hardly specialize within their profession. They are

tightly committed to the institution and provide care on a rather continuous basis

seeking to coordinate complex workflows.

Control—representing the organization’s management—is responsible for the

system at large and controls the resources. As administrators they exercise formal

authority trying to control a patchwork of more or less autonomous staff groups.

Community represents the societal level, i.e. elected politicians, advocacy, and

various advisory groups seeking to exercise influence. They supervise the organi-

zation’s management and build the formal connection to the outside world.

Professional cultures are pronounced and powerful. Leadership needs to address

those subsystems and their professional identities in order to be successful (Schmitz

and Berchtold 2009). Therefore, clinicians—particularly, but not only doctors—

need to be engaged in management and leadership. But health care providers—

Fig. 14.3 Differentiated

subsystems in health care.

Source: Glouberman and

Mintzberg (2001)
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similar to the situation in other industries and sectors—must recognise that the type

of leadership is changing. The old model of ‘heroic’ leadership by individuals will

be replaced by models of shared leadership both within organisations and across

organisations (The King’s Fund 2011).

The ‘post-heroic’ model of leadership described by Turnbull (2011) involves

multiple actors with leadership roles working together collaboratively across

organisational or professional boundaries. Thus, leadership represents practices

and organisational interventions, rather than just personal behavioural style or

competencies. But as mentioned, this does not apply only to health care, but also

for other sectors.

14.4.3 Leading a Health Care Organization: Personal Skills
and Institutional Habits

Often leaders are struggling with how to focus their efforts. There is abundant

literature on what personal skills or behaviour leaders should bring with them in

order to be successful. All approaches are helpful in different ways. Just to take one

example, Swensen et al. (2013) defined five critical behaviours that are inherent in

most of these theories (Table 14.7). The list is intended to be open-ended. Adopting

these behaviours can be a starting point to move the organization from volume to

value—driving to better performance.

Another area of the literature does not focus on the leader as a person but on the

organization and its success factors. Though there seems to be no dominant delivery

model so far, there may be certain activities, behaviours, and ways of thinking that

high performance organizations do share. Bohmer (2011) for example identified

four so called “habits” that high-value health care organizations typically do have

in common (see Table 14.8).

The expression of these habits may be unique for each organization depending

on the individual regulatory and reimbursement environment. However, successful

approaches to care management are based on the same habits.

Table 14.7 The behaviour of leaders in health care organizations

Person-

centredness

Frequent interaction with patients and families in daily routines (e.g.,

participation in rounds, discussing results in terms of patients)

Front-line

engagement

Establish an understanding of the work at the front lines of care—being

visible and building trust (e.g., asking questions, sharing concerns,

engaging in problem solving)

Relentless focus Creating focus and urgency on high-priority efforts by framing the vision

and strategy

Transparency Forcing transparency in e.g. results, progress, aims, and defects as a catalyst

to create understanding for change and thus functions

Boundarilessness Establish a culture open for change and innovation (e.g., deliver health

services across the continuum and person-centred)

Source: Swensen et al. 2013
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14.5 Lessons to Be Learned for Leadership in Integrated Care

As already noted, leadership structures in networks differ from those in typical

hierarchies. Network structures “provide a unique context for leadership that is
characterized by ambiguity, diversity, dynamism, and complexity; the genuine
failure of hierarchical fiat; and the importance of networks or relationships”
(Sydow et al. 2011, p. 341). In integrated care concepts seven aspects could be

identified as particularly deviating from structures in other sectors and could be

considered as potential pitfalls (see Fig. 14.4).

14.5.1 System-Related Pitfalls (Dark Blue)

First of all, governance structures and service delivery processes are important.

Integrated care needs to adjust governance structures in order to steer patients

through the system. Governance structures are health care policy on a macro

level, the process of health care provision on the meso level, and the individual

patient on the micro level. As mentioned above the complexity for leadership in

health care emerges because of the importance of patients (and communities)

as well as the highly complex legislative structure. Health policy usually entails

fragments of other fields of expertise, such as the judicial or social authorities.

The service delivery (process) takes place in three (simplified) sectors, primarily

outpatient care, inpatient care, and rehabilitation. Yet, care delivery is much more

complex in practice as it takes place in a whole system of stakeholders. Next to the

Table 14.8 Four habits of high-value health care organizations

Specification and planning

• criteria-based decision making for both patient flow related as well as clinical decisions;

manifested e.g. in treatment algorithms, discharge planner, pre-procedure checklists,

standardized patient assessments

• advanced planning to specify choices, transitions, subgroups, and patient pathways

! shift from expensive resources to problems these are designed to solve

Infrastructure design

• designing microsystems to match defined subpopulations and pathways including staff, IT,

physical space, business processes, policies and procedures

! shift from single platform, general-services-organization designs to patient group specific

approaches maximizing use of scarce resources

Measurement and oversight

• internal process control and performance management by collecting more measurements

than those required for external reporting

! shift to measurement as an integral part of accountability and performance management

Self-study

• examination of positive and negative deviance in care and outcomes

Source: Bohmer (2011)
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typical sectors, other areas such as nursing services, pharmacists, medical engineer-

ing, service providers and various others are involved.

14.5.2 People-Related Pitfalls (Yellow)

The second area comprises the dimensions of professional groups and cultures.

Integrated care needs to encompass various occupational groups that distinguish

themselves through strong professional cultures that have grown over years

(e.g. nurses and physicians). The medical profession has distinctive inner differ-

entiations (medical specialists vs. general practitioners, outpatient vs. inpatient

physicians). Leadership in integrated care needs to work towards acceptance of

these professions and cultures. Yet, it becomes clear that leadership should not

become “one more burden that comes with the job” for professionals but that people
need to be trained in leadership and they need to be paid for leading. A well-

balanced approach is needed: the King’s Fund Commission on Leadership and

Management in the NHS elaborates on how much systems invest in professional

management. Whereas the primary care trusts in England spent approximately

1–2% of their budgets on management, there are American organizations which

invest around 12.5% of their budget for professional management and leadership

(The King’s Fund 2011). We postulate that a well-balanced investment is indis-

pensable to sustain professional leadership in health care.

14.5.3 Organization-Related Pitfalls (Light Blue)

The third area is more complex and comprises the dimensions of different target

systems and business mindsets as well as the degree of professionalization.

Fig. 14.4 The pitfalls of integrated care hamper successful implementation. Source: Own

illustration
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Integrated care often engages Public-Private-Partnership approaches, meaning

that fundamentally different target systems need to be harmonized. On the one

hand, there are stakeholders interested in common welfare (e.g. municipalities), and

on the other hand, there are Non-Profit-Organizations, such as religious hospitals,

and private institutions like pharmaceutical companies. For leadership it is neces-

sary to understand these divergent mindsets in order for them to cooperate.

Furthermore, the degree of professionalization as well as the structure of organi-

zation differs among various stakeholders. In integrated care, governmental and

other public organizations that act according to public law might need to interact

with private business models of all sizes. These organizations are all in need of

leadership but with different demands to it. Leadership in health care does not mean

regulation or imposed change. It means that there are people who—next to their

medical profession—understand the necessity of a strategic line of approach

towards higher quality. They understand that better care, i.e. integrated care, will

not “just happen” but needs conceptual input from different perspectives. Most

certainly, appropriate resources (e.g., generated through participation fees of the

individual stakeholders or governmental subsidies) are required for the imple-

mentation of integrated care concepts.

14.6 Conclusion

Leadership in integrated care does not differ fundamentally from leadership

challenges in other network structures and needs to be addressed adequately. Beside

the general underestimation of the importance of leadership in health care, several

aspects have to be considered specifically. The following general recommendations

highlight the importance of the topic for integrated care:

1. Integrated care concepts are strategic assets
Integrated care concepts have to be recognized as strategic assets by the relevant

institutions. Independent of their actual importance for the business model,

integrated care concepts need strategic tailwind. This tailwind can be fostered by

leadership.

2. Leadership in integrated care is necessary
Leadership structures should be implemented separately from already well-

established structures; meaning, the implementation should not be carried out

solely by physicians or other service providers along the way but has to be

organized separately and professionally, ideally within a management company.

3. Leadership in integrated care requires investment
The expenditures for leadership need to be budgeted. Leadership is an integral

field of activity and has to be remunerated separately. Expenditures on proper

leadership and management skills as part of the budget assignment document an

appreciation for it.
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4. Leadership in integrated care must build a culture of shared values
Expert knowledge and professional authority are indispensable for the leader-

ship of integrated care concepts. Leadership should be embedded in existing

structures—nearly invisible—and occur indirectly through pointing out direction

and growing a culture of shared values. Otherwise, resistance will build up.

5. Leadership in integrated care needs time
Leadership needs to motivate all parties involved in integrated care. The longer

structures have been in place, the longer it needs to force them open.

6. Leadership in integrated care needs to be focused
Leadership needs to focus on the components and occupational groups that are

most difficult to integrate. Generally, this is the medical profession. But leadership

should also initiate local activities (e.g. regional conferences, workshops, quality

circles, groups of regulars) in order to strengthen and document the solidarity

within and between the groups and the involvement of the broader community.

7. Leadership in integrated care needs to be data-based
Medical care is strongly influenced by data. Therefore, in order to lead success-

fully, a comprehensive data-warehouse is crucial. Health care professionals will be

mainly convinced by strong evidence of the suggested pathway. But data needs to

be transparently accessible for all partners and should not be a source of power.

Leadership is still a highly underdeveloped and underestimated topic in

health care management. But beside several important differences in health care,

the main challenges are very similar to those in general management. Therefore the

main focus should be on adapting general management approaches in the

health care setting.
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Culture and Values 15
Robin Miller, Marisa de Andrade, Rommy Marjolein Don, Volker
Amelung, Viktoria Stein, Nicholas Goodwin, Ran Balicer, Ellen
Nolte, and Esther Suter

15.1 Introduction

There is increasing recognition of the importance of culture and values in the

running and improvement of health, care and wider community services. Culture,

or ‘the way we do things round here’, has been connected to the quality and safety

of such services both positively and negatively. An enabling and learning culture is

seen to promote opportunities for identifying, reflecting and acting on any concerns,
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whilst a controlling and blaming culture is seen to stifle such concerns being raised

and so responded to appropriately. In turn values, both those expressed by an

organization within its mission and strategy and those which practically underpin

the everyday decisions made by teams are a key component of institutional culture.

Personal values based on professional standards and individual beliefs further

influence the choices and priorities of practitioners. Any organization seeking to

achieve effective change must take account of these multi-layered and multi-

dimensional factors. Integrated care initiatives, which commonly bring together

professionals, practitioners and services from established silos add yet more com-

plexity. The clashes in values and culture which can emerge through their new

arrangements can be a powerful obstacle as the parties involved are exposed to

alternative ways of seeing and interpreting the world.

These dynamics are commonly reflected in research regarding integration within

health and care services (see Box 15.1). This reflects study outside these sectors,

where organisational culture and an alignment of personal and professional values

have been recognised as key enablers of positive change management for many

decades (e.g. Cummings and Worley 2014). ‘Values alignment. . . could well be the
bedrock, the foundation, upon which all truly successful organisational change

depends’ (Branson 2008, p392).

In this chapter, we will begin with a consideration of what is meant by ‘culture’

and ‘values’ and how they have been connected in relation to the field of integra-

tion. We will then focus on two key approaches to developing them positively—

teamwork and inter-professional learning. We conclude with a reflection on what

this means for those leading and working in integrated settings, and provide

resources for further learning and reading.

Box 15.1 Examples of culture and values within evidence reviews

and evaluations

Minkman (2012): The process of integration in itself is described as multi-

faceted in nature, requiring the integration of structures, processes, cultures

and social relationships (p348).

Petch (2014): Much of the achievement of integrated care and support is

dependent on successful culture change. Both professions and organisations

are likely to have developed particular cultures which help to shape their

identity and foster allegiance (p8).

Cameron et al. (2012): By its very nature, joint working brings together

professionals with different philosophies and values as well as divergent

professional cultures. Not surprisingly, these differences can act as barriers

to effective joint working (p13)

RAND Europe and Ernst & Young LLP (2012): The realisation of a given

pilot’s intended changes relied on its ability to modify existing systems and

practices and to make new ones possible. This ability was especially depen-

dent on organisational culture. . .. pilots often found integration activities

were hampered by a lack of openness that several staff perceived to inhibit

discussion, and which was part of a wider ‘blame culture (p82).
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15.2 What Is Meant by Culture?

Despite organisational culture being a regular feature of health, social care and

integrated care policy and practice guidance, there remains considerable debate

about what is meant by this concept. The definition by Schneider and Barbera

(2014) encapsulates many of the elements that are regularly associated with contem-

porary interpretations—‘the values and beliefs that characterize organizations, as

transmitted by socialization processes that newcomers have, the decisions made by

management, and the stories and myths people tell and retell about their

organizations’ (p10). This reflects the view that staff members are inducted into the

culture of the organisation through socialisation with others. Also that culture is

developed, conveyed and reinforced by influences as variable as the concrete actions

taken by key players and the informal anecdotes and personal reflections of

individuals and teams. Bissell (2012, p82) provides a simpler account—‘deeply

held beliefs about success’—which underlines the sense that culture is something

that can be resistant to change through the strength of attachment, and that it can

relate to what ends are aspired to (i.e. why we do what we do) as well as the processes

through which these can be achieved (i.e. the way we do things around here).

One of the most commonly deployed models of organisational culture in current

use is that of Schein (2010)—‘a pattern of shared basic assumptions learned by a

group as it solved its problems of external adaptation and internal integration’

(p18). This again picks up on culture’s deeply rooted nature. It provides the

additional dimension of culture as being the process through which organisations

respond to the challenges they face through collaboration between the individuals

and functions within them. Schein proposes that culture can be seen to be operating

in three domains—values (ideologies or charters), artefacts (physical

manifestations such as dress code, company reports and environment) and

assumptions (thought processes, feelings and behaviour). However Meyerson and

Martin (1987) contest the notion that organisations have a single culture, suggesting

that it is more common for them to have differentiation (separate sub-cultures

within departments that can be in a state of harmony, conflict or ambivalence and

which combine to compose the organisation) or fragmentation (in which there are

no whole organisation or fixed sub-cultures, but rather varying and fluid

relationships between individuals and groups).

Sullivan and Williams (2012) highlight the importance of physical artefacts

(or ‘objects’) to understanding the cultural dynamics within an integrated care

initiative. They recall a comment made by one staff member in such an initiative

on the symbolism of shared or separate refreshment arrangements between the

different teams—with different kettles being seen to reflect a failure to achieve a

common and shared identity. Gale et al. (2014) have developed a helpful frame-

work which combines theoretical insights with the practice experience of those

responsible for health and care redesign. This is suggests that the three domains

identified by Schein can be considered as working on three levels—that of

‘patients’ (i.e. those accessing a service and their families and carers), ‘people’

(i.e. those working, managing and leading services), and ‘place’ (the physical
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environment and locality in which a service is based). Table 15.1 suggests common

artefacts of integration through which organisational culture can be observed.

A good example of the impact of culture within an integrated care organisation is

that of ‘Care Trusts’. The option of developing a Care Trust as an integrated health

and social care organization in England was announced following long-standing

concerns about the ability of the statutory bodies responsible for health and social

care to work together. It was envisaged by central government that Care Trusts

would become the norm for the planning and delivery of community services for

older people, and they were also developed to deliver services for people with

mental health problems and/or learning disabilities. Care Trusts were therefore

primarily an example of structural integration, but (dependent on the individual

trust) also sought to develop ‘linkage’, ‘coordination’ and ‘networks’ with other

local health and social care organizations (see Miller et al. (2011) for overview of

care trust policy and practices).

The initial policy intentions did not explicitly mention ‘culture’ as this was

before the term’s rise to prominence. However, it is clear that developing a

particular approach to the ‘way we do things around here’ and the subsequent

impact on patients, service users and their families was at the forefront of policy

makers’ aspirations:

Table 15.1 Observable artefacts commonly encountered in integrated care initiatives across

health and care (based on Miller et al. 2016)

Domain Example of common artefacts within integrated care initiatives

Patients Terminology: Along with patients, service users, customers or

clients are terms commonly used to denote those who are receiving

support. Each of these terms highlights different interpretations of

their relationship with the service provider.

Documentation: Are assessments and care plans in a format that

encourages service recipients to access and engage with this

information?

Care co-ordination: Do processes expect decisions to be made with

full participation of those receiving services and are adjustments

made for those with alternative communication styles?

People engaged in

delivering service

Staff dress: Uniforms commonly worn by health staff which

differentiate between them and non-health staff, and between

different health disciplines

Terms & Conditions: Staff may be entitled to different holidays or

opportunities for learning and development

Payment: Salary differentials lead to distinct variations in holidays,
cars and housing

Place in which services

are delivered

Locations:Are people required to come to a discrete building or are

they supported in their own homes?

Standard of building: Is the building in a good state of repair and/or
specifically designed for the needs of the service in question?

Facilities for staff: Are there different expectations on office and

desk arrangements, and facilities for refreshments between teams

and professionals?
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‘They will enable staff to shape a new organisation around patient and user needs and

provide a system that supports them in doing their jobs and rewards them for working

together. For users, carers and patients, this will mean greater potential for tailored and

integrated care, greater accessibility, and one stop shops for services that used to entail

repeated conversations and a procession of different faces at times of illness, stress and

vulnerability.’ (DH 2002)

Evaluations of some Care Trusts (e.g. Torbay) did suggest that positive impacts

had been achieved, although the extent to which these could be attributed to the

development of an integrated organisation rather than other factors was not

established (Thistlethwaite 2011). Senior managers in other Care Trusts suggested

that using such a structural approach to achieving integration could cause as many

problems as it solved and were less convinced that it provided an effective and

efficient means to deliver the expected outcomes (Miller et al. 2011). In relation to

cultural aspects in particular, it would appear that the ways of working, beliefs

regarding the potential of partnerships and the likely response of key actors were

central to their success even before the organisations were launched. In areas in

which there was an existing inter-agency culture of joint working, care trusts appear

to have had a positive impact as the next step in a shared journey. However, in areas

where such a culture was not present and care trusts were being imposed as a means

to force collaboration, there was considerable tension and mistrust which delayed or

in some cases derailed success.

Once established, there were numerous reports of the importance of culture within

these integrated care organisations acting as an enabler or as a barrier (Dickinson

et al. 2007). Barriers included the ‘clash’ in cultures between health and social care

staff, failure to address intransigent cultures within teams and professions which

might otherwise facilitate innovation, and the culture within partner agencies viewing

the new organisations as something separate. There were also examples of the

opposite experience, such as development of a shared culture, new ways of working,

and successful partnerships being achieved. Key factors that contributed to more

positive engagement with culture were: a transformational leadership style with

consistency in vision over time; the development of shared artefacts through brand-

ing, mission statements and promotional materials emphasizing a shared identity;

incentive structures which rewarded collaborative practice and were supported by

relevant development; and a focus both on improving relationships between different

professionals and practitioners as well as with local patients, service users and

communities (Miller et al. 2011). A common reflection of senior leaders within

care trusts was that they should have had a greater focus on cultural issues and if

such an undertaking is repeated they should be put at the forefront of the process.

15.3 What Is Meant by Values?

There is also a range of interpretations for the concept of ‘values’. Woodbridge and

Fulford (2004) suggest that amongst health care professionals ‘values are often

synonymous with ethics’ (p14). They highlight though that the term is also
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commonly applied to ‘wishes, desires, needs’ (i.e. quality of life) and ‘self-fulfill-

ment’. In social care, the difference between values, ethics and practice principles

has been defined as follows (BASW 2012):

Values: What people commonly believe is worthy or valuable in

social care practice.

Ethical principles: General statements about the attitudes, rights and duties that

should underpin social care. For example, to promote inclu-

sion in society, to co-produce solutions, to protect those who

are vulnerable, etc.

Practice principles: General statements about how service users and their

families can be supported to achieve the desired outcomes.

For example, ‘putting the person at the centre of any

decisions’, ‘communicating clearly the options available’,

and ‘treating people with respect’.

In this framing, ‘values’ can be summarised as ‘what we see as important’, with

‘principles’ providing guidance about how these values can be ‘translated into

practice’. Values are not always well defined, which means that people may not

fully understand what they or others mean by them. This results in individuals,

organisations and policy makers having different views about what the key values

are, how they interpret these, and how they would implement the values in practice.

For example, independence could be interpreted as someone not being dependent

on public sector funding, living outside of an institutional setting and/or being able

to make decisions over their own life without interference or control by someone

else. Empowerment may mean being able to choose how to deploy the public

service resources to which someone is entitled, being involved in the planning or

management of services, or being enabled to be more assertive over one’s overall

rights. Whilst some values and principles will be similar over the decades, others

and/or their definitions will be added, omitted or amended as professional and

societal values and insights change. Finally, there may be a clash between the

values that underpin the different duties and responsibilities that professionals and

practitioners are expected to undertake. For example, there may be a clash between

responsibilities to ‘control’ peoples’ behaviour in order to keep them safe versus the

responsibility to promote autonomy and independence.

Different professions have their own ‘ethical codes’ which set out a ‘framework of

values’ that individuals within this profession are expected to follow (Woodbridge

and Fulford 2004). Whilst there are many areas of similarity (e.g. respect for

individuals, do no harm), there is also the potential for differing emphasis which

can lead to some tension within inter-professional settings (Cameron 2011, Mangan

et al 2015). For example, Cameron et al. (2012) highlight that ‘the emphasis placed

on professional specific knowledge and socialisation shapes the values and identities

of the different professions, ultimately causing separation’ (p55). People accessing

services will also bring their own values leading to the potential for very different

interpretations of the same set of social and health conditions. ‘Values-based practice

(VBP)’ has been suggested as means to enable effective collaboration and decision

making in situations in which alternative (and hence potentially conflicting) values
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are in play (Woodbridge and Fulford 2004). Perry et al. (2013) describe VBP as

seeking to put people accessing services at the head of any decisions. It requires

professionals and practitioners to be respectful of each other and patients’ values

rather than trying to impose their own beliefs, and this may necessitate a new set of

skills relating to negotiation and facilitation. Heginbotham (2012) suggests that VBP

can also move from the realm of direct work with patients and services to the

planning and purchasing of services. The core principles of VBP that are commonly

promoted include communication, person-centredness and partnership (Woodbridge

and Fulford 2004), and as such they connect with common principles behind collab-

orative practice and the competencies that this requires (see Box 15.2 and 15.3).

Box 15.2 Collaborative practice

‘Interprofessional collaboration is the process of developing and maintaining

effective interprofessional working relationships with learners, practitioners,

patients/clients/families and communities to enable optimal health outcomes.

Elements of collaboration include respect, trust, shared decision making, and

partnerships.’ (CIHC 2010, p8)

Box 15.3 Value based competences within collaborative practice (IPEC 2011)

Place the interests of patients and populations at the centre of interprofes-

sional health care delivery.

Respect the dignity and privacy of patients while maintaining confidenti-

ality in the delivery of team-based care.

Embrace the cultural diversity and individual differences that characterize

patients, populations, and the health care team.

Respect the unique cultures, values, roles/responsibilities, and expertise of

other health professions.

Work in cooperation with those who receive care, those who provide care,

and others who contribute to or support the delivery of prevention and health

services.

Develop a trusting relationship with patients, families, and other team

members

Demonstrate high standards of ethical conduct and quality of care in one’s

contributions to team-based care.

Manage ethical dilemmas specific to inter-professional patient/population

centred care situations.

Act with honesty and integrity in relationships with patients, families, and

other team members.

Maintain competence in one’s own profession appropriate to scope of

practice.
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15.4 How Do We Positively Develop Values and Cultures?

Box 15.4 Alternative approaches to culture change

‘Culture cannot easily be mandated—it develops over time as a successful

adaptation to conditions, bringing desired results and defining desired norms

and values. It is tempting for senior managers just to announce new

behaviours or new values, but if they do not clearly specify what is desired

and how it connects to meaningful consequences. . . they will not give people
a chance to learn that the new behaviours work better than current practices.

This process is much more likely to succeed if key individuals are involved in

helping to design new ways of doing things that solve real problems and

thereby engage their internal motivation. Once enough people realise that

things work better, the values that lay behind the mandated new behaviours

become more accepted, and new assumptions arise to support how these

behaviours are “the way we do things around here”’ (Carroll and Quijada

2004, pii17)

It will be apparent then that culture and values are deeply embedded within

individuals, organisations, and ways of working, and that seeking to alter these is

unlikely to be simple or quick. Furthermore, there is a strong interconnection

between these two elements of organisational life—our values influence our cul-

ture, and our culture in turn can shape our values. There is also relatively little

formal research evidence of successful and sustained culture change in relation to

specific aspects of practice and as a consequence, details of what interventions will

work best in which circumstance are not well established (Parmelli et al. 2011).

However, that is not to say that we do not have insights based on practice and

applied research on the key elements of change management that can positively

shape and build upon cultures and values (see e.g. Drumm 2014). Top-down

mandated mechanisms may alter behaviour in the short term if the sanctions and

rewards are strong enough, but are unlikely to result in fundamental and resilient

improvement. This requires the engagement of key stakeholders and should dem-

onstrate impact on outcomes that are seen to matter (see Text Box 15.4). In this next

section, we will turn to two interventions that are thought to facilitate such positive

change—teamwork and interprofessional learning. Leadership, which is covered in

elsewhere in this compendium, would have been our third intervention if space

allowed.

15.4.1 Teamwork

Teams are central to the delivery of most health and social care services, and there

is increasing recognition of the importance of good teamwork to providing safe and

quality services (see e.g. Jelphs et al. 2016). This is also true for integrated services,
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with the strength of good inter-professional teamwork being evidenced in acute,

primary and specialist settings. For example, Prades et al. (2015) report that cancer

patients who receive care from a multidisciplinary team have increased survival

rates and improved experience of receiving care. Franx et al. (2008) suggest that

people with severe mental health problems have reduced rates of hospitalisation

and better social wellbeing when supported by inter-professional community teams.

It is important to remember that whilst individuals may have a core team to which

they belong, they will often also be members of other teams, and that whilst some

teams may be established on a long-term basis with a degree of continuity of staff

and structure, others will be more short-term and transient in nature. This includes

those that are formed around service users and their families, and which may

require collaboration between professionals and other practitioners that have not

previously met or worked together. Conversely, poor (or as it is sometimes

described ‘pseudo’) teamwork can provide a difficult environment for people to

perform their professional roles and can lead to poorer service user experience and

outcomes (West and Lyubovnikova 2013).

Teams can also be highly influential in the shaping of ‘how things are done

round here’ through the pressure that members can feel to conform to the norms and

values that are adopted by a team. This can be a positive or negative influence on the

quality of care that is provided, depending on the team culture that emerges. For

example, it is common for inquiries of poor and abusive practice to highlight teams

that had become very inward-looking and resistant to external challenge. Such

‘dysfunctions’ reflect wider accounts of teams and the factors that can contribute to

their success (Lencioni 2006). It is therefore vital that teams are well run and

focused on improving the lives of service users and carers and work in line with

the expected values and vision. The Input-Process-Output model is based on the

considerable evidence base regarding team working, and depicts the core elements

that need to be in place for a team to operate effectively (see Fig. 15.1).

Reeves et al. (2011) highlight that encouraging strong inter-professional team

working requires both relational and processual elements to be addressed. Rela-

tional interventions seek to promote trust and communication team members and

include learning opportunities (see section below), opportunities to meet on a

regular basis, and to spend time getting to know each other personally and profes-

sionally. Process interventions seek to better organise the work undertaken by a

team and include care pathways detailing respective contributions, and ‘role-

shifting’ to give greater flexibility in the tasks team members undertake. Jelphs

et al. (2016) provide an overview of helpful tools and frameworks to support

relational and process interventions. These include—the Belbin team inventory to

facilitate reflection on team roles and behaviours; ‘de bono’s’ hat exercise to

encourage creative thinking; the SBAR model (Situation: Background: Assess-

ment: Recommendation) to provide a structure for communication; and the ‘think-

ing environment’ approach to expressing the emotions that underlie team dynamics.

Reflecting the IPO model, both Reeves et al. (2011) and Jelphs et al. (2016)

highlight the importance of organisational context in the nurturing of teams. For

those within an integrated service this will be more complicated as it is likely to
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involve multiple organisations as well as the governance arrangements across the

partnership.

15.4.2 Inter-professional Learning

Inter-professional learning (or education) occurs ‘when two or more professionals

learn with, from and about each other to improve collaboration and the quality of

care’ (CAIPE 2002; NES 2005). It is also described as ‘an intervention where the

members of more than one health or social care profession, or both, learn interac-

tively together, for the explicit purpose of improving inter professional collabora-

tion or the health/wellbeing of patients/clients, or both’ (Reeves et al. 2013, p2).

Inter-professional learning can take place amongst students, who are studying to

become professionals (Gould et al. 2015), as well as amongst professionals (Reeves

et al. 2013). The interactive nature of this knowledge exchange between

professionals plays a crucial part in shifting organisational cultures and values

(Hammick et al. 2007; Thistlethwaite 2012).

A shared organisational culture, which recognises ‘a pattern of shared basic

assumptions learned by a group’ (Schein 2010, p18), may be facilitated by inter-

professional learning by fostering an understanding and respect of the ‘other’

profession. As mutual understanding and respect develops, a silo-structured way

of working could be overcome within an organisation (Frenk et al. 2010; Reeves

et al. 2013; Thistlethwaite 2012). Inter-professional learning could, for example,

address the challenges posed by professional tribalism (Braithwaite et al. 2007) and

encourage team working (Billingsley and Lang 2002; Thistlethwaite 2012; Reeves

et al. 2013).

An underlying learning theory for inter-professional learning is the ‘intergroup

contact hypothesis’ introduced by Allport (Allport 1954; Barr 2015; Foster and Clark

Fig. 15.1 The Input-Process-Output model of team effectiveness (based on West and

Lyubovnikova 2013)
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2015). The intergroup contact hypothesis entails that contact between groups can

counter prejudice, if groups have equal status, common goals, and if groups can

experience successful collaboration and support is provided by authorities (Allport

1954; Dovido et al. 2005; Taylor et al. 2008; Pettigrew and Tropp 2011).

Inter-professional learning can also enhance a more comprehensive, holistic

approach to care provision and understanding of the needs and abilities of patients

(Billingsley and Lang 2002; Gould et al. 2015), and can therefore improve patient

care and collaboration between professionals (McKimm and Brake 2010; Barwell

et al. 2013; Reeves et al. 2013). Indeed, a variety of institutions including the World

Health Organization, Canadian Inter-professional Health Collaborative and Inter-

professional Education Collaborative Expert Panel advocate that inter-professional

learning contributes to professionals working in a collaborative manner, which in

turn contributes to improved patient care (CIHC 2010; WHO 2010; IECEP 2011;

Reeves et al. 2013).

Inter-professional learning, conversely, may also be regarded as reductionist as it

can be interpreted as devaluing the skills and knowledge of a certain profession

(Billingsley and Lang 2002) thereby encouraging tribal l behaviour as professionals

strive to protect their own profession (Braithwaite et al. 2007). It could be argued,

however, that inter-professional learning takes into account the skills and knowl-

edge specific to certain professions, whilst indicating the common ground of other

skills and knowledge between professions (Billingsley and Lang 2002). More

(applied) research and practice in this area is encouraged particularly as the

integration agenda unfolds (Doel and Shardlow 2009; Gould et al. 2015;

Thistlethwaite 2012; Reeves et al. 2013; Foster and Clark 2015).

Box 15.5 Example of inter-professional learning in practice (based on feedback

from participants)

As part of building future leadership capacity, NHS Education Scotland

(NES) provided masterclasses on various topics varying from the Ladder of

Inference (the thinking process that we go through, normally without

realising it, to get from a fact to a decision or action) to wicked issues

(complex problems that are challenging or impossible to resolve due to

partial, contrary and changing conditions), and action learning sets. These

masterclasses and action learning sets were multi-disciplinary and consisted

of psychologists, doctors, allied health professionals managers, nurses and

staff working in finance.

There was a focus on co-production—working with the assets that already

exist within teams—to encourage mutual learning and create an understand-

ing of the challenges people from different professions are facing through

health and social care integration.

Participants found the experience invaluable as it gave them insight into

the practical realities encountered by other professionals, but also helped

(continued)
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Box 15.5 (continued)

them realise that people were experiencing similar challenges mainly related

to dealing and communicating with others. The exchange cultivated respect

and trust between staff and their respective professions.

The group also organised a collective community challenge at a secondary

school, which involved preparing posters about various NHS jobs and

corresponding study requirements and presenting these to schoolchildren.

This helped raise awareness of career opportunities for schoolchildren

while making NHS staff more aware of other roles within the organisation.

15.5 Conclusion

This chapter has focused on the role of Culture and Values within integrated care.

As Culture and Values are deeply embedded within individuals, organisations, and

their ways of working, seeking to alter these in practice is unlikely to be simple or

quick. The difference in the understanding and interpretation of values can result in

individuals, organisations, and policy makers having different interpretations of a

value and how they would see this being implemented. Simultaneously, there may

be a clash between the values that underpin the different duties and responsibilities

that professionals and practitioners are expected to undertake. A failure to do so will

limit the impact and sustainability of any integrated care initiative. Key contributors

to developing a positive culture and values include leadership style (particularly

that which is more transformational), consistency in vision, the development of

shared artefacts to provide a common allegiance, and a focus on collaboration

between professionals and practitioners, service users and communities. Teamwork

can make a positive contribution by bringing together those from shared and

different professional backgrounds to achieve a common aim and in so doing

enhance individual and collective contributions to better care. Inter-professional

learning can contribute through creating a mutual understanding of the other

profession’s values and ways of working as well as the competences of collabora-

tion. Team and learning interventions are most impactful when introduced along-

side each other, with the learning supporting inter-professional team working and

teams providing a reflective environment to implement the new knowledge and

skills developed through training and development. Together they encourage the

values and culture that will underpin the collaborative, holistic approach which

enables service user to receive the support that is important to them in a

coordinated way.
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Change Management 16
Nick Goodwin

16.1 Introduction

“The experience of organisations that have made the transition from fragmentation to

integration demonstrates that the work is long and arduous. [Managers responsible for

achieving change] need to plan over an appropriate timescale (at least five years and often

longer) and to base their actions on a coherent strategy” (Ham and Walsh 2013, p. 7)

Enabling health systems to become more coordinated and integrated in how they

function in the delivery of care to patients is a long-term and complex task. The

process of change towards integrated care requires decision-makers to take action at

a number of different levels to not only ensure that the key building blocks for

integrated care are in place but that they function well together to promote conti-

nuity of care and coherence in the way care is organised and delivered. Evidence

points to the need for simultaneous action to be taken at a number of levels to

support the range of changes that are necessary—for example, in supporting shared

decision-making between patients and providers; in building inter-disciplinary

teams of care professions; in creating effective networks between partners in

care; and in engaging and promoting action to support changes that help to

embed integrated care as an accepted and legitimate approach to care delivery.

However, despite recognition that the complexity of integrated care requires

pro-active management support and action, there has been little guidance produced

that might help to understand the various processes that are necessary to support

change to happen (WHO Regional Office for Europe 2015). This chapter seeks to

articulate the components of a change management strategy for taking forward

integrated care policies in practice at a local and regional level.
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16.2 A Conceptual Understanding of Change Management

Any successful strategy for change depends on its mission, the resources and com-

petencies it has at its disposal, and the environment in which it is operating. The

strategic direction to be chosen for change must analyse these elements and identify

what needs to be done to ensure the ‘strategic fit’ of the various organisations and

stakeholders involved. It should be recognised from the beginning that in no health

and social care system, given the history in the way care provision has been esta-

blished, does integrated care emerge naturally as a solution. In order to achieve

change towards integrated care there is strong evidence to demonstrate that systems

must be effectively led, managed and nurtured (Ham and Walsh 2013).

In health and social care, leaders and managers must seek to empower people at

all levels to take responsibility for an appropriate level of decision-making. This is

particularly important for integrated care where evidence and experience point to

the need to grow integrated care strategies from the ‘bottom-up’ where profes-

sionals and local communities work together with a degree of operational autonomy

to lead the change process. This is why building communities of practice to support

change, and investing in their ability to collaborate with each other effectively,

should be seen as a core area for action within the ‘change’ domain. In other words,

the change management process is seeking to support three core things (Goodwin

2015):

• Alignment—to support organisations to take on integrated care as part of their

core business;

• Agility—to develop systems and processes that enable integration to happen

• Attitudes—through changing behaviours of key stakeholders by addressing

cultural issues through good management practice

It is likely that significant variation will exist in the way integrated care is

implemented, but a key lesson from policy reviews is that long-term commitment

to change is necessary to enable reforms and changes to health systems to embed

over time. To make change successful, the evidence suggests that a balance needs to

be struck between ‘top-down’ management of change, with the necessary space for

innovation, and emergent strategies to be created at a more local level by creating

the right environment for innovation (Bengoa 2013; Montenegro et al. 2012).

Hence, participation and support across all stakeholders in health and other sectors

(including policy-makers, managers, professionals, community groups and

patients) is a key to success (World Health Organisation 2015). The managerial

challenge is to create a step-wise process through which this can be achieved.
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16.3 The Evidence Base

There is a lack of evidence in the written literature that has researched and arti-

culated the process to support change when designing, piloting, implementing,

assessing and scaling-up innovations that support integrated care (Engineer et al.

2014). Indeed, as Chap. 1 outlined, most frameworks describe the process as highly

‘complex’ given the range of stakeholders that must necessarily be involved in

working together in devising new approaches to integrate care (Edgren and Barnard

2009; Goodwin 2013a; Minkman 2012). Hence, pro-active change management is

needed. Yet, there is a lack of appreciation and understanding of the complexity of

this process and of the tools that can help support change (Cash-Gibson and

Rosenmuller 2014; Goodwin 2013b; Valentijn et al. 2013).

A planned change management strategy represents a reasoned and deliberate set

of actions for managers of the system that requires a need to identify and explore

new ways of working as well as to challenge established practice (Goodwin et al.

2006; Iles and Sutherland 2001). Change management, therefore, represents the

‘how’ of integrated care implementation through setting out the various operational

tasks that need to be undertaken to enable change to happen. The approach requires

‘whole systems thinking’ since it is necessary for managers to understand and

capitalise on interrelationships rather than linear cause and effect chains.

Evidence from experience and research has contributed much to our understand-

ing of the building blocks for the effective deployment of integrated care, yet the

field of integrated care remains weak in terms of the implementation science to

support policy-makers and managers to make effective decisions. Indeed, there is

evidence to suggest that there is a lack of appreciation of the necessary change

management processes and skills needed (Goodwin 2013b). In part, this lack of

understanding is because achieving success through integrated care appears highly

complex since it involves change at the nano- (e.g. with patients) micro- (e.g. with

multi-disciplinary teams) meso- (e.g. through organisations of physician networks)

and macro-scale (e.g. by alignment of government policies) (Plsek and Wilson

2001; Curry and Ham 2010; Valentijn et al. 2015a). Hence, efforts to reform

complex systems like integrated care need to look at ‘whole system’ change with

a priority in influencing the high-level behaviour of key decision-makers, the

performance of individual sub-systems and—crucially—the interdependencies

between different stakeholders and how these impact on outcomes.

A number of relevant frameworks to integrated care have been developed to

explain these interdependencies as a means to understanding how change might be

achieved—for example: the Normalisation Process Model that focuses on the

importance of building relationships and skills in collaboration (May et al. 2009);

the Continuity of Care Model that tracks how chronic care to populations may be

achieved through adopting different strategies at different points across the life-

course (Sunol et al. 1999); and the Multi-Level Framework that sought to under-

stand how care co-ordination between provider organisations and care professionals

operates in practice (McDonald et al. 2007). None of these, however, have really

articulated the management strategies necessary to achieve change.
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Perhaps the most famous approach to change management adopted in health care

settings has been Lean Thinking (Womack and Jones 2003) and related improve-

ment methodologies in health care that have sought to improve quality and safety in

healthcare (Institute of Medicine 2001). By focusing on the effectiveness of teams

and the promotion of evidence-based and cost-effective care pathways, the manager

has been provided with a new suite of tools through which to transform care. The

Lean approach in health care has been strongly developed with many tool-kits and

support agencies advocating its use. Whilst Lean is highly relevant to the manage-

ment of integrated care, the biggest criticism labelled against it is that it focuses on

‘doing right things’ (i.e. eliminating waste through efficiencies) rather than ‘doing

the right thing’ (i.e. focusing on quality of outcomes and effectiveness). Lean also

tends to work best for specific diseases or for predictable care processes but is

perhaps less relevant for people with variable care trajectories (Allen et al. 2004).

In the field of integrated care, the most coherent approach to date that seeks to

explain how the management of integrated care may be taken forward is the

Development Model for Integrated Care (DMIC) (Minkman 2012). Unlike other

work, the DMIC was specifically designed to help managers and leaders reflect on

whether the essential elements for integrated care were in place and, in particular,

established a four-phase programme for change: design, experimentation, expan-

sion and monitoring, and then consolidation.

The DMIC is a complex evidence-based model since it includes 89 unique

elements for action grouped into nine clusters. These clusters provide a basis for

a model for the ‘comprehensive quality management’ of integrated care. In parti-

cular, in terms of change management, the model highlights the conditions neces-

sary for effective collaboration such as commitment, clear roles and tasks and

entrepreneurship. The model can be used for self-assessment and evaluation and

provide inspiration and insights for further improvement. The DMIC is an impor-

tant resource since it also shows that certain attributes of integrated care are more

important at different phases of implementation. For example, in younger colla-

borations it stresses how the management of change should focus on building inter-

professional teamwork and defining roles and tasks. The DMIC can also enable a

situational analysis to be undertaken to examine any deficiencies in the com-

petencies needed to achieve integrated care in practice (for example, the lack of

attention on quality of care and performance management).

The DMIC was developed in the context of the policy innovation in the Dutch

context of Care Groups that encouraged primary care providers to utilise new

financial incentives (bundled payments) to support chronic illness care to people

with specific diseases such as diabetes. Whilst the DMIC approach has been applied

with some success in other settings, for example in the context of stroke care in

Canada (Minkman et al. 2011), there remain some caveats to how the model

might be adapted to the needs of populations with physical and mental health

co-morbidities and complex health and social care needs (Fig. 16.1).
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16.4 Lessons from Practical Experience

The development of the evidence-base to support the uptake of integrated care

remains in an early stage of development yet much can be learned from the experi-

ences of key leaders and managers who have been at the forefront of implementing

integrated care strategies at a national and regional scale. Though captured through

relatively few documents and presentations, a summary of the evidence would

suggest that there are a number of key managerial lessons to be learned (see Box

16.1).

Quality care

Quality care

Delivery
 system

organisation
of care

Phase 1
Initiative and
design phase

Phase 2
Experimental and
execution phase

Phase 3
Expansion and

monitoring phase

Phase 4
Consolodation and

transformation phase

Roles
and tasks

commitment

Transparent

Result

Result

Performance
management

focused learning

entrepreneurship

Effective
collaboration

Interprofessional
Development Model for
Integrated care (DMIC)

teamwork

Client-centeredness

Fig. 16.1 The development model for integrated care (Minkman 2012)
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Box 16.1 Key lessons for change towards integrated care from practical

experience

• Finding common cause with partners;

• Developing a bold shared narrative to explain why integrated care matters,

written in a way that is tailored to meet local circumstances and

conditions;

• Creating a compelling and persuasive vision for change that sets out an

urgent case for why ‘business as usual’ will not work and describes what

integrated care can achieve, especially to the potential benefits of patients;

• Identifying services and user groups where the potential benefits of

integrated care are the greatest;

• Understanding that there is no ‘one model’ of integrated care and sup-

porting a process of discovery rather than design;

• Building integrated care from the bottom-up that has support from the

top-down whilst avoiding structural solutions that over-emphasise cost-

containment;

• Aligning financial incentives, or removing financial disincentives, for

example through pooling resources to enable planners and purchasers to

use resources flexibly;

• Innovating in the use of contracting and payment mechanisms;

• Supporting and empowering patients to take control over their health and

wellbeing;

• Sharing information about patients with the support of appropriate infor-

mation governance;

• Using the workforce effectively and to be open to innovations in skill mix

and staff substitution;

• Restructuring care delivery assets, for example through less hospital-based

care and more primary and community-based care;

• Setting specific objectives and measures to stimulate integrated care deliv-

ery, enable the evaluation of progress, and supported by a performance and

quality management system;

• Establishing a strategic communications plan that enables a clearly defined

message to be provided and understood across all stakeholders;

• Being realistic about the costs of integrated care;

• Integrated care is a long-term agenda and represents an ongoing system-

wide transformation; and

• Acting on all these lessons together as part of a coherent strategy

Sources: WHO Regional Office for Europe (2015); Bengoa (2013);

Goodwin and Shapiro (2001); Bengoa (2014); Kizer (2012); Kizer (2014);

Timmins and Ham (2013); Meates (2014); Øvretveit et al. (2010)
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The list of key factors in Box 16.1 is based on the lived experience of those that

have led the management of strategies to support integrated care. What they reveal

is a striking resemblance to Kotter’s ‘eight steps’ model for leading change derived

from an analysis on the key strategies taken by managers in making a success of

transformational change (Kotter 1996). These eight steps are:

1. Create a sense of urgency

2. Form a guiding coalition

3. Create a vision

4. Communicate the vision

5. Empower others to act on the vision

6. Plan for quick wins

7. Build on the change

8. Institutionalise the change

A key observation from this work is that care systems often need to have

external change management support to help manage the various viewpoints of

different stakeholders within the various contexts for change in which integrated

care will be implemented. Furthermore, since the needs for developing integrated

care require an appreciation of the complexity of the task there is a need to find a

balance between emergent strategies (one that adapts over time) versus approaches

that seek to systematise processes. Flexibility in the management of change is

therefore needed and learning networks and communities of practice need to be

built to support adoption and build capabilities.

16.5 The Components of a Change Management Process
Towards Integrated Care

This section examines nine core components in the management of change that, taken

sequentially, sets out a sequence of actions that managers should consider when

addressing the need to introduce or develop programmes that support integrated

care (see Table 16.1). The nine steps represent a range of actions from the planning

stages that define the priorities for action, to issues related to strategic planning,

implementation and evaluation. This section draws upon work previously undertaken

by the author for the WHO Regional Office for Europe (see Goodwin 2015).

16.5.1 Needs Assessment

Integrated care represents a strategy that recognises the fundamental seriousness of

the challenges faced by health and care systems to meet current and future demands

(WHO Regional Office for Europe 2013; Stein et al. 2013). Yet, at a local and

regional level, it can often be difficult to find ‘common cause’ amongst local

stakeholders on the priorities for action that need to be taken in local communities

to overcome system fragmentations through new approaches to care integration
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(Goodwin and Shapiro 2001). One of the core issues in the change management

process is that organisations will be asked to work together and, as a result, share

their sovereignty in pursuit of the greater good of the population they serve—and

this is not always easy (WHO Regional Office for Europe 2015).

A first step, therefore, is for the different key stakeholders to develop an

objective understanding of population health needs to support the underlying

rationale for integration and to promote priority setting. This might be achieved,

for example, through the development of a Joint Strategic Needs Assessment

(JSNA) that looks at the wider determinants of health and needs of a local commu-

nity. Though the process varies in different countries across Europe, it usually

involves local health authorities with a responsibility for population health to work

alongside public health departments, municipal authorities (social care), housing

and other sectors to examine the current and future health needs of a local popu-

lation. Such JSNAs might typically focus on a specific patient cohort (e.g. people

with chronic illness or older people with frailty) and enable priority-setting by

mapping the flow of financial resources spent on key priorities and/or examining

gaps in care provision (NHS Confederation 2011).

16.5.2 Situational Analysis

Understanding change management towards integrated care faces a series of prob-

lems related to implementation including issues such as the legacy of existing

service provision; changing environmental pressures; changing technologies; vary-

ing degrees of complexity of organisational systems; the many competing views of

stakeholders; and the potentially adverse impact of unforeseen event or unintended

consequences of different strategies. Managers therefore face the challenge in

adopting the right tools and strategies for the circumstances they face.

The literature on change management commonly shows how achieving change

rests on actions at a number of levels, for example: the political system where

formal and informal configurations of power influence decision-making; the tech-
nical system of existing human, technical and financial resources available to

produce more integrated service delivery; and the cultural system that encompasses

Table 16.1 Nine core components of a change management plan

1. Needs assessment

2. Situational analysis

3. Value case

4. Vision and mission statement

5. Strategic plan

6. Ensuring mutual gain

7. Communications strategy

8. Implementation and institutionalisation

9. Monitoring and evaluation: developing systems for continuous quality improvement
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organisational values and behaviours of those influenced by changes (Tichy 1985).

In other words, managers need to recognise that change towards building the tech-

nical competencies of integrated care will be significantly influenced by economic,

political and cultural forces that may be beyond their control.

One of the key methodologies to enable the change management process is the

use of diagnostic tools to assess the current situation in relation to what is trying to

be achieved. These situational analyses attempt to yield insights on the ‘strategic fit’

of new approaches like integrated care amongst key stakeholders and are often used

to justify change management programmes and/or to prioritise the focus of change.

16.5.3 Value Case Development

One of the most pressing concerns in the process of developing integrated care

strategies is how to convince key stakeholders, and particularly health insurance

organisations or those holding the financial power, of the ‘value case’ for invest-

ment. A ‘value case,’ however, looks at more than just the potential financial returns

from the development of integrated care, but looks at the benefits to patients and

whole communities of the approach (e.g. from the perspective of living healthier

lives through to the development of stronger local economies).

The focus on value cases is important since it helps to develop the shared vision

and set of common goals across different providers or teams. Hence, value cases do

not just to articulate the aims and objectives of integrated care based on the needs of

local populations, but they also represent a pro-active process through which to

engage partners in care and build social capital. Hence, in the design phase of an

integrated care initiative, there needs to be inclusion of all relevant stakeholders in

preparing the case for change and, in so doing, establishing a shared understanding,

a shared vision for change, a degree of mutual respect on each other’s roles in the

integrated care enterprise, and the development or election of respected profes-

sional and managerial leaders whom people trust to take initiatives forward.

There are many examples internationally about how this approach has been used

to create a convincing argument for change. For example, in Canterbury,

New Zealand, the creation of the ‘value case’ and subsequent mission was

supported between different provider agencies through a mantra of ‘one system,

one budget’ (Timmins and Ham 2013). In other words, an argument was

constructed in favour of an integrated health and social care system as a means to

improving patient care as well as balancing the financial budget. To support this,

more than 1500 managers and professionals completed learning courses—named

Xceler8 and Collabor8—in which staff themselves were tasked with coming up

with projects for change with help from planners, funders and business developers.

Rather than a full ‘business case’ with a cost/benefit analysis the underlying

questions discussed were of the value for improving patient and staff experiences.
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16.5.4 Vision and Mission Statement

Change management theory argues that it is important to articulate a vision of the

future with a compelling case for change. Evidence from experience suggests that is

especially true for progress on the journey towards integrated care that would

otherwise be slow unless it is possible to describe an alternative and better future

that motivates and inspires care providers to work differently (WHO Regional

Office for Europe 2015; Goodwin 2015). This includes developing a clear under-

standing of what integrated care means for all those involved, including those

delivering services but also for those living in the community. Important in this

process is to create a sense of urgency (that business as usual will not work) but also

to centre the narrative based on improvements in care and outcomes to people and

for quality improvement in bold but reachable terms. The vision and mission also

needs to be co-produced with key stakeholders, including patients (and perhaps

even led by service users).

A common strategy has been to develop a shared narrative of the future to

explain why integrated care matters to both care providers and to patients. In

England, the national strategy for integrated care has been underpinned by ‘the

narrative’ developed by National Voices, a non-profit organisation representing the

views of patients and patient groups (National Voices; National Collaboration for

Integrated Care and Support 2013). The purpose of the narrative has been to

articulate a national vision for person-centred coordinated care and it has proven

hugely influential in establishing the overarching purpose of national strategies.

16.5.5 Strategic Plan

A strategic plan is the document that is used to communicate within and between

the organisations involved in the planning and delivery of integrated care the core

actions and critical partnership elements necessary to achieve shared goals and

outcomes. The development of a strategic plan has the advantage of committing a

range of organisations involved in funding and delivering care to a collective set of

objectives and actions to guide what needs to be done, by when and why. An

effective strategic plan, therefore, helps to tie together networks of care profes-

sionals and otherwise separate organisations into a collective agreement, sets the

terms of engagement between the different parties, their key roles and responsi-

bilities, and the range of outcomes and performance indicators that may be used to

judge whether integrated care strategies have been successful.

16.5.6 Ensuring Mutual Gain

One of the most important issues at stake in the development of effective partner-

ship working within programmes that support integrated care is not just related to

the development of a ‘shared vision’ that enables key stakeholders to recognise the
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‘inter-dependencies’ that each have in working together to achieve a better outcome

for patients and communities. What appears to be just as important is the ability to

ensure that all partners in care fully understand and accept their roles and

responsibilities to the extent that a high degree of trust and respect exists between

partners in care, a trust that is built on the knowledge that each partner is contri-

buting fully and as expected. The building of trust, therefore, requires all partners to

recognise and value the level of commitment and reciprocity of actions of others. In

other words, each partner recognises the ‘mutual gain’ that can be made through

collaborative actions. Hence, it is essential that any partnership which focuses on

integration recognises from the outset that a ‘win-win’ scenario needs to be

supported otherwise there is a risk in undermining the degree to which partners in

care are willing to cooperate with each other.

However, one of the core problems with integrated care is that it usually not the

case that the benefits of involvement are equally shared compared to the effort or

workforce that is needed to make it happen (6 et al. 2006; Leutz 2005). As a result,

it can be difficult to bring partners to the table to discuss integrated care where it is

perceived that some partners might gain, yet others lose. Moreover, the issue is

not simply related to budgetary or financial concerns but also involves issues related

to perceptions of authority, to social and professional status, to workload and

effort, to intellectual property and, often, to the competitive advantage different

care providers might gain in terms of gaining clients (patients) at the expense of

others.

Collaborative partnerships and networks are necessary to achieve integrated care, yet the

evidence demonstrates that these can be time-consuming, resource-intensive and unstable

leading to the observation that there is a high failure rate in such innovations (Goodwin

2013a; Roussos and Fawcett 2000; Weiner and Alexander 1998).

The recognition of the need to articulate ‘mutual gains’ and build ‘tie-ins’ is

important since it establishes the ‘baseline’ that underpins the nature and expec-

tations of the collaboration that recognises their underlying interests. A useful con-

ceptual framework by Bell et al. (2013) can help to evaluate the strength of the

collaborative process across five key themes:

1. The degree of shared ambition (the shared commitment of the involved partners)

2. Mutual gains (understanding the various interests of the involved partners)

3. Relationship dynamics (the relationships and degree of trust displayed between

each partner)

4. Organisational dynamics (governance arrangements across the partners)

5. Process management (the skill with which managers help negotiate relationships

between partners over time) (Bell et al. 2013)

A good example of this is recent research that looked at the comparative effec-

tiveness of 69 Dutch Care Groups enrolled in a Ministry of Health initiative to

create integrated care primary care programmes to support the management of
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chronic diseases such as diabetes or COPD (Valentijn et al. 2015b). The research

found that difference in the perceived success of the different programmes was not
related to issues related to shared ambition. Rather, they relied heavily on the

explicit voicing of interests of the partners in determining the ‘mutual gain’ to be

made, primarily by setting out the preconditions for what a successful partnership

would look like and ensuring that managers and decision-makers ‘steered’ the

process of integration to ensure that these partnership preconditions were main-

tained. Relationship dynamics between partners in care, therefore, are a key to the

successful functioning of professional and organisational partnerships that in turn

are reliant on the continued brokering of the ‘contract’ between them and the

‘gains’ that each expect.

16.5.7 Communications Strategy

Often missed, but important in the literature, is the need to create an effective com-

munications strategy and plan that delivers clear and consistent messages to all key

stakeholders, but specifically to organisations and professionals tasked with deliv-

ering change at the clinical and service level (e.g. doctors, nurses and patients).

Lessons from managerial experience suggest that effective communication of the

vision requires multiple channels is needed as a means to develop relationships (for

example, the internet and social media) and therefore needs to be achieved using

consistent and simple language.

As many of the proposed changes for care integration are likely to be complex

and have a direct impact on vested interests as well as patients, it has been

suggested that an experienced communications manager or team is likely to be

essential to engaging and aligning teams and organisations. The nature of commu-

nication management might include: ensuring that all senior managers are aware of,

and own, the narrative for integrated care; developing a communications and

engagement strategy; establishing and managing a wide range of communication

channels at a local, regional and national level (where required); and developing

media releases to provide updates and briefings on progress, good news stories and

case examples of best practice, and dealing with enquiries to build relationships

(The Better Care Fund, p. 11)

16.5.8 Implementing and Institutionalising the Change

The next key element in the management of change involves the implementation of

the change in practice, both in terms of ‘system’ (e.g. joint financing, governance

and accountability) and ‘services’ (e.g. joint delivery through the development of

teams). Often, the change process requires the initial piloting of options with the

intention of ‘institutionalising’ or rolling-out the lessons learned for wider adoption

afterwards. Moving from small-scale programs is important in order to deliver

benefits on the scale needed to make a significant and transformational impact on
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the way care is delivered (Ham 2011). There are, however, very few examples of

tool-kits which have sought to address the issue of scaling-up of pilots, though one

is the DMIC model cited earlier in which ‘phase 4’ of the model supports strategies

for consolidating change (Minkman 2012).

16.5.9 Monitoring and Evaluation: Developing Systems
for Continuous Quality Improvement

A common weakness in approaches to integrated care is that not enough time and

effort has been placed to agree the specific objectives for integrated care and how to

measure and evaluate outcomes objectively. In particular, it is common that the lack

of evidence for cost and impact can lead to significant problems (and programme

failures) when seeking to embed programmes within wider health system funding

streams (Valentijn et al. 2015b). In practice, therefore, managing change requires

the ability to measure and monitor outcomes in a number of areas including: user

experience, service utilisation, staff experience and the costs of delivering care.

Progress towards these goals must be measured frequently to support learning and

inform implementation (Table 16.2).

For health care systems it is important to adopt and use a set of measures that

align with the main elements of a national, regional or local strategy for integrated

care. However, the complexity and the necessary variety in how integrated care

strategies need to be developed means that outcomes and measures need to be

chosen to suit local and national priorities. Many countries and regions have sought

to establish a set of key measures and indicators for people-centred and integrated

health services as a means to monitor and manage performance (e.g. Raleigh et al.

2014; IPIF 2013) and a summary of the range of measures that have been used has

been usefully summarised through work supporting WHO’s Global Framework on

People-Centred and Integrated Health Services (World Health Organisation 2015).

An important aspect of developing a monitoring and evaluation framework is

that it can be used to bring relevant stakeholders together to define the outcomes

Table 16.2 Examples of indicators of maturity to integrated care change management

Examples

dimension Objective Maturity indicator

Readiness

for change

Compelling vision, sense of urgency,

stakeholder support

Public consultations, clear strategic

goals and milestones, stakeholder

engagement

Structure

and

governance

Sustains and delivers new systems of

integrated care, presence of effective

change management

Funded programmes, effective

communication, governance and

accountability in place

Capacity

building

Investment in training, skills and

technologies of the workforce, including

systems for continuous quality

improvement

Developing of funding and

availability of courses to support

bottom-up innovation and workforce

development
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through which integrated care strategies should be judged and, as a result, promote

joint ownership and collective responsibility to achieving key goals. Including key

stakeholders in how care systems will be held to account supports the inclusive

process of developing a vision and driving change forwards.

A final key element of a change strategy is to utilise data and information from

the monitoring and evaluation process to build-in a process for continuous quality

improvement. For example, to identify ‘high impact’ changes that would most

benefit patients, or reduce variation in standards between provider teams. In

essence, an ‘improvement process’ is needed to help clarify or re-frame objectives,

redesign processes, address capabilities, integrate risks, develop performance

measures, learning from performance measures and, crucially, create a feedback

loop for improvement over time. Two key aspects for this include: first, the need for

managers to properly engage service providers, communities and service users;

and, second, the need to build in ‘rapid cycles’ of building and re-building strategies

for change following their implementation and assessment of progress.

16.6 Building an Enabling Environment

The change process towards integrated care can take considerable time and effort to

achieve but enabling the environment within which the management of change is to

be taken forward is a necessary process and catalyst for change (Kotter 1996). This

includes three core tasks:

• the building of a guiding coalition of leaders and key stakeholders to drive

change forward from the top-down;

• the building of support for change from the ‘bottom-up’ within and between key

professional groups and the communities of practice where integrated care is to

be deployed is a core requirement for success, including the development of a

shared set of norms, beliefs, values and assumptions that help to enable change

to happen; and

• the development of collaborative capacity at a local level that enables and

supports professional groups to work together effectively in multi-disciplinary

or multi-agency teams that new approaches to coordinated and integrated health

service delivery will require

16.6.1 Developing a Guiding Coalition

There is a significant amount of literature that describes the importance of devel-

oping a ‘guiding coalition’ of partners at a political and senior level in order to agree

on the collective aims and mission of integrated care and so provide the mandate to

people working within different parts of the health care sector to co-operate with

each other and co-ordinate activities. For example, reflections on the process of

development of strategies to support chronic care management in the Basque
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Country emphasised the importance of taking the integrated care agenda to a

‘policy level’. As a result, bottom-up approaches to innovation were supported by

a regional research institute which monitored progress whilst at a national level

there were regular meetings convened by the Ministry of Health which included

public administration, professional associations and patient representatives to dis-

cuss the burning issues and how they may be addressed on the national and regional

levels.

Pulling together a ‘guiding team’ of key people and organisations is also highly

relevant at a local and regional level to champion integrated care and to lead change

amongst key professional and patient groups. The effectiveness of such approach is

often cited as a key step in change management strategies (King et al. 2008). To

make such as approach effective, key issues include: choosing key managers with

the position power, credibility and ability to drive the change process; and devel-

oping an inclusive and multi-disciplinary guiding team with the management skills

to control the process (6 et al. 2006). Developing such front-line commitments

requires the removal of barriers to integration by policy-makers, supporting the

observation that creating an enabling environment for change requires both

top-down and bottom-up initiatives (Ham and Walsh 2013; Bengoa 2013).

16.6.2 Building Support for Change

Evidence suggests that building support for change across networks of health and

social care providers and other local stakeholders (such as patient representative

groups) is complex and adaptive in nature (Goodwin 2015). A key reason for this is

that each stakeholder usually will have a different perspective on the purpose of

integration. Hence, politicians, managers, clinicians and patients are likely to have

different priorities and different levels of understanding—integrated care will mean

different things to different people. Moreover, attitudes to change are reliant on

relationship-driven behaviours and inter-personal connections. Building support for

integrated care between key stakeholders is thus a socio-cultural task akin to

‘nation-building’ through developing notions of community and citizenship.

The building of such support, then, requires being ‘inclusive’ at the design stage

with those who would benefit or be influenced by the networks created as a result of

care integration. Even so, a number of key managerial tensions will remain when

building support for change including:

• Achieving a centralised position through which to wield managerial authority;

yet to ensure the right balance between trust and control so as to encourage rather

than alienate partners in care;

• Avoiding mandating change from the ‘top-down’ but to maintain it through

peer-led approaches; yet there is a tendency for professional and organisational

capture of activities by dominant ‘elites’ that need to be avoided;
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• Promoting mutual interdependencies, for example through joint targets on care

outcomes or quality improvement targets; yet networks need to continue to

provide ‘net worth’ to participants to ensure their engagement;

• Driving change through senior managers, yet recognising the relationship

between physician-leaders and managerial-leaders remains underdeveloped

(6 et al. 2006)

The major problem in building support for change, therefore, is one of control as

all activists for integrated care realise that they have relatively little direct power

(e.g. hierarchical, financial, knowledge) and so suffer from a lack of authority. As a

result, managers need key skills in brokering inter-personal relationships and act as

‘boundary spanners’ that help to connect people together or unlock barriers to

partnership working.

Ultimately, overcoming the ‘governance gap’ requires the network members

themselves to sign-up voluntarily to collective governance rules, for example

through a network constitution based on the notion of dual accountabilities.

Contracts across care pathways or disease-based programmes appear less easy to

maintain than those which focus on population health. Harmonising incentives,

targets, audit and governance are important but come after network members have

provided the ‘mandate to be managed’ both technically and culturally.

At a more local level, even with the establishment of a guiding coalition,

evidence demonstrates that there can be considerable resistance to change towards

integrated care amongst professional groups and providers. This is not simply an

issue related to differing funding and incentives or pre-existing professional roles

and tasks, but a more deep-rooted concern related to the lack of understanding of

the importance of integrated care and why change should be embraced. This

demonstrates the importance that needs to be paid to pre-existing cultures, norms

and values and how to potentially understand and recognise such issues when

introducing change at a local level. Building support for change at a local level is

thus essential and requires participants and stakeholders to be included in the design

and development of solutions to ensure a collective vision and common under-

standing for change so that new ways of working have a greater chance of success.

In theoretical terms, the process might be termed as a ‘soft systems methodol-

ogy’ which understands that, in the real world, a complexity of relationships exists

and which need to be actively explored. Hence, understanding relationships and

building social capital is an explicit activity that requires understanding the chal-

lenges of integrated care without first imposing a preconceived structure or solution

to the issue. As explored above, empirical evidence suggests that avoiding ‘man-

dated partnerships’ and ‘top-down’ imposition of new ways of working is important

for integrated care to become an accepted idea, and that inclusiveness of people in

the design and development of new approaches to care is important in the process

(as is the subsequent assessment of impact and ideas for continuous improvements

and change).

Building support for change is therefore an explicit component that requires

understanding of the challenges of integrated care to promote inclusiveness and
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fostering a collaborative culture that builds the commitment of local leaders, staff,

managers and the community (Goodwin 2015). The experiences of key people who

have led the process of health service transformation commonly cite that achieving

clinical integration is fundamentally about changing the culture of health care; it’s

more sociological than technological (Bengoa 2014; Kizer 2014; Meates 2014).

Healthcare culture, manifest in silo-based working in specific professional groups

and organisations, appears to be the biggest barrier to change and requires new

ways of thinking and new competencies including: systems thinking; collaboration

in teams; quality management and process improvement science (Kizer 2014).

16.6.3 Developing Collaborative Capacity

The changing needs of patients with more long-term and complex problems

highlight the need for care delivery to become reliant on a greater number of care

professionals and organisations. Such changes clearly carry a greater risk to patients

given the problems that might result from fragmentations in care. Developing

effective and reliable multi- and inter-disciplinary teams and care networks is

therefore important, yet the process is not always achieved with great success

due to problems in team-based skills with the right skill-mix (Baker et al. 2006).

Evidence suggests that consistent efforts need to be taken in the long-term to

help build the collaborative culture necessary to take integrated care forward at a

local level. Creating effective teams is a change management process in its own

right and the development of evidence-based approaches to supporting effective

teams and team-building has become widespread across Europe (Mayer et al.

2001). Such support has been shown to be successful in breaking down silos and

promoting inter-professional education and learning (Margalit et al. 2009). This

task can be supported by a number of component strategies including education and

training in multi-disciplinary working to support effective networks and teams.

The issue of developing a collaborative culture has often been put forward as a

key ingredient to making a success of integrated care. A characteristic underpinning

the success of case studies of integrated care is often the personal commitment of

staff—both managers and professionals—to go that ‘extra mile’ by working beyond

the boundaries of their job description in order to achieve the best results for their

clients and in supporting colleagues to do the same. Lying behind this finding is

sometimes a range of explicit strategies that promote a strong ethos amongst staff to

‘do the right thing’—for example: promoting the needs of clients before them-

selves; supporting knowledge-sharing; and enabling role-substitution and subsidi-

arity through staff empowerment (Goodwin et al. 2014).

There have been concerns about the time and cost implications of this kind of

approach to change management given the lack of any guarantee that stakeholders

can be sufficiently motivated to support change. Hence, the problem with promot-

ing the idea that a values-driven approach should be a pre-requisite to the successful

adoption of integrated care is that the weight of both evidence and experience

predicts that such a process requires considerable time and effort. Moreover, given
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the mismatch of motives that exists when integrating the work of professionals and

organisations, such efforts often go unrewarded and/or require continual negoti-

ation. Hence, rather than being perceived as a catalyst for change, leaders and

managers tasked with applying integrated care ‘at scale and pace’ might instead

focus on driving forward the organisational solution or introduce various financial

inducements in the hope this will be more effective. Given the evidence, such an

approach would be a mistake. When looking at successful implementation

strategies in integrated care it is clear no short cuts exist—it takes vision and

commitment over the long-term to build the collaborative capacity necessary to

take integrated care forward.

16.6.4 The Facilitating Role of Managers and Decision-makers
in Supporting the Process of Change

The evidence for the successful adoption of integrated care provides considerable

emphasis on the role of individual managers and decision-makers in driving change

forward. Lessons from evidence and experience strongly indicate that there needs to

be a person, or team, with the necessary skills and responsibilities for facilitating

partnerships and brokering effective networks of organisations and the develop-

ment of well-functioning professional teams. Establishing collaborative practice

requires hard work and effort to develop the necessary inter-dependencies between

partners in care. Often, this requires challenging often well-established cultural

ways of working to build-in collective values and thinking. Hence, the successful

adoption of coordinated/integrated health services delivery in practice requires

long-term and continuous effort to support and nurture change. As a managerial

task, achieving care integration is as much about changing culture as it is about the

management of resources or the application of technical processes.

Many studies have sought to examine the attributes and tasks that are needed of

senior managers in this area (e.g. Ham and Walsh 2013; Bengoa 2013; Engineer

et al. 2014; Kizer 2014; Meates 2014; Kotter 1996; Valentijn et al. 2015b; West

et al. 2014, 2015) and these can be summarised as follows:

• Start with a coalition of the willing

• Inspire vision between partners in care—action is inspired through emotion

• Involve patients, service users and community groups from the beginning

• Build an evidence base to justify thinking

• Provide managerial decision-making ‘across’ the system so that it spans organi-

sational and professional boundaries and promotes co-operation

• Develop a consensus-style of management that includes and encourages all key

stakeholders to participate as equal partners

• Engage clinicians and enable them to lead efforts for change with the freedom to

innovate

• Foster ‘collaborative capacity’
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• Encourage long-term commitments from managers and decision-makers to drive

through change

• Invest time and support in training people in these roles as they require specific

skills in managing across diverse organisational contexts and boundaries

16.7 Conclusions

The successful adoption and roll-out of strategies for the delivery of integrated care

is to a large extent reliant on their being a receptive environment for change at both

a national (political), regional and local level. Integrated care can be a highly chal-

lenging proposition to many individuals and organisations that may not value the

change being advocated or feel threatened by its consequences. Moreover, in many

cases, partnership working between different providers and professionals will

represent an entirely new way of working, so requiring new skills to be developed

and a change in outlook.

Figure 16.2, seeks to provide a visual representation of how these components fit

together. On the left hand side of the figure are represented the step-wise progres-

sion of change management tasks whilst on the right are set out the need, over the

timescale of implementation, the necessary ‘relationship building’ tasks that seek to

create the enabling environment for change. It is important to recognise three key

things:

Needs Assessment

Change Management
Steps

Relationship Building Activities

Establishing a guiding coalition

Building support for change

Developing colltaborative
capacity

Time

Situational Analysis

Value Case Development

Vison and mission statement

Feedback Loop

Cycle of Learning Strategic plan

Estoblishing mutual gain

Communication

Implementation and
institutionalisation

Monitoring and
evaluation

Fig. 16.2 A change management model for integrated care (adapted from Goodwin 2015)
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1. the overlapping and continuous nature in how relationships are built over time;

2. the cyclical nature of the change management process itself in building and

re-building strategies for change; and

3. how mangers and key decision-makers are essential in facilitating the process of

implementation over time.

4. the evidence from experience in integrated care suggests that much has been

achieved in different countries to establish a degree of consensus at a political

level that may help to create an enabling environment through changes to

financial and accountability rules. Yet, the evidence also shows that it is the

professional barriers to change at a clinical and service level that remain the

most persistent and most difficult to overcome.

This chapter has argued that the management of change towards integrated care

requires the combination of two principle sets of processes: a step-wise progression

of managerial tasks that come together to represent the core components of a

change management plan (‘management’) and the ability to adapt these strategies

for change in the context of the complex and multi-dimensional nature of practical

reality (‘environment’). Both tasks require key individuals with the managerial

skills and both have a strong relationship-building component and are inherently

inter-related.
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How to Make a Service Sustainable? An
Active Learning Simulation Approach
to Business Model Development
for Integrated Care

17

Ingo Meyer, Reinhard Hammerschmidt, Lutz Kubitschke,
and Sonja Müller

When developing and implementing integrated care services, decision makers need

to create complex business models involving many stakeholders, both for-profit and

non-profit, and rely on reimbursement from statutory health and social care bodies

as well as on other revenue streams. The needs of these stakeholders have to be

identified and duly balanced within the framework of what is possible. This requires

the handling of a large amount of economic data, the capacity to anticipate future

developments, and creativity in dealing with unintended consequences. Further-

more, the development of a business model is likely to involve stakeholders that are

not economic experts. We present a combined approach to business model devel-

opment that allows stakeholders to get acquainted with economic assessments

through active learning and to carry out their own assessment and business model

development.

17.1 Introduction

Developing business models for integrated care services means grappling with the

complexities of the concept, with the needs of many different stakeholders and with

the drivers and restrictions created by context. Also a large amount of data on

economic and other impacts, both positive (benefits) and negative (costs), needs to

be handled and brought together into one or more potential business models that can

become the basis for negotiations with stakeholders. Often this will require a certain

amount of “looking into the future”, that is anticipating developments, testing

different service deployment scenarios and seeing how they respond to changes

I. Meyer (*)

Gesundes Kinzigtal, Eisenbahnstr. 17, Hausach 77756, Germany

e-mail: i.meyer@gesundes-kinzigtal.de

R. Hammerschmidt • L. Kubitschke • S. Müller
empirica, Oxfordstr. 2, Bonn 53119, Germany

# Springer International Publishing AG 2017

V. Amelung et al. (eds.), Handbook Integrated Care,
DOI 10.1007/978-3-319-56103-5_17

277

mailto:i.meyer@gesundes-kinzigtal.de


in patient populations, changes in reimbursement regimes and changes to other

factors. There can be unintended side effects or consequences, restrictions that were

not known in the beginning and other factors requiring that initial assumptions

(or aspirations) are adapted.

Furthermore, the development of a business model is likely to involve

stakeholders other than managerial staff and accountants. This may include social

carers, nurses, doctors and other care professionals, IT staff, call centre personnel

and others, but also service users (clients or patients) and other persons involved in

the service, such as informal carers or volunteers. Depending on the service

scenario, these stakeholders can be holders of valuable information in relation to

work processes, the actual impacts of process innovation in day-to-day (working)

life, as well as staff or end-user acceptance. While a narrower economic viewpoint

might tend to exclude such factors from a business model, they are in reality just as

crucial to success as immediately monetary factors such as revenues (see for

example, Meyer et al. 2011, Goodwin and Alonso 2014 or Rigby 2014). At the

same time, these stakeholders will usually not be experts in business model

development or economic assessment, since this is not part of their work or they

are (in the case of clients/patient or informal carers) possibly not even remotely

involved in activities of this kind.

A business model development process that aims to involve these stakeholders is

therefore faced with the additional challenge of communicating a complex subject

matter to a non-expert audience with the aim of empowering them to make

informed design suggestions or decisions.

This chapter presents an approach to these challenges that we developed over the

past 7 years. The approach consists of two elements, building on each other. The

first element is a method and toolkit for the assessment of socio-economic impacts

in health, care and ageing, called ASSIST. The second element is a simulation tool

based on real-life data that allows building an integrated care services and

modelling how it responds to changes in economic factors. This second element

we call the ASSIST Service Implementation Simulator. Both elements will be

described in the following.

We would like to acknowledge the contributions made by partners in the two

integrated care projects CommonWell (2012) and INDEPENDENT (2013) to the

refinement of the original ASSIST method as well as the feedback given on their

practical experiences made while going through assessment process. Thanks are

also due to the partners of the current integrated care projects BeyondSilos (2014a),

CareWell (2014) and in particular SmartCare (2013) for being part of the testing of

the ASSIST Service Implementation Simulator and freely sharing their experience,

criticism and suggestions for improvement.
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17.2 ASSIST: Socio-economic Impact Assessment Using
Cost-Benefit Analysis

17.2.1 Background

The full name of the approach we apply is ASSIST—Assessment and evaluation
tools for e-service deployment in health, care and ageing (empirica 2014) and it

was originally developed for use in the context of telemedicine and telehealth

services, specifically to assess the economic viability of telemedicine pilot projects

funded by the European Space Administration (ESA). Its core aim is to support

stakeholders in taking the step from a pilot project to routine service operation and

in achieving a sustainable economic model where service benefits are equal to or

higher than service costs.

In summary, the ASSIST approach consists of a methodology, a service assess-

ment model and a software toolkit. The methodology covers the basic

characteristics of the framework as well as descriptions of the empirical and

economic methods used. The service assessment model consists of a generic set

of stakeholders that can be involved in a service (divided into service users, service

provider organizations and their staff, payers and IT industry), and of a set of cost

and benefit indicators for each of these stakeholders. The software toolkit supports

the adaptation of the service assessment model, the collection of data, the analysis

and the presentation of results. Depending on its configuration it can be used as a

self-assessment tool without expert support or as part of a moderated assessment

process. The whole approach revolves around cost-benefit analysis (CBA) as for

instance described by (Drummond 2005). CBA is considered an appropriate tool for

analysing the impact of investments and activities in domains of public interest,

including social and healthcare, see for example the UK Treasury’s Green Book

(UK HM Treasury 2003), Germany’s WiBe (R€othig 2009) and the White House

Office of Management and Budget (White House Office for Management and

Budget 1992). CBA enables the impacts on all stakeholders to be included in a

socio-economic evaluation, over the selected timescales, and the identification of

the narrower financial components within the costs and benefits, also for individual

stakeholder groups. These subsets can include the data used for Cost Analysis (CA),

Cost Effectiveness Analysis (CEA) and Cost Utility Analysis (CUA).

Generally speaking, an ASSIST assessment is a comparison between a given

status quo (usually an existing service or an established way of doing things) and a

new or strongly revised intervention. We assume that this intervention is neither a

single agent nor a single point in time but a process of changing care service

delivery from one status to another, thereby covering multiple agents and including

different stakeholders as well as IT systems. This puts an emphasis on the imple-

mentation environment and its impact on service delivery, as well as on the task of

optimizing the service configuration to work in the given environment. The assess-

ment goes along with this process, providing data and insights allowing the

responsible stakeholder(s) to work towards a service model that is:
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Viable—working successfully.

Sustainable—maintaining a positive ratio of costs and benefits.

Scalable—working for all patients and not only the pilot population.

An in-depth description of the ASSIST approach, the underlying requirements

and assumptions and the mathematics can be found in (Hammerschmidt and Meyer

2014). We decided not to replicate this information here since it is not pertinent to

the purposes of this chapter. Based on an example case, we focus instead on the

practical assessment process as it is undertaken by stakeholders involved in setting

up a new integrated care service or in transforming existing service provision along

new, more collaborative lines. We also describe briefly ASSIST’s stakeholder and

indicator model for integrated care.

17.2.2 Assessment in Four Steps

An ASSIST assessment is done in four subsequent steps (see Fig. 17.1), following

an implementation and deployment cycle leading from initial idea formulation to

deployment either at pilot scale or in mainstreamed service provision. Such a cycle

has for instance been described by (Meyer et al. 2011), but similar models are also

used in other domains such as software development and more generally in quality

improvement studies (Davidoff 2008).

An overview of each of those four steps is given in the following. The next

chapter contains an example case showing the practical applications of the four

steps.

Step 1: Stakeholder Identification Work begins with the identification of all

stakeholders involved in the service (i.e. playing an active role) or affected by the

service (i.e. in a passive manner). Both cases, active and passive, are characterised

by a stakeholder experiencing any kind of impact, negative or positive or both, due

to the new or changed service. The main caveat at this initial stage is to be inclusive

and to not neglect stakeholders, especially those that may only have a

• Individuals
• Providers
• Payers

Stakeholder 
identification

• Positive & 
Negative

• Financial, 
Resource, 
Intangible

Impact 
identification • Expert estimates

• Secondary 
sources

Initial data 
population

• Final value model 
for mainstream 
operation

Scale up

Fig. 17.1 Four steps of the assessment process
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comparatively minor role. For example, this often concerns informal carers (family

members, friends or neighbours), but also professionals outside the immediate care

loop. Reasons for this can be simple oversight, or an unawareness of the capacities

and competencies of these stakeholders, as well as factual concerns, e.g. about split

of responsibility, skill levels, data security, etc. Practically, this first step in the

process will usually consist of a series of meetings between project managers and

stakeholders onsite.

Step 2: Impact Identification The second step is to identify all relevant positive

and negative impacts for each stakeholder, as well as to define suitable indicators to

measure each impact. The final shape of the impact model and indicator set depends

on the local context. On the one hand, the indicators need to make sense in relation

to the locally implementable service configuration, and any given framework

conditions that cannot be changed. At the same time, populating the indicator set

with data needs to be practically feasible under the given circumstances.

Picking up the results of Step 1, work now is more systematic, with a view to

ensuring a full coverage of all relevant impacts and a correct identification of

indicators for each. This can be achieved by employing a causal chain linking the

outputs and outcomes of the service to its impacts (see Fig. 17.2). Indicators are

then defined that allow the measuring of each impact.

Step 3: Data Collection Data to populate the indicators defined in Step 2 usually

comes from different sources. Primary sources include all data collected during an

evaluated pilot period, such as log data stored in ICT (Information & Communica-

tion Technology) systems, administrative data, and time sheet data specifically

gathered for the purpose of the project. Also, end-user/staff related data can be

gathered by means of dedicated questionnaires. Where necessary, secondary data

can also be used, e.g. data derived from official statistics, published studies, or

administrative databases.

Step 4: The Value Case: Strengths and Weaknesses of the Services The final

step of the approach focuses on analysing the quantified costs and benefits for each

stakeholder. This includes the calculation of key performance measures such as

O
ut

pu
t Implementation 

of an EHR 
system into 
existing care 
processes O

ut
co

m
e Information is 

available to all 
professionals 
involved in the 
process 

Im
pa

ct Physicians 
have more 
effort for better 
documentation

Nurses have 
less effort in 
care planning

Fig. 17.2 Causal chain: From output to impacts

17 How to Make a Service Sustainable? An Active Learning Simulation Approach. . . 281



“socio-economic return”, “economic return” and “breakeven point”. A more

detailed description of these performance measures and their calculation is avail-

able in Hammerschmidt and Meyer (2014) and Hammerschmidt and Jones (2012).

The analysis also includes identification of the key “adjusting screws” that are

available to the pilot service for further optimising the value case under the given

conditions.

Overall, the analysis of the results will allow the involved stakeholders to:

Identify benefit shifts: These occur frequently when new services are being

introduced or existing ones are changed. Wherever such a change is to the

disadvantage of a stakeholder, that one is likely to become a veto player which

will reduce the overall utility and performance of the service, especially if that

stakeholder holds a powerful role.

Justify investment: The analysis of the overall performance of the service will allow

responsible service managers and other decision makers to prove that the

investment (both in terms of money and time) is worthwhile.

Calculate break-even: When communicating the costs and benefits to involved

persons it is important to understand when the benefits surpass the costs. This

will allow preparing stakeholders for a prolonged phase of investment, again

both in terms of money (e.g. cost for equipment) and of time (e.g. staff time for

training and adapting to the new way of working). In integrated care, as in health

and care in general, services may often take a comparatively long time to arrive

at break-even. Time spans between 5 and 7 years are not uncommon

(Stroetmann et al. 2006).

Understand service impacts: The understanding of all impacts (including secondary

and long-term effects) may offer a new perspective on the service that is led by

an economic and strategic view. This is a value in its own right, because it

complements a technical and organisational point of view and explains and

predicts why stakeholders behave as they do.

17.2.3 A Cost-Benefit Indicator Set for Integrated Care

The assessment uses a pre-defined set of cost and benefit indicators for different

potential stakeholders in a service, covering service clients/patients, informal

carers, different types of health and care provider organisations as well as their

staff, payers and the ICT industry. The indicator set was specifically developed to

capture the impacts of integrated care services and to allow for the development of

value or business models in this field. It is, however, also applicable to other service

concepts that do not focus on vertical and horizontal co-operation of service

providers.

The indicators cover the most common costs and benefits occurring in the

implementation of health and care services, including efforts for service develop-

ment, efforts for training (providing and receiving), costs for the procurement of

hardware and software and other material goods, costs for the procurement of
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supporting services (such as installation or maintenance), different types of quality

and efficiency benefits, as well as different types of revenue streams.

A core element consists of indicators covering the time spent (cost) on service

provision (for providers) and service use (for clients/patients and informal carers),

as well as time liberated (benefit) e.g. due to more efficient work processes, avoided

hospital stays or visits to and by providers. This part of the indicator set is

conceptually linked to two high-level pathways for integrated care, one covering

short-term support (e.g. after hospital discharge), the other long-term support

(e.g. for people with chronic conditions). Both pathways were originally developed

in the SmartCare project (SmartCare 2015b) and further developed in the

BeyondSilos project (BeyondSilos 2014b). Common activities defined in the

pathways were used to construct the respective indicators.

17.3 Learning by Example: The Service Implementation
Simulator

The Service Implementation Simulator—Integrated eCarewas created in the frame-

work of the SmartCare project as a tool to support the project’s activities to develop

sustainability models for the services being deployed. In practical terms, the

Simulator can be considered an ASSIST software tool filled with exemplary data

illustrating an exemplary service (see below).

The Simulator can be used to explore potential configurations of ICT-supported,

integrated care services. With the Simulator, different ways of setting up a service

(in terms of stakeholders involved, service processes, etc.) can be chosen. Using the

tool, assumptions can be made for different types of service-related costs and

benefits, ranging from direct revenue models to high-level societal goals. Both

short- and long-term consequences of each design choice can be explored immedi-

ately. Furthermore, the Simulator can be used to get acquainted with the general

ASSIST method.

It was created in particular for stakeholders who are not experts in economic

assessments and cost-benefits analysis, but who still want or need to be involved in

related activities. Following an “active learning” (Bonwell and Eison 1991)

approach, the Simulator allows users to get into immediate contact with the

content-related aspects of the assessment, while (initially) by-passing methodolog-

ical questions and the need for data collection. Since it is filled with data already, a

user can instantly delve into understanding the economic characteristics of the

example case and begin modifying data to see how the sustainability model of

the service reacts to changes in costs and benefits. While doing this, the user is also

made acquainted with the functionalities of the ASSIST software tool and the

underlying methodological assumptions. In the further course of the assessment

of the user’s own case, the Simulator can either be used by modifying the model

data already present or by deleting all model data to start the own assessment from

an empty tool.
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17.3.1 Integrated eCare Example Case

The Service Implementation Simulator—Integrated eCare is built around a model

case scenario of an ICT-supported, integrated care service. The scenario was

developed as part of SmartCare. In particular, it makes use of the integrated care

pathways developed in SmartCare and the cost-benefit indicator set described

above. Some elements of the scenario were developed based on actual integrated

eCare services implemented in the CommonWell and INDEPENDENT projects.

17.3.2 Overall Service Model

The case scenario is built on a service supporting older people suffering from

COPD (Chronic Obstructive Pulmonary Disease) and possible co-morbidities, as

well as their family members or friends caring for them (informal carers). As an

integrated service, it amalgamates services provided to patients and their carers by

different stakeholders, including healthcare providers, social care providers and

third-sector providers. ICT systems are used to support service delivery.

The service is supposed to be set-up in three stages, beginning with a 6-months

development and implementation stage, followed by a 12-month evaluated piloting

period, after which the service began routine operation.

17.3.3 Elements of the Service

The service is conceived of as a socio-technical system bringing together elements

provided by (individual and organisational) human stakeholders and different ICT

systems, both working in close relationship. It consists of three core elements:

1. An early supported discharge (ESD) programme for COPD patients following an

exacerbation of their condition. The ESD programme uses home telehealth to

provide monitoring and guidance to the patients after their discharge from

hospital. Follow-up, e.g. in case of out-of-threshold telehealth readings, is

relocated from primary care (GPs) to a social care providers. Patients can be

re-admitted to hospital or referred to the GP if required.

2. Eligible patients are furthermore enrolled in a video-based physiotherapy programme

to improve or maintain their physical fitness. Patients can participate in guided online

physio sessions at regular intervals, using a computer with webcam and headset or

microphone and speakers in their home.

3. A voluntary organisation (third-sector provider) supports informal carers (family

members or friends) in caring for the COPD patients, by means of counselling,

self-help meetings, information provision and other offers.

For the start of the service, the provider organisations involved agreed on a

general collaboration mechanism that is based on a common care pathway. The
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pathway foresees joint care planning as well as sharing of relevant patient or client

data in a joint care record. All providers have access to that record in compliance

with data protection legislation and based on informed consent given by the patient.

Informal carers can be granted access to parts of the record under the same

conditions.

17.3.4 Assessment of the Example Case in Four Steps

17.3.4.1 Step 1: Stakeholders
The following stakeholders are either actively involved in the service or passively

affected by it:

The COPD patients will usually be 60 years old or older, diagnosed with COPD and

possible co-morbidities. A considerable share of the patients will be smokers.

They enter the service after hospital admission following an exacerbation of

their COPD and prior to hospital discharge. They pay a monthly fee to the

Telehealth Call Centre and the physiotherapy provider. An evaluation of the

service showed that patients are satisfied to very satisfied with the service and

how it effects life with their chronic conditions.

The informal carers are family members or friends of the patient who have taken

over some or all caring responsibilities for the patient. They will usually be

50 years or older, with at least half of them in part- or full-time employment.

They can but do not have to live in the same household as the patient. They pay a

nominal fee to the carer support organisation. An evaluation of the service

showed that informal carers are by and large satisfied to very satisfied with the

service and how it affects themselves and the people they are caring for.

The Telehealth Call Centre is a private business entity providing home telehealth to

the patient. It is responsible for the provision and installation of the telehealth

hardware, for training of the patients as well as for technical maintenance and

support. They monitor telehealth readings, including technical triaging, and pass

alerts on to the social care provider, the GP or the hospital, as the situation

demands. The call centre receives a service fee paid by the COPD patients.

Under the current service model, this fee covers about 50% of the costs.

The primary care organisations (GP practices) are private organisations reimbursed

from a public budget (held by the health and social care payer). Usually, they

provide day-to-day healthcare to the COPD patients. The early supported dis-

charge programme means that a considerable amount of care is now being

provided by social care providers. The GP remains responsible only for certain

types of follow-ups requiring the attention of a doctor. As a consequence, the

number of consultations that the COPD patients used to have at the GP practice

is being reduced. As the GP is reimbursed on a DRG (Diagnosis Related Group)

basis (i.e. per treatment) the immediate effect is a loss of income.

The hospitals are public institutions financed by their own budgets which they

receive from the state. They provide care to the COPD patients, especially in
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case of exacerbations. The early supported discharge programme and the home

telehealth monitoring substantially reduces admissions due to exacerbations as

well as readmissions. For the hospitals this means that a considerable amount of

staff time is being saved, beds are freed and the waiting lists shortened. Since the

hospitals’ budgets remain unchanged, this is an immediate benefit for them.

The physiotherapy provider is part of a larger public institution providing different

types of health and social services, not only to older people but also to children,

people with disabilities and people receiving welfare benefits. The whole insti-

tution finances itself via a budget received from the state. For the physiotherapy

team, the introduction of video training allows them to take on more clients than

before. Clients pay a monthly fee for the video service, which however is not

intended to cover the operational costs.

The social care providers are private business entities, financed from a state budget

on a case basis. They take on the immediate follow-up of the COPD patients,

based on the technical triaging done by the Telehealth Call Centre. They take

over much of the work originally done by primary care organisations and receive

additional reimbursement for this, allowing them to break even on the new

service after about 1.5 years.

The carer support organisation is a volunteer organisation that funds itself through

membership fees, fundraisers and various state aid schemes. Furthermore, infor-

mal carers receiving support pay a nominal monthly fee. A major part of the

support services provided is delivered by unpaid volunteers. A small core team

of employed staff deals primarily with managerial and administrative work. For

the carer support organisation, the new service resulted in the wide-spread

implementation of IT (mostly computers and mobile devices) into their offices

and work processes. After initial problems, this has led to considerably effi-

ciency gains in the organisation’s administration.

17.3.4.2 Step 2: Impact Identification
To show how the identification of impacts is done using the example case, we focus

on two stakeholders: the COPD patients receiving the service and the GP practices

that, under the new service, are responsible for certain types of follow-ups. For the

sake of the example case let us assume that impact identification was done by the

team implementing the new service based on interviews with GPs and practice

nurses as well as a focus group with patients.

Consideration of the different elements of the service as well as consultation

with older people suffering from COPD in a focus group showed that the main

negative impacts of the new service would be:

Inconvenience related to the time it takes patients to learn the use of the telehealth

devices

Inconvenience related to the time it takes them to receive support from the social

care provider and the time it takes them to do their daily telehealth readings

Furthermore, it is being considered to introduce a patient-payable fee or

co-payment for the telehealth service, which would be an additional cost factor
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On the positive side the following impacts were considered likely:

Intangible benefits perceived by patients, such as an increased feeling of safety,

improved capacity to live with their own condition, satisfaction with a more

co-ordinated way of providing care to them

Convenience related to the time saved due to avoided visits to the GP

For the GP practice, the impact identification showed that the main negative

impacts were likely to be:

The time spent by the GP and the practices nurses on the development of the

service, especially the definition of work processes

The extra time spent by the GP and the nurses to contribute to the joint care plan for

each patients

The loss of income from practice consultations and home visits that are being

relegated to the social care provider

On the positive side there are:

Time saved due to the consultations and visits relegated to the social care provider

Travel costs saved in relation to the relegated home visits

17.3.4.3 Step 3: Data Collection
Data is collected e.g. in the course of an evaluation of the service pilot and entered

directly into the ASSIST tool. In the example case, data on the time spent by

patients for training and for using the service, as well as on time saved due to the

avoided GP visits is collected by means of a quantitative survey using a question-

naire including questions on time use. The resulting data are therefore based on

patients’ recollection of the time they spent or saved. The questionnaire also

covered the perception of intangible impacts. In order to have an empirical basis

for the co-payment amount, a willingness-to-pay questionnaire was furthermore

carried out. Table 17.1 shows the data collected on the different variables making

up each impact.

A Note on Data Handling The cost-benefit analysis is solely based on monetary

values. This is straightforward for monetary impacts, such as the fee for service in

this case. Both inconvenience related to time spent (and convenience to time saved)

are intangible effects which are here approximated by the amount of time and then

monetarized using the average individual income of the patient target group. The

results of the survey on the perception of intangible impacts were aggregated into a

standardized score and then monetarized relative to the costs the service causes to

the patients, i.e. in this case the inconvenience for the time spent using the service.

For a more detailed description of the approaches used see Hammerschmidt and

Meyer (2014).
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Data for the GP practice were collected by means of a staff time protocol

analysis for the extra staff time and time saved, and by means of an analysis of

accounts for the number and costs of avoided consultations and home visits. Data

on saved travel cost was gained through interview with several GPs. Table 17.2

again shows the data collected on the different variables making up each impact.

A Note on Data Handling Other than for the patients above, extra time spent and

time saved at the GP practice are not intangible impacts but resource impacts. By

way of labour cost (wages plus employer contributions) they are more or less direct

financial impacts for the practice. Accordingly, they are monetarized using

labour cost.

Table 17.1 Patient impact data

Negative impacts Value Unit Time period

Fee for services

Service fee paid by Clients/Patients 1 to Telehealth call

centre

20 € per month

Service fee paid by Clients/Patients 1 to Physiotherapy

providers

10 € per month

Inconvenience: training time

Time spent by Clients/Patients 1 receiving training 0.5 hours per new patient/

client

Inconvenience: extra time for service use spent by Clients/Patients 1

Average (extra) time spent by Clients/Patients

1 receiving social care, per session.

45 min per session

Number of (extra) sessions of social care of Clients/

Patients 1

6 number per patient/

client per year

Average (extra) time spent by Clients/Patients

1 receiving remote care, per session.

10 min per session

Number of (extra) sessions of remote care of Clients/

Patients 1

365 number per patient/

client per year

Positive impacts Value Unit Time period

Valuation of intangible benefits by Clients/Patients 1 according to eCCIS

Average score for specific benefits (SBS) by Clients/

Patients 1

1.75 Score

Average score for overall assessment (OAS) by

Clients/Patients 1

1.34 Score

Degree of uncertainty (DU) for assessment by

Clients/Patients 1

15% %

Convenience: time saved for service use by Clients/Patients 1

Average time saved by Clients/Patients 1 receiving

health care, per session.

12,240 min per session

Number of sessions of health care saved by Clients/

Patients 1

2 number per patient/

client per year
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Table 17.2 GP practice impact data

Negative impacts Value Unit Time period

Staff time spent on service development

Time spent by General Practitioners on service

development and implementation

12 hours per month

Time spent by GP nurses on service development and

implementation

6 hours per month

Duration of development period 6 months

Extra staff time for service provision (assessment/planning) by General Practitioners to Clients/

Patients 1—actual time

Average (extra) time spent by General Practitioners on

discharge planning for Clients/Patients 1

15 min per session

Number of (extra) discharge planning sessions of Clients/

Patients 1 done by General Practitioners

1 number per year

Extra staff time for service provision (assessment/planning) by GP nurses to Clients/Patients

1—actual time

Average (extra) time spent by GP nurses on discharge

planning for Clients/Patients 1

15 min per session

Number of (extra) discharge planning sessions of Clients/

Patients 1 done by GP nurses

1 number per year

Forgone income from avoided practice consultations

Reimbursement lost due to avoided practice consultations

at the Primary care organisations by Clients/Patients 1

100 € per patient/

client per day

Number of practice consultations avoided for Clients/

Patients 1 at the Primary care organisations

4.00 number per year

Forgone income from avoided home visits

Reimbursement lost due to avoided home visits at the

Primary care organisations by Clients/Patients 1

120 € per patient/

client per day

Number of home visits avoided for Clients/Patients 1 at

the Primary care organisations

2.00 number per year

Positive impacts Value Unit Time period

Resource liberation (intervention) for General Practitioners working with Clients/Patients

1—actual time

Average time saved by General Practitioners on

consultations with Clients/Patients 1

30 min per session

Number of consultations with Clients/Patients 1 saved by

General Practitioners

4 number per year

Average time saved by General Practitioners on home

visits to Clients/Patients 1

60 min per visit

Number of home visits to Clients/Patients 1 saved by

General Practitioners

2 number per year

Resource liberation (intervention) for GP nurses working with Clients/Patients 1—actual time

Average time saved by GP nurses on consultations with

Clients/Patients 1

15 min per session

Number of consultations with Clients/Patients 1 saved by

GP nurses

4 number per year
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17.3.4.4 Step 4: Analysing the Value Case
Based on the data entered into it, the ASSIST tool calculates the costs and benefits

for each stakeholder and for the overall service. Two important elements are added

in the calculation: the first is the number of patients, staff members and other

individuals involved by which the costs and benefits are multiplied as applicable.

The second element is a projection of the data over time, modelling the develop-

ment of the costs and benefits depending on the inclusion of patients and further

individuals as the service progresses.

The result is a graph showing for example what is called the cumulative socio-

economic return rate, i.e. the relation of costs and benefits over time, as shown for

the COPD patients in Fig. 17.3.

The projection covers a time period of 7 years, from January 2015 (at which time

the development of the model case is supposed to have started) until December

2021. With the begin of the service operation in June 2015, the socio-economic

return immediately rises to somewhat more than 50%, indicating that the benefits to

the patients outweigh their costs by about a factor of 0.5. This rate steadily

decreases as a result of depreciation, but always remains above 0%. There is a

notable dip in July 2016 when the pilot project is supposed to end and the service

transferred to mainstreamed operation. At that point in time, the patient-payable fee

of 30€ per patient and month is introduced, reducing the total benefits.

The grey dotted line shows an alternative scenario, by which the patient-payable

fee is 50€ per patient and month instead of 30€. As the graph show, even under

these conditions the benefits would be higher than the cost and the option of a

higher fee would seem viable in principle. This should however be supported by
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according findings in the willingness-to-pay analysis indicating that such an amount

would be acceptable.

The alternative scenario shows how results of the analysis (and the data in the

Simulator respectively) can be changed to develop different scenarios and how they

impact on the stakeholders in the model.

For the GP practices, Fig. 17.4 shows the cumulative net-benefit, i.e. the sum of

all costs and benefits (excluding intangibles). Cumulative net-benefit is usually used

as the key performance measure for for-profit stakeholders.

The picture that emerges for the GP practice is considerably different from the

one for the patients. From the start of service operation, the net-benefit decreases

steadily to reach a minimum of below �400,000 € towards the end of the 7 year

period. This means that for the GP practice the costs of the new service are

constantly higher than the benefits. This is the direct result of the follow-up visits

relegated from the comparatively high-cost GP practice to the comparatively

low-cost social care provider. Under these conditions there is a high probability

that GP practices will not be in favour of the new service and are actually likely to

actively work against its implementation.

An alternative to this scenario is again shown by the grey dotted line. In that

case, what can be called a balancing payment from the healthcare payer to the GP

practices is introduced, to compensate for the losses caused by the relegated

consultations and home visits. This might well be acceptable to the payer, given

that the service as a whole leads to considerable cost savings due to avoided

hospitalizations.
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Again, this shows a way of developing and testing different scenarios with the

aim of achieving an overall model that satisfies the needs of most if not all

stakeholders.

17.3.5 A Set of Lessons to Be Learned

The example presented above shows two ways how the Simulator can be used for

business models development and the associated learning. Further to this, the

Simulator comes with guidance material (SmartCare 2015a) containing a number

of lessons to be learned by its users. Following the “active learning” approach these

lessons are designed to make the users acquainted with the software tool and then to

carry out a series of ever more complex tasks. These tasks take the user on a journey

of first understanding how the service works in economic terms and second

identifying and then solving a number of problems that were built into the service’s

sustainability model.

Currently there exist five lessons and further lessons are being developed. The

first lesson addresses some basic functionalities of the ASSIST software tool,

allowing the user to navigate through the tool, include or exclude stakeholders

from the assessment as well as activate or deactivate indicators from the existing

set, depending on whether those will be needed or not. A second lesson addresses

challenges to the business model of the (profit-oriented) Telehealth Call Centre

resulting from a lack of revenues. A third lessons deals with the benefit shift

phenomenon already briefly described above. It confronts the user with a (poten-

tially powerful) veto player that could jeopardize the overall service model and

explores ways how this veto player could be included in the service in a sustainable

manner. A fourth lesson addresses a problem that is common in economic

assessments involving public bodies financed from a larger budget (such as a

national health service). In such a situation it can be difficult to determine what

share of the budget is being used for the new service. In practical terms this could

mean that there is no immediate benefit to set against cost caused by the new

service. A fifth lesson explores ways how a user can deal with uncertainties in the

data to be used that might results from a lack of suitable data, the workload of the

staff to be involved or other factors. Inter alia, the ASSIST tool incorporates a

mechanism for sensitivity analysis using Monte Carlo simulations that can be used

to address such issues.

Each lesson in the guidance begins with a description of the problem, followed

by a series of ever more concrete hints as to how the problem might be solved. The

lessons are generally designed to be solved by working alone, but a group setting

can also be used. The latter can be considered particularly useful for those lessons

where no single solution exists, but there are rather alternative options, each with its

own advantaged and disadvantages. Since the ASSIST tool carries out all

calculations on-the-fly, the impact of any solution on the relevant key performance

measures can be checked by the user immediately and without need of feedback

from a “teacher”.
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17.4 Conclusions and Outlook

The ASSIST approach and the Service Implementation Simulator are currently

(as of spring 2016) in active use in three EU-funded projects addressing integrated

care: SmartCare, BeyondSilos and CareWell. They are being used to support the

economic assessment of a total of 22 pilot services, with results expected to be

available towards the end of 2016 and early 2017. The Simulator was used in all

three projects to make project partners acquainted with the approach. It was

introduced in the course of a training workshop held during a SmartCare consor-

tium meeting in June 2015 in Belgrade, Serbia, with about 65 attendants. Another

face-to-face meeting and four webinars were held to introduce the Simulator to the

partners of the BeyondSilos and CareWell projects, about 25 individuals. Feedback

from those training workshops was predominantly positive, with attendants stating

that they were able to follow the lessons and went away feeling that they now

understood the ASSIST approach and the tool.

Conceptually and practically the Service Implementation Simulator can there-

fore probably be considered a useful instrument to support socio-economic impact

assessments in integrated care. On the other hand there remains room for improve-

ment, both in relation to the guidance material provided to users and in relation to

the lessons covered. Further lessons are currently being developed, based on

questions emerging from the ongoing assessment work in all three projects.

These lessons are planned to address ways of measuring service impacts on staff

time and the time of clients, patients and informal carers, the monetarisation of

intangible impacts and the modelling of scale-up scenarios taking a service from a

pilot population to a fully mainstreamed model.

Both the ASSIST tool and the Service Implementation Simulator are available

under the GNU General Public License (GPL) and can be downloaded from

(empirica 2014) and (SmartCare 2015a), respectively.
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Part IV

Evaluation and Health Services Research



Evaluating Complex Interventions 18
Apostolos Tsiachristas and Maureen P.M.H. Rutten-van M€olken

18.1 Definition of Complex Intervention

There is an increasing interest in evaluating complex interventions. This is because

epidemiological changes increasingly call for composite interventions to address

patients’ needs and preferences. It is also because such interventions increasingly

require explicit reimbursement decisions. That was not the case in the past, when

these interventions often entered the benefit package automatically, once they were

considered standard medical practice. Nowadays, payers as well as care providers

are intrigued to know not just if a health care intervention works but also when, for

whom, how, and under which circumstances. In addition, there is broad recognition

in the research community that evaluating complex interventions is a challenging

task that requires adequate methods and scientific approaches. One of the main

points of discussion across all interested parties is what exactly a complex

intervention is.

One of the first attempts to define complex interventions was undertaken by the

Medical Research Council (MRC) in UK, which issued a guidance in 2000 for

developing and evaluating complex interventions (Campbell et al. 2000). The

guidance was updated and extended in 2008 to overcome limitations in the earlier

guidance (Craig et al. 2008). The guidance was published in response to the
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challenges faced by those who develop complex interventions and evaluate their

impact. MRC defines an intervention as being complex, if it includes one or more of

the following characteristics: (a) various interacting components, (b) targeting

groups or organizations rather than or in addition to individuals, (c) a variety of

intended outcomes, (d) they are amendable to tailoring through adaptation and

learning by feedback loops, and (e) effectiveness is impacted by behaviour of those

delivering and receiving the intervention. In other words, the MRC argues that the

greater the difficulty in defining precisely what exactly are the effective ingredients

of an intervention and how they relate to each other the greater the likelihood that a

researcher is dealing with a complex intervention. Examples of complex

interventions are presented in Box 18.1.

Box 18.1 Examples of complex interventions

Tele-health, e-health and m-health interventions

Online portal for diabetes patients to support self-management

Home tele-monitoring

Mobile phone-based system to facilitate management of heart failure

Interventions directed at individual patients:

Cognitive behavioural therapy for depression

Cardiac or pulmonary rehabilitation programs

Care pathways

Motivational interviewing and lifestyle support to improve physical activ-

ity and a healthy diet

Group interventions:

Group psychotherapies or behavioural change strategies

School-based interventions to reduce smoking and teenage pregnancy

Interventions directed at health professional behaviour:

Implementation strategies to improve guideline adherence

Computerised decision support systems

Service delivery and organization:

Stroke units

Hospital at home

Community and primary care interventions:

Community-based programmes to prevent heart disease

Multi-disciplinary GP-based team to optimize health and social care for

frail elderly

Population and public health interventions

Strategies to increase uptake of cancer screening

Public health programs to reduce addiction to smoking, alcohol and drugs

Integrated care programs for chronic diseases

Could include all interventions above
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In the same line, other definitions also emphasize the degree of flexibility and

non-standardization of complex interventions, which may have different forms in

different contexts, while still conforming to specific theory driven processes (Hawe

et al. 2004). Although there are many more definitions of complex interventions,

they all tend to emphasize multiple interacting components and non-linear causal

pathways. Figure 18.1 illustrates how a complex intervention is diffused to different

groups of recipients, interacts, and impacts different outcomes.

In contrast, health technologies such as medicines, diagnostic tests, medical

devices, and surgical procedures are considered to be simple interventions because

they are usually delivered by one care provider or provider organization and have

mostly linear causal pathways linking the intervention with its outcome. However,

the distinction between complex and simple interventions may be not entirely clear

because after all simple interventions can also have a degree of complexity.

Complexity is defined as ‘a scientific theory which asserts that some systems

display behavioural phenomena that are completely inexplicable by any conven-

tional analysis of the systems’ constituent parts (Hawe et al. 2004). Reducing a

complex system to its components amounts to irretrievable loss of what makes it a

system.

In has also been suggested that complexity is not necessarily a feature of an

intervention but it is the complexity of the setting in which interventions are

implemented. In other words, complexity is a property of the setting in which an

intervention is being implemented not an inherent feature of the intervention itself

Fig. 18.1 Illustration of complex intervention

18 Evaluating Complex Interventions 299



(Shiell et al. 2008). For example, a vaccination program for tuberculosis in a

low-income country may be seen as a simple intervention implemented in a

complex setting because its implementation requires the interaction between pri-

mary care, hospitals, local community, and schools.

It has also been argued that the research question and the perspective from which

that question is answered define the complexity of an intervention. Researchers

often treat interventions as simple because it is convenient to answer simple

research questions (Petticrew 2011). Addressing complexity requires studying

synergies between components, phase changes and feedback loops, interactions

between multiple health and non-health outcomes as well as processes. Alterna-

tively, focusing on the effectiveness of the single most-important component of an

intervention, simplifies the research question considerably. The intervention is the

same but the research questions is different and therefore, the adopted research

methods are different. Based on this argument, not every complex intervention

requires complex analysis unless the research question demands it.

In any of the above arguments to define complex interventions, integrated care is

a brilliant example of a complex intervention. The World Health Organization

(WHO) defines it as “services that are managed and delivered in a way that ensures

people receive a continuum of health promotion, disease prevention, diagnosis,

treatment, disease management, rehabilitation and palliative care services, at the

different levels and sites of care within the health system and according to their

needs throughout their life course. It is an approach to care that consciously adopts

the perspectives of individuals, families and communities and sees them as

participants as well as beneficiaries of care” (WHO 2015). Similar definitions of

integrated care can be found elsewhere (Kodner and Spreeuwenberg 2002; Nolte

and McKee 2008). Based on this definition, integrated care may be considered an

ultra-complex intervention or according to Shiell et al. (2008) a complex system

(Shiell et al. 2008) because it is composed of multiple complex interventions

(e.g. shared decision-making and self-management support), it behaves in a

non-linear fashion (i.e. change in output is not proportional to change in input),

the interventions interact with the context in which they are implemented, and

involved decision-makers are merely interested in complex research questions.

18.2 The Rationale for Evaluation

Although research and service innovation have not been always aligned, service

leaders and managers are increasingly keen to assess the effects of changes in such a

way that they can be causally attributed to the complex intervention. Policy makers

are also keen to ensure that they allocate scarce healthcare resources only to

services that have proven value for money (i.e. to increase allocative efficiency).

Some health care systems, such as Germany, do not allow process innovations

without proof of efficiency. This is mainly driven by the notion that we cannot

afford to make poor investments in times of tight budgets. Investing in any new

interventions requires an increase in taxes, premiums, patients’ co-payments or
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takes away budget from other interventions. As a result, there is a rationale to

evaluate complex interventions already during their development and implementa-

tion. However, there are some questions to be addressed by researchers before

pursuing an evaluation of a complex intervention, including (Lamont et al. 2016):

(a) why is it important to address the aims of the evaluation and what is already

known about the intervention, (b) who are the main stakeholders and users of

research at outset, (c) how will the evaluation be performed in terms of study

design and research methods, (d) what to measure and which data to be used,

(e) when is the perfect timing to maximize the impact of the evaluation results.

Similar, policy makers may want to assess its evaluability to support more

systematic resources allocation decisions depending on the knowledge generated

by an evaluation of a complex intervention. An assessment of evaluability may

include the following questions (Ogilvie et al. 2011): (a) where is a particular

intervention situated in the evolutionary flowchart of an overall intervention pro-

gram? (b), how will an evaluative study of this intervention affect policy decisions?,

(c) what are the plausible sizes and distribution of the intervention’s hypothesized

impacts?, (d) how will the findings of an evaluative study add value to the existing

scientific evidence?, (e) is it practical to evaluate the intervention in the time

available?

18.3 Challenges in Evaluating Complex Interventions

Key challenges in the evaluation of complex interventions were identified in a

recent review of 207 studies (Datta and Petticrew 2013). One of the main challenges

was related to the content and standardization of interventions due to variation in

the delivery of services in terms of frequency of interventions and lack of precise

definition of the start of the treatment and a wide range of patients’ diagnoses, stage

of diseases, needs and preferences. Other challenges were related to the people

(health care providers and patients) involved in the delivery of complex

interventions. On the provider side, time and resource limitations may obscure

data collection for evaluation purposes. Data collection may also be challenged due

to issues related to patient’s preferences, patient/provider interaction, and recruit-

ment and retention to trials.

Furthermore, the organizational context of implementation, such as hierarchies,

professional boundaries, staffing arrangements, social, geographical and environ-

mental barriers, and the impact of other simultaneous organizational changes may

affect the implementation of a complex intervention. A deterrent organizational

context alongside with lack of support from healthcare providers pose another

major challenge in evaluating complex interventions. Considering the plural,

multi-dimensional (bio-psycho-social-clinical aspects), and multi-level (patient/

organizational/local level) outcomes of complex interventions and their time span-

ning (i.e. short, medium, and long term), researchers face difficulties in establishing

‘hard’ outcomes that capture all effects. Combining quantitative with qualitative

methods may ease part of this challenge. However, to do that sufficiently, more
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resources should be committed to the evaluation. Furthermore, we have seen an

increase in the use of so-called composite endpoints (Hofman et al. 2014). Taking

this step further, Datta and Petticrew suggested a departure from focusing on

primary outcomes and a small number of secondary outcomes towards a much

more multi-criteria form of assessment which acknowledges the multiple objectives

of many complex interventions (Datta and Petticrew 2013).

Similar challenges were identified in a cross-national study that investigated

barriers in the evaluation of chronic disease management programmes in Europe

(Knai et al. 2013). The study found that lack of awareness for the need of evaluation

and capacity to undertake sound evaluations, including experienced evaluators,

deterred the development of an evaluation culture. Other reported barriers included

the reluctance of payers to commit to evaluation in order to secure financial

interests and the reluctance of providers to engage in evaluation due to perceived

administrative burden and compromises their freedom. A more technical set of

barriers to evaluate disease management programs was related to low quality of

routinely collected data, or the lack of, inaccessibility, fragmentation, and wide

variety of information and communication technology (ICT). The authors argued

that these barriers lie on the complexity of the intervention and current organiza-

tional, cultural and political context.

The evaluation of a complex intervention may also be challenged at the policy-

making level, where the decision to allocate substantial resources to implement and

evaluate a complex intervention is often taken. Failing to convince policy-makers

about the ‘evaluability’ of a complex intervention may hamper any action for

evaluation.

18.4 Evaluation Frameworks

The increasing attention for complex interventions and urgent need to evaluate

them boosted the development of evaluation frameworks in the last decade. One of

these is May’s rational model, which focuses on the normalization of complex

interventions. Normalization is defined as the embedding of a technique, technol-

ogy or organizational change as a routine and taken-for-granted element of clinical

practice (May 2006). In this model, four constructs of normalizing a complex

intervention are distinguished. The first is interactional workability, referring to

the immediate conditions in which professionals and patients encounter each other,

and in which complex interventions are operationalized. The second construct is

relational integration, which is the network of relations in which clinical encounters

between professionals and patients are located, and through which knowledge and

practice relating to a complex intervention is defined and mediated. Skill-set

workability is the third construct and includes the formal and informal divisions

of labour in health care settings, and to the mechanisms by which knowledge and

practice about complex interventions are distributed. Finally, the fourth construct is

the contextual integration and refers to the capacity of an organization to under-

stand and agree on the allocation of control and infrastructure resources to
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implementing a complex intervention, and to negotiating its integration into

existing patterns of activity. The model is argued to have face validity in assessing

the potential of a complex intervention to be ‘normalized’ and evaluating the

factors of its success of failure in practice.

The multiphase optimization strategy (MOST) is another framework for

optimizing and evaluating complex interventions (Collins et al. 2005). It consists

of the following three phases: (a) screening; in which randomized experimentation

closely guided by theory is used to assess an array of program and/or delivery

components in order to select the components that merit further investigation;

(b) refining; in which interactions among the identified set of components and

their interrelationships with covariates are investigated in detail, again via

randomized experiments. Optimal dosage levels and combinations of components

are identified; and (c) confirming; in which the resulting optimized intervention is

evaluated by means of a standard randomized intervention trial. To make the best

use of available resources, MOST relies on design and analysis tools that help

maximize efficiency, such as fractional factorial designs.

The MRC guidance is probably the most influential framework in developing

and evaluating complex interventions. It is based on the following key elements

(Craig et al. 2008): (a) development including the identification of evidence bases

and theory as well as modelling of processes and outcome, (b) feasibility/piloting

incorporating testing procedures, estimating recruitment and determining sample

size, (c) evaluation by assessing the effectiveness and cost-effectiveness as well as

understanding the change processes, and (d) implementation including dissemina-

tion, surveillance and monitoring and long-term follow-up. Regarding evaluation,

the MRC guidance is supportive of using experimental study designs when possible

and combining process evaluation to understand process changes with formative

and summative evaluation to estimate (cost-) effectiveness.

18.5 Process Evaluation

Process evaluation is as important as outcome evaluation, which can provide

valuable insight not only within feasibility and pilot studies, but also within defini-

tive evaluation studies and scale-up implementation studies. Process evaluations

can examine how interventions are planned, delivered, and received by assessing

fidelity and quality of implementation, clarifying causal mechanisms and

identifying contextual factors associated with variation in outcomes (Craig et al.

2008). It is particularly important in multi-site studies, where the ‘same’ interven-

tion may be implemented and received in different ways (Datta and Petticrew

2013). The recognition that the MRC guidance elaborated poorly on guiding

process evaluation (Moore et al. 2014), resulted in to a separate MRC guidance

on the process evaluation of complex interventions (Moore et al. 2015). This

guidance provides key recommendations for planning, designing and conducting,

analysing, and reporting process evaluations. Figure 18.2 shows the functions of

process evaluation and relations among them as identified in the MRC guidance.
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Following the MRC guidance and the earlier work of Steckler et al. (2002), the

following subsections provide more details on the implementation, context, and

causal mechanisms of complex interventions as the main components of their

process evaluation. This is in accordance with an early case study of treating

integrated care as complex intervention, Bradley et al. (1999) who suggested

three levels of defining the intervention, including theory and evidence which

inform the intervention, tasks and processes involved in applying the theoretical

principles, and people with whom and context within which the intervention is

operationalized (Bradley et al. 1999).

18.5.1 Fidelity and Quality of Implementation

A complex intervention may be less effective as initially thought because of weak

or incomplete implementation (Boland et al. 2015). This is because they often go

through adaptations depending on the context, which might undermine intervention

fidelity. Standardizing all components of an intervention to be the same in different

sites would treat complex interventions as being simple interventions. According to

Hawe et al. (2004), the function and process of a complex intervention should be

standardized not the components themselves. This allows the intervention to be

tailored to local conditions and could improve effectiveness. Intervention integrity

would be defined as evidence of fit with the theory or principles of the hypothesized

change process. However, others may argue otherwise and propose the

standardization of the components, while allowing flexible operationalization of

these components based on the context.

Fig. 18.2 Elements and relations of process evaluation. Source: Moore et al. (2015)
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Hence, the first stage in process evaluation focuses on the fidelity (the extent to

which the intervention is delivered as intended), reach (whether an intervention is

received by all those it targeted), dose delivered (the amount or number of units of

intervention offered to participants, and dose received (the extent of participants’

active engagement in the scheme). Steckler and Linnan conceive of evaluating

intervention reach and dose, and participants’ responses to an intervention largely

in quantitative terms (Steckler et al. 2002). Reach and dose are commonly exam-

ined quantitatively using methods such as questionnaire surveys exploring

participants’ exposure to and satisfaction with an intervention. However, receipt

can also be seen in qualitative terms as exploring participants’ reports of an

intervention in their own terms. Qualitative research can be useful in examining

how participants perceive an intervention in unexpected ways which may not be

fully captured by researcher-developed quantitative constructs. Qualitative research

can also explore how providers or participants exert ‘agency’ (willed action) in

engaging with the intervention rather than merely receiving it passively.

At this stage of the process evaluation, the RE-AIM framework developed by

Glasgow et al. (1999) may be used to assess the reach, efficacy, adoption, imple-

mentation and maintenance of a complex intervention at individual and organiza-

tional level. This framework provides also specific metrics on each of these five

dimensions (Glasgow et al. 2006a) and has been used in the process evaluation of

many complex interventions including diabetes self-management interventions

(Glasgow et al. 2006b) and community-based interventions for people with demen-

tia (Altpeter et al. 2015).

18.5.2 Context

Context is a critical aspect of process evaluation. Although there is no consistent

definition, context refers to the social, political, and/or organizational setting in

which an intervention is implemented (Rychetnik et al. 2002). In broader terms, this

could include factors such as the needs of participants, the infrastructure within

which interventions will be delivered, the skills and attitudes of providers, and the

attitudes and cultural norms of potential participants. The context in which a

complex intervention is implemented usually influences the intervention’s imple-

mentation by supporting or hindering it (Steckler et al. 2002). For example, an

intervention may be delivered poorly in some areas, but well in others, because of

better provider capacity or more receptive community norms in some areas. Con-

text can be measured quantitatively in order to inform ‘moderator’ analyses but this

occurs rarely and inconsistently between studies (Bonell et al. 2012). Qualitative

research allows for a different understanding of the importance of context, for

example, examining how intervention providers or recipients describe the interac-

tion between their context and their own agency in explaining their actions (Oakley

et al. 2006).

Moreover, the context interacts with complex interventions and therefore

influences outcomes. The interaction of context and interventions has two major
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implications (Rychetnik et al. 2002). Firstly, it is likely to affect the transferability

of a complex intervention. Secondly, interactions greatly complicate attempts to

pool the results of different interventions. Distinguishing between components of

interventions that are highly context dependent (for example, a self-management

support programme) and those that may be less so (for example, wearable health

devices that support self-management) may be a way of scaling down these

implications. A process evaluation should therefore determine whether interactions

between the context and intervention have been sought, understood and explained.

Where such interactions seem to be strong, it may be preferred to explore and

explain their effects, rather than pooling the findings. To do this, a combination of

different qualitative methods, including interviews, focus groups, observations and

tick descriptions should be used. Qualitative research can also enrich the under-

standing of intervention effects and guide systematic reviews. Standards for

conducting qualitative investigations are widely available (Taylor et al. 2013).

18.5.3 Causal Mechanisms

Assessing an intervention’s mechanisms of effects involves assessing whether the

validity of the theory of change does indeed explain its operation. Such analysis can

explain why an intervention is found to be effective or ineffective within an

outcome evaluation. This might be critically important in refining an intervention

found to be ineffective or in understanding the potential generalizability of

interventions found to be effective. Quantitative data can be used to undertake

mediator analyses to assess whether intervention outputs or intermediate outcomes

appear to explain intervention effects on health outcomes (Rickles 2009). Qualita-

tive data can be used to examine such pathways and this is particularly useful when

the pathways in question have not been comprehensively examined using quantita-

tive data, as well as when pathways are too complex (e.g. using multiple steps or

feedback loops) to be assessed adequately using quantitative analyses. However,

such analyses can be challenging. First, quantitative analyses require evaluators to

have correctly anticipated what data is needed to examine causal pathways and to

have collected these. A second challenge involves using qualitative alongside

quantitative data to understand causal pathways. If qualitative data are analysed

in order to explain quantitative findings, this may introduce confirmation bias. This

may occur because the qualitative analysis will be used to confirm hypothesis of the

quantitative analysis and focus disproportionally less to alternative possibilities.

Furthermore, quantitative and qualitative methods originate from different research

paradigms. Qualitative research is inductive and generalizations are made from

particular circumstances making the external validity of the findings somewhat

uncertain.
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18.6 Formative and Summative Evaluation

In a formative evaluation, complex interventions are typically assessed during their

development or early implementation to provide information about how best to

revise and modify for improvement. For these purposes, a pilot study can be

designed to test that both the intervention and the evaluation can be implemented

as intended. If the pilot is successful and no changes are made then data from it can

be incorporated into the main study. Moreover, a feasibility study can be used to

indicate whether or not a definitive study is feasible and to examine important areas

of uncertainty such as possibility and willingness for randomization, response rates

to questionnaires collecting outcome data, or the standard deviation of the primary

outcome measure required for the sample size calculation.

In summative evaluation, complex interventions are assessed for their definitive

effectiveness and cost-effectiveness to support decisions-making of whether an

intervention should be adopted, continued, or modified for improvement. The key

statistical design issues alongside formative and summative evaluations of complex

interventions are related to the study design and outcomes (Lancaster et al. 2010).

18.6.1 Study Design

The MRC guidance advocates the adoption of an experimental study design when

evaluating complex interventions because it is the most robust method of

preventing selection bias (Craig et al. 2008). Experimental designs include

randomized controlled trials where individuals are randomly allocated to an inter-

vention or a control group. These trials are sometimes considered to be inapplicable

to complex interventions, but there are many flexible variants that can overcome

technical and ethical issues associated with randomization such as randomised

stepped wedge designs (Brown and Lilford 2006), preference trials (Brewin and

Bradley 1989) and randomised consent designs (Zelen 1979; Torgerson and Sibbald

1998), and N-of-1 designs (Guyatt et al. 1990). When there is a risk of contamina-

tion (i.e. the control group is affected by the intervention), cluster randomised trials,

in which groups of individuals (e.g. patients in a GP practice) are randomized

instead of single individuals, are preferred.

Realist-RCTs have also been suggested as adequate design in evaluating com-

plex intervention because they emphasize the understanding of the individual and

combined effects of intervention components and examination of change

mechanisms (Bonell et al. 2012). Realist-RCTs should be based on ‘logic models’

that define the components and mechanisms of specific interventions and combine

qualitative and quantitative research methods. However, Marchal et al. (2013)

objected the ‘realist’ nature of RCTs and proposed that the term ‘realist RCT’

should be replaced by ‘theory informed RCT’, which could include the use of logic

model and mediation analysis that are entirely consistent with a positivist philoso-

phy of science. Such an approach would be based on theory based impact

evaluations for complex interventions and would be aligned with the approach

18 Evaluating Complex Interventions 307



suggested in the MRC guidelines. Irrespective of the terminology, both studies

agree that experimental designs should be based on theories and incorporate

methods adequate to evaluate complex interventions.

If an experimental approach is not feasible, for example because the intervention

is irreversible, necessarily applies to the whole population, or because large-scale

implementation is already under way, non-experimental alternatives should be

considered. Quasi-experimental designs or natural experiments may be the best

alternatives when evaluating complex interventions because they involve the appli-

cation of experimental thinking to non-experimental situations. They widen the

range of interventions beyond those that are amendable to planned experimentation

and they encourage a rigorous approach to use observational data (Craig et al.

2012). Natural experiments are applicable when control groups are identifiable or

when groups are exposed to different levels of intervention. Regression adjustment

and propensity-score matching could reduce observed confounding between the

comparators while, difference-in-differences, instrumental variables, and regres-

sion discontinuity could reduce the unobserved confounding between the

comparators. A combination of these techniques is also possible in the evaluation

(Stuart et al. 2014).

The selection of the study design could be informed by primary studies, litera-

ture reviews, and qualitative studies (Lancaster et al. 2010) and decided based on

size and timing of the expected effects, the likelihood of the selection bias, the

feasibility and acceptability of randomization and the underlying costs (see Box

18.2).

Box 18.2 Choosing between randomised and non-randomised designs

Size and timing of effects: randomisation may be unnecessary if the effects of

the intervention are so large or immediate that confounding or underlying

trends are unlikely to explain differences in outcomes before and after

exposure. Randomization may be inappropriate if the changes are very

small, or take a very long time to appear. In these circumstances a

non-randomised design may be the only feasible option, in which case firm

conclusions about the impact of the intervention may be unattainable.

Likelihood of selection bias: randomisation is needed if exposure to the

intervention is likely to be associated with other factors that influence

outcomes. Post-hoc adjustment is a second-best solution, because it can

only deal with known and measured confounders and its efficiency is limited

by errors in the measurement of the confounding variables.

Feasibility and acceptability of experimentation: randomisation may be

impractical if the intervention is already in widespread use, or if key decisions

about how it will be implemented have already been taken, as is often the case

with policy changes and interventions whose impact on health is secondary to

their main purpose.

(continued)
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Box 18.2 (continued)

Cost: if an experimental study is feasible, and would provide more reliable

information than an observational study, you need then to consider whether

the additional cost would be justified by having better information.

Source: Craig et al. (2008)

18.6.2 Outcomes

Given the nature of complex interventions, an appraisal of evidence should deter-

mine whether the outcome variables cover the interests of all the important

stakeholders, not just those who conduct or appraise evaluative research. Important

stakeholders include those with responsibility for implementation decisions as well

as those affected by the intervention. Identification of the appropriate range of

outcomes that should be included in a formative/summative evaluation requires a

priori agreement about the relevant outcomes of an intervention from important

stakeholders’ perspectives, including agreement on the types of evidence deemed to

be adequate to reach a conclusion on the value of an intervention, and the questions

to be asked in evaluating the intervention (Rychetnik et al. 2002).

Outcomes can be measured using qualitative and quantitative research methods.

Qualitative studies can also be used as a preliminary to a quantitative study to

establish for example meaningful wording for a questionnaire. The selection of the

outcome measures can be based on recommendations and evidence form the

literature as well as practical issues in collecting or gathering the necessary data.

The outcomes measures should extent over different dimensions (for example

dimensions of quality of life), time scales (for example short, medium and long

term) and levels (for example, patient, organizational and local). For this reason,

there is need for a multi-criteria form of assessment which acknowledges the

multiple objectives of many complex interventions (Datta and Petticrew 2013).

Costs should be included in an evaluation to make the results far more useful for

decision-makers. Ideally, economic considerations should be taken fully into

account in the design of the evaluation, to ensure that the cost of the study is

justified by the potential benefit of the evidence it will generate, appropriate

outcomes are measured, and the study has enough power to detect economically

important differences.

18.7 Reporting and Reviewing Evaluation Results

It is of crucial importance to provide detailed reporting of the results from the

process, formative and summative evaluations for several reasons. First, informa-

tion on the design, development and delivery of interventions as well as its context

is required to overcome the challenges of evaluating complex interventions (Datta
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and Petticrew 2013) and enable the transferability of the interventions to other

settings (Rychetnik et al. 2002). Second, well reported outcomes, knowledge of

factors that influence the intervention’s sustainability and dissemination, and infor-

mation on the characteristics of people for whom the intervention was effective or

less effective supports evidence based decision-making and practice. Third, poor

reporting limits the ability to replicate interventions and synthesize evidence in

systematic reviews.

The availability of such information from an evaluation study is a marker of the

quality of evidence on a complex intervention. High quality evidence should refer

to evaluative research that was matched to the stage of development of the inter-

vention; was able to detect important intervention effects; provided adequate

process measures and contextual information, which are required for interpreting

the findings; and addressed the needs of important stakeholders (Rychetnik et al.

2002).

Several instruments have been developed and reported in the literature to

systematize the reporting of evaluation studies of complex interventions. Some of

them are mentioned in the MRC guidance for developing and evaluating complex

interventions (Craig et al. 2008) and included generic statements (i.e. not specifi-

cally applicable to complex interventions) such as the CONSORT statement for

reporting clinical trials (Moher et al. 2010) and the STROBE statement for obser-

vational studies (von Elm et al. 2007). Extended versions of the CONSORT

statement for cluster randomised trials (Campbell et al. 2012), pragmatic trial

(Zwarenstein et al. 2008) and complex social and psychological interventions

have been issued (Montgomery et al. 2013a). Similar, the Criteria for reporting

the Development and Evaluation of Complex Interventions in healthcare

(CReDECI 2) is a checklist based on the CONSORT statement and EQUATOR

network to report 17 items related to the development, feasibility and piloting, and

evaluation of complex interventions (Mohler et al. 2015).

Authors of systematic reviews are increasingly being asked to integrate

assessments of the complexity of interventions into their reviews. The challenges

involved are well recognized (Shepperd et al. 2009). Some studies attempted to

contribute in overcoming these challenges by systematically classifying and

describing complex interventions for a specific medical area (Lamb et al. 2011).

A more comprehensive attempt towards that direction was the Oxford Implemen-

tation Index. This tool was developed to incorporate information in systematic

literature reviews and meta-analyses about the intervention characteristics with

regards to their design, delivery and uptake as well as information about the

contextual factors (Montgomery et al. 2013b). Furthermore, the Cochrane collabo-

ration has published a series of methodological articles on how to consider com-

plexity of interventions in systematic reviews (Anderson et al. 2013).
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Economic Evaluation of Integrated Care 19
Apostolos Tsiachristas and Maureen P.M.H. Rutten-van M€olken

19.1 Need for Economic Evaluation of Integrated Care

Health economists are increasingly interested in integrated care for chronic dis-

eases. This is because the rapidly increasing prevalence of chronic diseases reduces

population’s health, increases the demand for health and social care (WHO 2011)

and has macroeconomic consequences for consumption, capital accumulation,

labour productivity and labour supply (Busse et al. 2010). Health economists

support healthcare decision makers with evidence in finding an adequate response

to these challenges by investigating the efficiency of health care interventions,

studying their financing mechanisms, and advocating the efficient allocation of

scarce resources. The findings of health economics support decision-makers to

define the right mixture of health technologies to maximise the health and well-

being of society as well as to meet the preferences and needs of patients.

One of these responses is the provision of integrated care, which refers to ini-

tiatives that seek to improve outcomes for those with (complex) chronic health

problems and needs by overcoming issues of fragmentation through linkage or

coordination of services of different providers along the continuum of care (Nolte

and Pitchforth 2014). It puts the patients and their individual needs and preferences

in the centre and organizes care around them. Integrated care is seen as a promising
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means to increase productive efficiency in care for people with chronic conditions

(Epping-Jordan et al. 2004). According to the triple aim framework, as advocated

by the Institute for Healthcare Improvement, integrated care aims to (1) improve

population health, (2) improve patient experience with care, and (3) reduce costs

(Berwick et al. 2008).

Economic evaluation in integrated care is still in its early years, facing several

difficulties. Difficulties come from the fact that integrated care is a complex pack-

age of interventions with varying definition, composition, and application, which

deviates substantially from simple technologies and health care interventions that

are traditionally subject to health economic analysis. However, the urge for a

wider implementation of integrated care to address the needs of people with chronic

diseases and improve efficiency calls for more evidence-based decision-making

based on thorough economic evaluations. The existing evidence about the eco-

nomic impact of integrated care available in the thin scientific literature is incon-

clusive (Nolte and Pitchforth 2014). The main reasons are the great variation in

interventions, and the relatively weak methodological approaches to evaluate inte-

grated care (Conklin et al. 2013). Many studies have called for more reliable and

replicable economic evaluation of integrated care (Nolte et al. 2014) and recognised

that current evaluative frameworks may not be sufficient to address complex inter-

ventions (Payne et al. 2013), because these interventions require a wider range of

costs to be included and their outcomes extend beyond Quality Adjusted Life Years

(QALYs). Therefore, a modified framework with extended costing methods and

outcome metrics that include the non-health benefits of integrated care may be

needed.

19.2 Current Economic Evaluation Frameworks

The foundations of economic evaluation in health care lay in welfare economics, an

area which is concerned with the analysis of conditions under which policies may

be said to have improved societal wellbeing relative to alternative courses of action.

Thus, economic evaluations should be comparative in nature, societal in scope and

concerned with the resulting wellbeing of the individuals involved. In addition,

economists have a preference for quantitative techniques and scientifically robust

study designs that produce unbiased estimated of costs and effects.

Economic evaluations of health interventions have been defined as “the compar-

ative analysis of alternative courses of action in terms of both their costs and their

consequences” (Drummond et al. 2005). All economic evaluations assess costs, but

approaches to measuring and valuing the consequences of health care interventions

differ (see Box 19.1). Economic evaluations often rely on mathematical modelling

to synthesize information from different sources, compare different treatment

comparisons that have not been compared head to head empirically, and extrapolate

the time horizon of the analyses beyond the time horizon of empirical studies

(Husereau et al. 2013). Economic evaluations are important because resources

(i.e. people, time, facilities, equipment and knowledge) are scarce.
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Box 19.1 Forms of economic evaluation

Specific forms of analysis reflect different approaches to evaluating the con-

sequences of health interventions.

Cost-consequences analyses (CCA) examine costs and consequences,

without attempting to isolate a single consequence or aggregate consequences

into a single measure.

Cost minimization analysis (CMA) compare costs only as the conse-

quences are demonstrated to be equal.

Cost-effectiveness analysis (CEA) describes consequences in natural units,

such as clinical cases detected, or life-years (LYs) gained.

Cost-utility analysis (CUA) measures consequences in terms of

preference-based measures of health, such as disability adjusted life years

(DALYs) or quality-adjusted life-years (QALYs).

Cost-benefit analysis (CBA) describes consequences in monetary units.

Although analysts may choose to use one or more forms of these analyses

in their study, they should be aware that each form of analysis might have

unique advantages or disadvantages for decision making.

The terms “cost-effectiveness”, “cost-benefit” “economic evaluation” are

often used interchangeably and, therefore, the term “economic evaluation” is

preferred to avoid confusion.

Adapted from Drummond et al. (2005) and Husereau et al. (2013)

They allow those charged with managing resources to either anticipate the

potential impact or measure the real impact of any change to the delivery of health

care. In the context of health research, they can aid researchers in demonstrating the

potential or real economic impact on the health system of a new intervention that

can in turn promote its uptake and adoption. For example, one review of telemedi-

cine applications suggested “The absence of a cohesive body of rigorous economic

evaluation studies is a key obstacle to the widespread adoption, proliferation, and

funding of telemedicine programs” (Davalos et al. 2009). However, the need to

make decisions based on economic evaluations may extend beyond the health

system. The effects of public health interventions, for example, may extend into

the justice and education systems and require different forms of analysis used in

those sectors (e.g., such as cost benefit analysis). Similarly, the effects of integrated

care may extend into the informal care sector and the welfare sector. Economic

evaluations may be also useful for private sector developers of technology, who

must make research and development decisions based on an assumed return on

investment (Ijzerman and Steuten 2011). Health system researchers may have to

consider the various private and public sector actors that will use an eco-

nomic evaluation for future decision-making.

There are several handbooks describing the methods of economic evaluation

(Drummond et al. 2005; Gray et al. 2011) and some of them focus on how to

perform economic evaluation methods in complex interventions, mainly public
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health interventions (Parkin et al. 2015; Griffin et al. 2009). Several methodological

challenges in the economic evaluation of public health intervention are discussed in

the literature (Weatherly et al. 2009; Edwards et al. 2013; Goldie et al. 2006).

However, researchers that perform economic evaluation of integrated care may face

different challenges than evaluators of public health interventions and may need

different solutions to overcome them.

19.3 Challenges and Recommendations in Economic
Evaluation of Integrated Care

Integrated care, as being a complex intervention, requires complex economic eval-

uation (Byford and Sefton 2003). Therefore, current economic evaluation methods

may need to be adjusted or extended to address the challenges in performing

economic evaluation of integrated care (Shiell et al. 2008). To do this methodo-

logical challenges in the economic evaluation of integrated care should be thor-

oughly identified and supplemented with recommendations to overcome them.

A description of such challenges and recommendations is presented in the

next sections.

19.3.1 Defining the Intervention

For an intervention to be appropriately costed and evaluated, it should be accurately

and comprehensively described (Drummond et al. 2005). This definition should

include information on the setting where the intervention is delivered, the target

population, the time frame, the intervention components, the actors involved, the

frequency and duration of intervention delivery and the extent of coverage of the

target population. For a package of care interventions such as integrated care, the

details of the components and the relative intensities of their implementation often

vary with every implementation site. That is because such an intervention needs to

be tailored to the specific context in which it is implemented. Moreover, at one

particular site, the interventions do not remain constant but are often continuously

improved as more experience is gained. Contextual characteristics of intervention

and/or control settings are also rarely static (Barasa and English 2011). Therefore,

economic evaluation of integrated care should be accompanied with a process eval-

uation as described in Chap. 18.

19.3.2 Comparator

Economic evaluation is a comparative analysis. Even if it is not possible to identify

control groups, the relative efficiency of integrated care still needs to be assessed.

In general, comparators used in economic evaluations frequently include active

comparators such as current practice, best available alternative, or alternative levels
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of treatment intensity, different variations of similar programs etc. Identifying an

appropriate comparator for integrated care is challenging. Standard practice, fre-

quently called “usual care”, is often an appropriate control but it can be at least as

complex as the intervention being evaluated and may change over time by national

or regional policy reforms that stimulate the evolution of usual care for an indi-

vidual with one or more chronic diseases towards integrated care. As a result, usual

care may have become a low intensity integrated care. Comparing integrated care

models that differ in terms of their intensity or comprehensiveness may be a good

alternative when appropriate control groups without integrated care are difficult to

identify (Tsiachristas et al. 2014a, 2015). However, the room for improvement

when comparing a more intense or comprehensive programme with a less intense or

comprehensive alternative may be reduced. Summarizing, the competing alter-

natives to be considered in an economic evaluation include: (a) integrated care

(complex intervention) to simple interventions delivered in current clinical prac-

tice, (b) integrated care to usual care (considered also as complex intervention),

(c) various components of integrated care to each other or the sequence in which

they were introduced, or (d) all the above. Although, it is not straightforward which

pair of competing alternatives to choose and each option has pros and cons, eval-

uation guidelines suggest that the evaluation of a complex health intervention is

accompanied by a detailed description of the components rather than disentangling

the effects of the individual components (Craig et al. 2008; NICE 2007). Arguably,

the interdependence of the interventions creates synergy effects. As a result the total

cost-effectiveness of integrated care is not a linear summation of the partial cost-

effectiveness of the interventions provided. For example, a thorough diagnostic

assessment, which is not followed by a mutually agreed treatment package based on

a patient’s personal goals is unlikely to be of benefit to the patient (Bodenheimer

and Handley 2009). However, the benefits of the latter are likely to be greater when

based on a broad assessment of impairments, symptoms, functional limitations,

disease perceptions, health behaviour and quality of life.

19.3.3 Study Design

For economic evaluations that are conducted alongside clinical studies, the clinical

study design is an important issue. Most evaluation studies of integrated care are

observational studies and very often lack a control group (Conklin et al. 2013).

Besides the difficulty of creating an appropriate control group, other reasons for

adopting an observational design include financial considerations, difficulties in

identifying suitable participants, concerns about the generalizability of the results,

and ethical considerations (Conklin and Nolte 2010). However, observational

studies raise major concerns about the potential sources of bias and confounding

factors that may jeopardize attribution of effect (or causality). Experimental designs

such as randomised clinical trials (RCTs) are considered as the most robust designs

to infer causality. Since integrated care includes interventions on organizational
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level and the risk of contamination (i.e. the control group is affected by the inter-

vention) is high, cluster-RCTs could be considered as an adequate study design. In a

stepped-wedge randomized trial the order in which the clusters receive the inter-

vention is randomized, so that at the end of the entire time period all sites have

received (Hussey and Hughes 2007). Even in those cases, experimental designs

may face similar problems as observational studies in inferring causality when

evaluating complex interventions such as integrated care. This is due to hidden

differences in the context with which the treatment and control groups and periods

interact that may critically affect the results (Rickles 2009). Standardization of

interventions would be a solution to replicate the results in other settings but in the

case of integrated care, it would preclude its adaptability to the local context and

would treat it as a simple intervention (Hawe et al. 2004). Moreover, it is recognised

that health interventions that are observed to be efficacious and cost-effective in the

context of highly structured randomized trials may not be effective or cost-effective

once they are made available in practice, under less controlled conditions

(Boaz et al. 2011).

Quasi-experimental designs or natural experiments may be an alternative when

evaluating integrated care because they involve the application of experimental

thinking to non-experimental situations. They widen the range of interventions

beyond those that are amendable to planned experimentation and they encourage

a rigorous approach to use observational data (Craig et al. 2012). Natural experi-

ments are applicable when control groups are identifiable and when groups are

exposed to different levels of intervention. Natural experiments using regression

adjustment and propensity-score matching could reduce observed confounding

between the comparators while, difference-in-differences, instrumental variables,

and regression discontinuity could reduce the unobserved confounding between the

comparators (Craig et al. 2012). A combination of these techniques is also possi-

ble in the evaluation (Stuart et al. 2014). Figure 19.1 provides an overview of

study designs to be considered in the evaluation depending on the availability of a

control group and degree of experimenting.

Data availability and quality is another important factor to be considered when

choosing a study design. Routine data from electronic medical records, existing

patient registries, and payers might be of good quality and comprehensiveness but it

can be costly or time consuming to access it and lengthy procedures involving

‘trusted third parties’ may be needed to merge data from different sources as confi-

dentiality should be secured. In addition researchers have lack of control of the type

of outcome measures included in the routinely collected data. In the absence or

inadequacy of routine data, survey data could be used in the economic evaluation.

However, the quality of survey data depends on the validity of the questionnaire,

the response rate, the amount of missing observations, and data comprehensiveness

(consider that lengthy surveys with many measures lead to low response rates).

Ideally, routine data would be combined with survey data in the evaluation of inte-

grated care and would be interpreted with the support of data collected from

qualitative research. However, a complete economic evaluation based on differ-

ent data sources requires substantial financial and human resources. Even when
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resources are not an issue, lack of evaluation culture, and reluctance of payers or

providers to engage in evaluation might challenge the evaluation of integrated care

(Knai et al. 2013).

19.3.4 Evaluation Period

Most economic evaluation guidelines issued by health technology assessment

agencies worldwide suggest to adopt a lifetime horizon in economic evaluation of

medical innovations (Mathes et al. 2013). However, most evaluation studies of

integrated care had an evaluation period of a year and some were extended up to

3 years (Conklin et al. 2013). This short to medium-term evaluation period may fail

to capture the full effect of integrated care. This is because it takes at least 3–5 years

for health management initiatives to identify “true” programme effectiveness due to

lags in full implementation (Serxner et al. 2006). This may not even be long enough

to study the effects of the preventive interventions in the integrated care package.

However, adopting a follow-up period longer than 5 years would be problematic in

attributing effects to integrated care because in the long-term, the intervention and

eventually control groups are contaminated with other interventions and health

policy reforms (Steuten et al. 2006b). Common sense would suggest to consider the

start and end points of integrated care to determine an adequate evaluation period

but none of these points is clear-cut in integrated care. An exact baseline measure-

ment for evaluation is often hard to determine because the preparation and devel-

opment of some integrated care interventions may have occurred way before that

point. Failing to capture these efforts would underestimate the development costs of

Fig. 19.1 Study designs by type and level of allocation. Source: Adapted from a series of RAND

reports (Mattke et al. 2006; Conklin and Nolte 2010; Nolte et al. 2012)
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integrated care (Tsiachristas et al. 2014b). Determining the end point of integrated

care is challenging as well. Integrated care interventions may be delivered one-off

(e.g. eight sessions of self-management support), repeatedly or continuously in case

of a permanent change in the way care is delivered (e.g. monitoring of high risk

patients, establishment of multi-disciplinary teams, and development of integrated

ICT system). Thus, the (partial) effects of integrated care are expected to be

recurrent in time.

One way to extend the evaluation period is to set up a continuous monitoring

system that tracks a core set of outcomes over time, not as part of the research but as

part of routine practice. This can guide managers, healthcare providers, and payers,

and may even be used to motivate patients when they have access to their own

outcome data via patient portals. The challenge is to choose this core set and to

adequately adjust for differences in case-mix when these data are used to compare

groups.

19.3.5 Outcome Measures

Integrated care, as being a complex intervention, impacts many outcomes on

different levels. These outcomes could be categorised in process indicators of the

organization and delivery of care, patient’s satisfaction with care, access to care,

informal caregivers’ satisfaction and quality of life, patients’ lifestyle and risk

factors, patients’ ability to self-manage and cope with disease, clinical outcomes,

functional status, quality of life, wellbeing, and mortality (Nolte and Pitchforth

2014; Tsiachristas et al. 2013a; Steuten et al. 2006a). These outcomes encompass

the argument of Huber et al. (2011), that health should be defined more dynamically

and more positively, based on the resilience or capacity to cope and maintain and

restore one’s integrity, equilibrium, and sense of wellbeing (Huber et al. 2011), as

well as the capabilities approach of Amartya Sen including ‘empowerment’ which

can be viewed as a type of capability that measures the ‘ability of a person to

function’ (Coast et al. 2008a, b). Even advocates of QALYs as outcomes to support

decision-making would argue that all of these outcomes cannot be captured in a

single unit of measurement. Moreover, literature suggests that the QALY may not

be relevant for decision-making at the level of provider organisations and insurers,

when decisions to include an intervention in the benefit package at national or

regional level have already been made (Kind et al. 2009). In that case, the decision

that needs to be taken is not whether to fund integrated care but which type of

programme should be provided, to whom and how in day-to-day practice. Thus, a

QALY is not a relevant measurement to be used in clinical decision support

systems, which are primarily informed by changes in clinical outcomes, health

risk factors, care processes, and behaviour. To fully understand the impact of

integrated care, multiple outcome measures, measured at multiple levels

(e.g. patient, GP practice, and community) and eventually from different per-

spectives (e.g. providers and patient) should be employed to assess whether the

triple aim of integrated care has been reached.
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Some of these outcome measures could be used to inform performance indi-

cators to facilitate the provision of financial incentives for integrating care. This

would go beyond the performance indicators currently used in pay-for-performance

schemes (e.g. in England (Downing et al. 2007)) by informing integrated care

specific indicators and group specific indicators (e.g. disadvantaged people or

people with multi-morbidity). Examples of such measures have been issued by

WHO and include for example care planning and coordination, shared decision

making, and medication review in older adults (WHO 2015). Looking at the care

continuum, performance indicators could be assigned with different importance in

time. For example indicators of physical improvements may be more important in

the short term and indicators of psychological and social improvements in the long

term for a patient who had a stroke. Furthermore, absolute and relative performance

indicators could be combined to stimulate high-performing providers to maintain

their performance levels and motivate low-performing providers to achieve rela-

tively high performance (Tsiachristas 2015; van Herck et al. 2011).

19.3.6 Measurement and Valuation of Costs

Similar to outcomes, integrated care also impacts a broad range of costs, inside and

outside the health care system. As a result, the societal perspective (i.e. considering

all costs at societal level) is preferred to the narrower health care perspective when

estimating the costs of integrated care. A full societal perspective would include the

impact of integrated care on all sectors of the society (e.g. social care, workforce,

education, security and justice). However, such a perspective would demand

complex, time-consuming, and costly data collection and cost calculation. Thus,

health economists may want to restrict the societal perspective to include only those

societal costs that are expected to be most impacted by the integrated care

programme under evaluation. For example, costs in the education and justice

sectors might be relevant for inclusion in an economic evaluation of integrated

care programmes for adolescents with mental conditions but not for a programme

targeting adults with diabetes. Costs of informal care are commonly important to

include in an economic evaluation of integrated care for frail elderly or individuals

with severe or multiple conditions that require a lot of support. Furthermore,

integrate care programmes require substantial development costs (including but

not limited to training costs, ICT costs, and costs of redesigning the care delivery

process) and implementation and operating costs (such as multidisciplinary team

meetings, the costs of coordination between care-givers, the costs of monitoring

and feedback). These costs are commonly carried by the organization that

implements the programme and should be included in the economic evaluation.

A “minimum” set of cost categories relevant in the evaluation of integrated care

may include (Vondeling 2004; Tsiachristas et al. 2013a): (1) the development costs

of integrated care, (2) the implementation costs of integrated care, including

process oriented costs, (3) the costs of health and social care utilization (including

long-term care), (4) the costs borne by the patient (and the informal caregiver),
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such as home adaptations, specific diets, particular assistive devices, travelling to

receive care, and (5) the costs of productivity loss due to absence from paid work or

reduced productivity while at work. But again, the selection or relevant cost cate-

gories depends on the context. For example, if an already developed integrated care

programme was implemented in another setting, then the development costs would

not be relevant for inclusion in the analysis.

Development and implementation costs of integrated care could be collected via

surveys or interviews with managers or financial controllers of integrated care

programmes. A study systematically collected these costs by using a template

based on the CostIt instrument of the World Health Organisation (WHO)

(Tsiachristas et al. 2014b; Johns et al. 2003). This study could provide inspiration

on how to treat overhead and capital costs as well as how to amortize development

costs of integrated care.

Measuring and valuing the various cost categories could follow current practices

and guidelines in health economic literature. The costs of health and social care

utilization could be measured retrospectively by standardised questionnaires like

the Client Service Receipt Inventory (CSRI) (Beecham and Knapp 1992) or based

on routine or claims data. The CSRI also includes questions for residential care,

criminal justice service and state benefits. Patient travelling costs and productivity

costs could also be collected via standardized surveys (Bouwmans et al. 2015).

Information to calculate costs of informal care could be collected with the IMTA

Valuation of Informal Care Questionnaire (iVICQ) (Hoefman et al. 2011). Devel-

oping and applying questionnaires to measure resource use customized to a study

would be an alternative for using existing questionnaires but this would require

additional research time to validate them (Thorn et al. 2013). Unit costs could be

gathered similar to traditional economic evaluations (Gray et al. 2011). When

national average unit cost prices are not available or not precise enough, activity-

based costing may be a useful alternative in estimating service costs of integrated

care (Paulus et al. 2002, 2008). However, this approach is very costly and in

many cases impractical to be performed in large scale economic evaluations

(Mogyorosy and Smith 2005).

19.3.7 Broader Economic Evaluation

Considering the broad range of health and non-health outcomes for inclusion in the

evaluation of integrated care, the adoption of cost-benefit analysis (CBA)—in

which all benefits are expressed in monetary terms- and cost-effectiveness analysis

(CEA)—in which the effects are measured in natural units (e.g. life years gained)—

is precluded because these methods have a single measure of outcome (Gray et al.

2011; Drummond et al. 2005). Even if all outcomes of integrated care could be

expressed in monetary terms and included in CBA (Evers 2010), it would be very

time-consuming and costly to do so and the objections against assigning monetary

values to health would still remain (Coast et al. 2008b). Performing a cost-utility

analysis (CUA), which is the most widely used evaluation method and believed to
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have a comprehensive outcome measure, might be problematic in the case of

integrated care because as mentioned earlier, a QALY does not capture the

non-health benefits of integrated care (e.g. patient satisfaction with the process of

care delivery). Therefore, a cost-consequence analysis (CCA) seems an adequate

alternative because it presents a range of outcomes alongside costs. CCA probably

fits better with real-world decision-making, in which decisions are made based on

other criteria besides cost-effectiveness but it does not support a systematic ranking

of alternative interventions based on their cost-effectiveness (Baltussen and

Niessen 2006). Multi-Criteria Decision Analysis (MCDA) could overcome this

limitation of CCA by supporting a systematic comparison of different alternatives

based on their performance on various pre-specified criteria (i.e. a range of

outcomes and costs) (Baltussen and Niessen 2006). In this process, different criteria

are weighted according to their relative importance to the decision by different

stakeholders, including patients, allowing an aggregation of the performance on

multiple criteria into an overall composite score. Hence, MCDA is a sophisticated

method for comparing complex interventions, such as different types of integrated

care programs, incorporating all relevant categories of outcomes and costs

(Goetghebeur et al. 2012; Bots and Hulshof 2000).

A framework to evaluate integrated care based on MCDA is reported in the

literature (Tsiachristas et al. 2013a). The challenge for performing MCDA in this

context is to determine a set of criteria relevant for decision-making and assign

weights based on the preferences of stakeholders in integrated care. Whether the

new composite measure that results from a MCDA can include other criteria than

health and non-health benefits (e.g. costs) is debated (Baltussen 2015; Claxton

2015). If the new composite measure only includes benefits, then a new incremental

cost-effectiveness ratio (ICER) threshold value for one unit of additional benefit on

this composite measure may need to be determined to support reimbursement

decisions. However, MCDA may also be used alongside and as a supplement to

the existing deliberate process, serving to structure the discussions and feed back to

decision makers the weights implicit in their decisions (Thokala et al. 2016). This

may particularly apply when other criteria than benefits are included in the com-

posite measure. Inter-sectoral costs and consequences may also be addressed by

combining CCA and MCDA (Weatherly et al. 2009).

19.3.8 Determinants of Cost-Effectiveness

Whether a particular intervention is cost-effective depends on key contextual

variables involving place and time. Sculpher et al. (2004) identified 26 such factors

that may cause variability in cost-effectiveness across locations, including case

mix, culture/attitudes, demography, and health professional’s skillsets and experi-

ence. Welte et al. (2004) offer a similar list of 14 “transferability factors” to be

considered when transferring economic evaluation results across country contexts.

In some instances, interventions that are found to be presently cost-effective or

cost-saving in a particular setting may not remain so if expanded or delivered under
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different circumstances. The “transferability” of economic evaluation results is

highly challenging when integrated care is regarded because it interacts with the

context in which it is provided. Thus, standardizing reporting of methods and

results is necessary (see respective subsection below for further details).

Similar to many complex interventions, the cost-effectiveness of integrated care

also depends on the provided interventions and their combination. There is evi-

dence about the (cost-) effectiveness of most interventions included in integrated

care (Tsai et al. 2005; Ouwens et al. 2005; Zwar et al. 2006; Weingarten et al. 2002;

WHO 2015b). However, theoretical and conceptual studies on integrated care

strongly suggest that the value of integrated care is in the combination of

interventions. This is because integrated care “is not a discrete and immediately

replicable intervention and its elements should be treated as a totality” (Coleman

et al. 2009). Ham (2010) argues that the tenth characteristic of a high performing

chronic care system is the link between individual interventions that transforms

them into a coherent whole and has an additional effect (Ham 2010). It is unclear

whether this effect of combining different interventions is additive or multiplicative

but it surely is the synergy and interaction between interventions that contributes to

the overall effect. Therefore, the evaluation of integrated care should be undertaken

at an aggregated level (Hawe et al. 2004). Moreover, the complexity of integrated

care in terms of intervention intensity (Nolte et al. 2012) and comprehensiveness

(Tsiachristas et al. 2015) as well as its uptake and successful implementation

(Boland et al. 2015) may impact outcomes and costs. Especially the development

and implementation costs would increase with complexity (Tsiachristas et al.

2014b). The target population is another determinant of integrated care cost-

effectiveness (Tsiachristas et al. 2014a). This may largely be explained by the

fact that integrated care involves behavioural aspects. Literature shows that

behaviour interventions are highly cost-effective but not for everyone (McDaid

et al. 2014). This notion is also shared by the National Institute for Health and Care

Excellence (NICE) in England where thorough subgroup analysis is recommended

when evaluating behavioural change interventions (NICE 2007). Finally, the exis-

tence of economies of scale and economies of scope may influence development

and implementation costs of integrated care and therefore its cost-effectiveness

(Tsiachristas et al. 2014b).

19.3.9 Policy Evaluation and Implementation Analysis

The implementation of integrated care in many countries was supported by new

forms of financing and payments (Nolte et al. 2014; Tsiachristas et al. 2013b; Busse

and Mays 2008). This is because adequate funding and payment systems with

financial incentives that steer behaviour towards collaboration between profes-

sionals are prerequisites for the successful implementation of integrated care

(Busse et al. 2010; Scheller-Kreinsen et al. 2009). Examples include the reduction

in co-payments for patients participating in disease management programmes in

France, the performance based payment system in England that stimulates GP
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adherence to clinical guidelines, the bundled payment in The Netherlands where

care groups receive a single annual payment for a patient to cover the (mostly

primary) care for a particular chronic disease. Positive evidence from the imple-

mentation of such financial incentives and payment schemes is reported in the

literature (Eijkenaar et al. 2013; Song et al. 2014; Rosenthal et al. 2004; de Bakker

et al. 2012; Tsiachristas et al. 2016).

These incentives may either be considered as behavioural interventions that are

part of an integrated care programme or they may be seen as part of the local con-

text with which the integrated care programme interacts. In the former case, a broad

policy evaluation may accommodate the implementation of integrated care and

accompanying payment reforms simultaneously. In the latter case, payment

reforms could be seen as strategies to successfully implement integrated care. As

a result, the application of Value of Implementation analysis (Hoomans et al. 2009;

Mason et al. 2001) may be employed to provide the overall cost-effectiveness of

implementing integrated care with the support of financial incentives. However, it

would be hard to disentangle the impact of the payment reform from the effect of

the care reform on health care expenditure and care quality.

19.3.10 Standardised Reporting

Reporting of methods and results should be systematised to allow traceability and

transferability of the health economic evidence in integrated care. A thorough

description of the interventions provided as part of integrated care, and eventually

in the control group, including their timing and intensity and the involved providers

should provide a clear understanding of “what” was evaluated. The methods

employed and the assumptions made in the economic evaluation should also be

clearly stated regarding the “how” was it evaluated and the results of subgroup

analysis should highlight “for whom” it was cost-effective. Existing statements

such as the CHEERS statement (Husereau et al. 2013), the STROBE statement for

observational studies (von Elm et al. 2007), and the disease management quality

assessment instrument developed by Steuten et al. (2004) could be used to stan-

dardize reporting. Including a periodic evaluation and detailed documentation of

the provided interventions (including the control group, if available) in the stream

of integrated care interventions, could provide meaningful information about the

full and sustainable cost-effectiveness of integrated care.

19.4 Conclusion

The complexity of integrated care and the substantial resources needed to collect

reliable data appears to have challenged health economists to evaluate the cost-

effectiveness of integrated care to date. Economic evaluations published in health

economic journals mostly focus on single elements of integrated care (Gandjour

2010; Scott et al. 2009; Cuellar and Gertler 2006; Dusheiko et al. 2011;

19 Economic Evaluation of Integrated Care 327



McCullough and Snir 2010). There is need for that to change and health economists

to understand the peculiarities of integrated care as intervention under evaluation.

On the health services research side, health economists were not involved in many

evaluation studies so far, which presumably resulted in low quality evidence on

cost-effectiveness. Economic evaluations are frequently piggy back tailed in the

effectiveness evaluation of integrated care but this needs to be changed because

there is a clear need for better understanding and communication between health

economists, researchers from other disciplines, clinicians, payers and decision-

makers during the set-up of an evaluation study.
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Claims Data for Evaluation 20
Enno Swart

20.1 Background

Integrated care aims at reorganizing and/or continuously enhancing care structures

and processes to improve patient-related outcomes and economic results in standard

every-day care. It also aims to boost patients’ and care providers’ satisfaction with

and acceptance of medical care. The question is therefore to what extent we may

use data generated in standard care when it comes to evaluating integrated care.

Contrary to traditional clinical research which relies on randomized studies to

explore the efficiency of new approaches in therapy in a standardized defined

clinical setting with typically closely defined inclusion and exclusion criteria of

study participants, claims data offers opportunities for a higher external validity

(often at the expense of a lower internal validity) without narrowing down the

patients involved in advance.

This paper will examine if claims data generated in standard medical care is

suitable for evaluating integrated care. To do so, we need to describe the structure

and contents of relevant data and explain its advantages as well as the methodolog-

ical challenges of using such data for evaluation research. Selected short examples

will illustrate how to use the data and the conclusions drawn from the results for

practical application. This paper ends with a description of the potential of the data

in addition to approaches pursued in clinical research. In order to do so we will

examine to what extent the conclusions drawn for Germany can be applied to other

countries based on a number of examples.

E. Swart (*)

Medical Faculty, Institute für Social Medicine and Health Economics (ISMHE),

Otto-von-Guericke-University Magdeburg, Magdeburg, Germany

e-mail: enno.swart@med.ovgu.de

# Springer International Publishing AG 2017

V. Amelung et al. (eds.), Handbook Integrated Care,
DOI 10.1007/978-3-319-56103-5_20

333

mailto:enno.swart@med.ovgu.de


20.2 Claims Data

In 2014, approximately 70 million people, i.e. about 85% of the German popula-

tion, had statutory health insurance. Civil servants, members of the police and

armed forces, freelancers and self-employed people are not required to have

statutory health insurance. They must or can take out private health insurance.

Employees subject to statutory health insurance whose income exceeds the income

threshold have the right to opt for either statutory or private health insurance.

Family members (spouses that do not work and children) are covered by the

insurance plan (family insurance) of the income earner (Bormann and Swart 2014).

A catalog binding for all currently existing 110-plus statutory health insurers

(as of spring 2017) lists the mandatory services covered by statutory health insur-

ance plans. It comprises medical, dental and psychotherapeutic services provided in

inpatient and outpatient care (including prevention measures such as vaccinations

or screening), drug prescriptions and prescriptions of remedies and medical aids

(e.g., physical therapy and ergotherapy or wheelchairs, optical aids) as well as

medical rehabilitation if not covered by other social welfare services (e.g., the

statutory pension insurance fund) and expenses for sick pay for people with a long-

term work incapacity. The services mentioned make up about 90% of the total

expenditure of more than €200 billion (2015; see www.gkv-spitzenverband.de).

Services are provided as non-cash benefits. That means that the statutory health

insurers or self-governing bodies directly or indirectly pay doctors and non-medical

service providers for their services. Insured people only pay for services not listed

in the statutory health insurance service catalog or for over-the-counter drugs. This

does not apply to limited contributions paid by the insurant for drug prescriptions

and prescriptions of remedies and medical aids, dental prostheses or hospitalization.

All services covered by statutory health insurance are subject to standardized

documentation, which the German Social Code (Book V) regulates specifically for

each care sector (Swart 2014) (see Table 20.1), and are thus available for scientific

use under certain conditions. Due to the system, statutory health insurers do not

document services paid for by the insurant.

In summary, the data comprises socio-demographic information about the

insured person (age, gender, place of residence, to a limited extent social attributes

such as education and income, insurance periods, in case of death the day of death

(but not the cause of death)), diagnoses documented by outpatient health care

providers and hospitals (ICD coded). However, collected data not only includes

the diagnosis to be treated but also secondary diagnoses, outpatient medical

services as well as diagnostic, operative (surgical) and therapeutic services

provided by hospitals (coded according to OPS), the type and quantity of drug

given out by pharmacies (ATC coded), the type and quantities of remedies and

medical aids provided. The information also includes the date of the services

provided, the duration of work incapacity and the diagnosis justifying it. A precise

description of the structure and content of claims data is contained in Swart

et al. (2014).
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This paper will only examine the use of claims data provided by statutory health

insurers and not look at administrative data collected by other social security

providers that may also be used for scientific purposes under certain conditions

(Swart et al. 2014).

The paper primarily focuses on the situation in Germany where specific (strict)

general conditions exist pertaining to the scientific use of health insurance claims

data. The methodological considerations of the strengths and weaknesses of the

data also apply to claims data from other countries. At the end of this paper, we will

list a number of general criteria that may be used to assess the usability of claims

data for evaluation purposes.

20.3 Methodological Aspects of Using Claims Data

The administrative data collected by statutory health insurers primarily serves to

pay for medical services. This primary purpose of use defines the provisions, the

variables to be transmitted and the type of coding. This circumstance must always

be taken into consideration when discussing the advantages and drawbacks of the

scientific use of claims data (also referred to as “secondary data” in Germany

because of this secondary use) particularly in the context of evaluating integrated

Table 20.1 Provisions in the Social Code Book V on the transmission of routine data from the

statutory health insurance

Health care sector Case-related contents (among others)a

§295 Outpatient care Type of case (e.g., direct contact, referral,

emergency), specialties of the treating physician

and any referring physician, diagnoses (ICD),

services (uniform value scale [‘Einheitlicher

Bewertungsmaßstab’; EBM], German procedure

classification [‘Operationen- und

Prozedurenschlüssel’; OPS])

§295 Incapacity to work Diagnosis (ICD) that justifies the incapacity to

work, initial versus follow-up certificate

§300 Pharmaceutical prescriptions Proprietary medicinal products; central

pharmaceutical number (PZN) indicates active

ingredient, price, and quantity of the

pharmaceutical (anatomic-therapeutic-chemical-

[ATC]-Code); prescription date

§301 Inpatient care Admitting hospital, diagnoses at admission and

discharge, secondary diagnoses (ICD), procedures

and diagnostics (OPS), reimbursement (DRG),

reason for admission and discharge, date of

admission and discharge

§302 Prescriptions of

non-pharmaceutical therapies and

technical aids

Rendered services by type, quantity, and price, as

well as medical diagnosis

aMember-related data (age, sex, etc.) are available for every sector. Source: Swart (2014)
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care. The characteristics of the data determine its validity and later processing as

central steps prior to the actual analysis of the data. What follows is a short

description of the strengths illustrating why the data is suited for research.

• As it relates to population: With the help of the data it is possible to calculate

epidemiological parameters that are typically calculated as the rate of an abso-

lute number of target events as the numerator and a definable and quantifiable

population denominator. This makes it possible to show treatment frequency

(e.g., the number of diabetic patients per 1000 insured people) or identifiable

events (e.g., the number of hospital stays of patients diagnosed with diabetes as

their principle diagnosis). It can be further differentiated by age, gender and

other insurance or disease-related characteristics. Incidences (new diseases or

more precisely the first documentation of a diagnosis) and prevalence (number

of patients treated or documented with a certain diagnosis) can be determined

accurately using standard statutory health insurance data based on the number of

insured persons at a certain date or within an observation period (so-called

population at risk). For instance, this makes it possible to determine the number

of insurants in a defined integrated care project. Typically, information about the

use of medical services obtained from primary surveys as well as from other

secondary data (from doctor’s offices, hospitals or disease registers) does not

relate to the population to the same precise extent (Grobe and Ihle 2014).

• As it relates to individual persons: Claims data collected by statutory health

insurers is so important for evaluating specific care options and structures

because care processes pertaining to individual insured persons (for example

within an integrated care project) can be mapped both retrospectively and

prospectively over a longer period of time for that person. With the help of a

person’s health insurance number, pseudonymized for scientific use, all contacts

of that patient can be combined across sectors and irrespective of the service

provided and the place of service provision (Grobe and Ihle 2014). However,

statistics relating only to incidents and sectors lack this feature and cannot be

differentiated by individual insurants. For instance, it is not possible to derive

from official German diagnosis statistics how many patients account for the

more than 19 million hospitalizations in Germany (2013; see www.gbe-bund.

de).

• As relating to place of residence and location: Based on the postal code of the

insurant’s place of residence, it is possible to map epidemiological data on a

regional level. No other care data currently has the ability to depict the care

context with a clear population reference on a small-scale regional level. By

adhering to data protection regulations, it is also possible to perform local care

analyses with regard to service providers (Swart et al. 2008). Below we will

describe how this feature is used to evaluate an integrated care project in a

control group design.

• Completeness: Since the data is used for payment purposes we can assume that

most claims data is nearly 100% complete and thus the danger of a selective

reporting bias, which is always a problem with primary surveys, is very low.

However, the data is only complete with regards to services covered by statutory
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health insurance. By definition, it does not include information on privately paid

services (see above) such as over-the-counter medicine. This information is not

systematically documented. Short-term sick leave of no more than 3 days is also

underrepresented in the data on work incapacity because employees are obliged

by law to furnish a certificate of incapacity for work starting on the fourth day of

sick absence (Meyer 2014).

• Data quality: In view of its primary use, standard claims data is assessed for

completeness and correctness, e.g., with regard to the consistency of information

on diagnoses and surgery relevant for compensation. At the same time one

should keep in mind that the data owner must separately assess the validity of

data variables not assessed for quality, such as information on departments or the

reason for hospital admission. One should also take note of the fact that the

diagnoses entered must first be understood as diagnoses eligible for compensa-

tion that must be validated internally and possibly externally in a disease-specific

analysis (Schubert et al. 2010; Schubert and K€oster 2014).
• Expenses: Claims data is generated in a standardized way as part of standard care

procedures. In terms of costs, the care researcher is particularly interested in

expenses incurred by the data owner for data processing, provision and trans-

mission. Normally the data is available in a form easily suitable for further

computer-assisted processing. However, the financial and personnel costs arising

in connection with providing claims data may oppose the intended scientific use

in light of the standard responsibilities of the data owner (Reis 2005; Holle et al.

2005).

More in-depth insights regarding the content and methodological aspects of

analyzing and processing claims data can be found in Swart (2014) and the

monograph by Swart et al. (2014) and the individual descriptions of sector-specific

data in these works.

20.4 Methods

In the 1990s, the science community first published several basic fundamental

publications on the chances and perspectives of using health and social data (von

Ferber and Behrens 1997). However, the concrete use and development of specific

approaches and methods for analyzing and processing this data was limited to a few

working groups, until at the beginning of this century when a larger group of

researchers discovered the opportunities the data offers as a result of the establish-

ment of care research and its linkage with clinical subjects. The memoranda of the

German Network of Care Research (Deutsches Netzwerk Versorgungsforschung;

see www.netzwerk-versorgungsforschung.de) expressly talk about the equal usage

of secondary data and primary data (Glaeske et al. 2009; Neugebauer et al. 2010).

This development called for transparency beyond the data itself as a prerequisite

for scientific use and validated methods for processing and analysis. To this end,

researchers could rely on existing standards of statistics and epidemiology only to a

limited extent. Good epidemiologic practice insufficiently accounted/accounts for
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the specific general conditions and preconditions of methodologically grounded

secondary data analysis (Hoffmann et al. 2005). This encouraged the work group on

secondary data collection and usage (“Arbeitsgruppe Erhebung und Nutzung von

Sekundärdaten” (AGENS)) of the German Society of Social Medicine and Preven-

tion (Deutsche Gesellschaft für Sozialmedizin und Prävention; DGSMP) and the

German Society for Epidemiology (DGEpi) to develop a good practice of second-

ary data analysis based on the standards of good epidemiologic practice which was

published for the first time in 2005 and has been revised twice since (Swart et al.

2015; available both in German and English online at www.dgepi.de).

At the same time, the use of this data became easier and was fostered by the fact

that the handbooks (Swart and Ihle 2005; Swart et al. 2014) not only described the

contents of claims data in great detail but that they contained numerous descriptive

examples of application as well as a description of the relevant specific processes

such as (diagnosis) validation, risk adjustment or matching (Horenkamp-Sonntag

et al. 2014; Mostardt et al. 2014; Lux et al. 2014).

In light of the specific German context, AGENS currently works on modifying

the well-known STROBE statement (Vandenbroucke et al. 2007) since this

reporting standard does not address a large number of important aspects of second-

ary data analysis required for a critical assessment. After publication of a first draft

of the so-called STROSA checklist (STandardized Reporting of Secondary Data

Analyses; Swart and Schmitt 2014) a working group of AGENS revised this

checklist and presented a new version recently (Swart et al. 2016). Parallel, an

international initiative published a similar reporting format named “RECORD

(Reporting of studies Conducted using Observational Routinely-collected Health

Data)” on the basis of STROBE (Nichols et al. 2015; Benchimol et al. 2015; see

www.record-statement.org).

20.5 Prerequisites for Data Usage

In Germany, the scientific use of claims data is subject to strict legal requirements.

As data owners, health insurers may use this primarily administrative data only

within the scope of their responsibilities pursuant to their by laws, defined in the

German Social Code, Book V [online available on the website of the German

Federal Ministry of Health; http://www.bundesgesundheitsministerium.de/].

The further use of the data by third parties is also limited by its special character

as “social data”. It is not only protected by German data protection law

(Bundesdatenschutzgesetz; available on the website of the German Federal Com-

missioner of Data Protection and Freedom of Information (http://www.bfdi.bund.

de/) but also by the restrictions stipulated by the German Social Code, Book X,

which makes usage subject to meeting strict requirements. It permits, however data

utilization for research if it is necessary for reaching the research objective and if

the public interest in the research considerably outweighs the private interests of

those concerned with keeping their data private. If the researcher can reasonably be

expected to obtain the informed consent of the participants in the study, s/he is

obliged to do so (March et al. 2014b). The supervisory authorities of the relevant
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data owners will assess in a specific application process if the prerequisites have

been fulfilled. In addition, researchers and data owners are obliged to conclude an

agreement regulating their collaboration pursuant to the requirements of good

practice of secondary data analysis (Swart et al. 2015).

In view of the research process, the large number of regulations that need to be

adhered to regarding the use of claims data means that from the very beginning and

at the time of determining the study design it is essential to take data protection,

technical, legal and organizational aspects into consideration and to calculate

expenses in terms of time as well as personnel and financial costs.

For other countries, the technical and legal requirements of using claims data for

evaluating integrated care must be assessed specifically. It is no secret that

researchers in Germany face particularly high legal hurdles.

20.6 Examples

Two briefly described evaluation approaches to complex integrated care programs

aimed primarily at chronically sick people and older insurants in Germany serve to

illustrate the usability of claims data for care and evaluation research and the

resulting insights and methodological further developments. For more details

about these programs we suggest further reading. We will briefly shed light on

the data used, the design on which the evaluation is based and its results.

20.6.1 Evaluating Disease Management Programs

Implemented since 2002 for defined chronic diseases (diabetes mellitus type 1 and

2, breast cancer, asthma or coronary obstructive pulmonary disease, coronary heart

disease), disease management programs (DMP) are structured treatment programs

for chronically ill patients covered by statutory health insurance. They aim to

provide coordinated care by general practitioners (GPs) and specialists in the

outpatient sector and hospitals in line with applicable guidelines. By actively

involving patients and individually determining care objectives, DMP strive to

improve the quality of mid- and long-term care and to make it more effective. In

Germany, disease management programs require accreditation by the responsible

supervisory body (German Federal Insurance Authority; Bundesversicherungsamt)

and are subject to the standardized documentation of all patients enrolled and

mandatory evaluation. Participation in DMPs is free for registered doctors and

patients (Stock et al. 2010).

Since participation is voluntary and there is no control group design, fundamen-

tal methodological difficulties arise when it comes to performing a scientifically

sound evaluation of the programs and comparing the mid- and long-term outcomes

with regard to enrolled and non-enrolled insurants. The sole pre-post comparison of

care outcomes based on the standard documentation of insurants enrolled in the

program only cannot be used as valid proof of the program’s success due to

assumed selection effects (Birnbaum and Braun 2010).
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With the help of claims data provided by statutory health insurers it is possible to

differentiate between enrolled and non-enrolled insurants. At the same time it is

possible to map hard endpoints of care, e.g., in case of diabetes mellitus hospital

stays due to a derailed metabolism or obvious complications or long-term damage.

Therefore, it should not come as a surprise that claims data has been used several

times for the controlled evaluation of disease management programs.

So far, most studies available based on claims data have examined DMPs for

diabetes mellitus. Following a survival period approach, Miksch et al. (2010) hint at

the fact that the overall mortality of enrolled patients may be lower compared with a

control group of non-enrolled diabetics that is formed based on age, gender, pension

status, federal state, medicine provision costs, and diagnostic groups. A study by

Stock et al. (2010) where a propensity-score technique was applied to guarantee the

structural equality of the intervention and control group came to similar

conclusions. Linder et al. (2011) provide complex results because DMP patients

had fewer emergency hospital stays and less hospital costs but the intensity of

outpatient care and pharmacotherapy increased.

It can be said that beyond all similarities and differences, claims data is generally

suited for complex controlled evaluation designs facilitating a validated compari-

son of patients in different care regimes by controlling a number of confounders.

However, structural equivalence can only be guaranteed with regard to features that

the claims data depicts. “Soft” patient-related qualities such as health-related

behaviour or health models that fundamentally impact participation in a DMP but

that cannot be operationalized in the claims data, can’t be excluded as further

determinants of the differences observed. This could explain why the three groups

of researchers are hesitant in interpreting the effectiveness of DMPs.

20.6.2 Gesundes Kinzigtal

The triple aim evaluation of the “Gesundes Kinzigtal” project is an outstanding

example of the use of secondary data to evaluate integrated care (IC). Running

since 2005, the project has aimed at establishing new regional care structures

involving and coordinating medical and non-medical service providers from all

health care sectors plus other service partners such as sports clubs, etc. The

integrated care concept strives to (a) improve the health of the target population,

(b) optimize individual care for individual patients, and (c) make health care more

resource-efficient in general.

The evaluation of the project rests on several qualitative and quantitative

modules comprising; surveys of service providers and patients as well as the

scientific supervision of individual projects (Mnich et al. 2013). However, the

focus is on using claims data provided by the two statutory health insurers involved

(AOK Baden-Württemberg and LKK Baden-Württemberg). The data is used for a

comprehensive evaluation of the overall project and to identify and reduce exces-

sive, insufficient and wrong care provision. The data serves to explain the develop-

ment of care quality in the Kinzigtal valley for selected frequent, primarily chronic
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diseases by applying parameters based on medical care guidelines (Hildebrand et al.

2015).

The use of claims data for insured persons who voluntarily enrolled in the IC

project is based on a permission given at the time of enrollment (Swart et al. 2011).

Moreover, the service data of all insurants living in the Kinzigtal valley may be

used to compare developments in the Kinzigtal valley with a representative sample

of insurants living outside the valley. The evaluation is based on a quasi-

experimental controlled prospective study design (Hildebrand et al. 2012) using

standard claims data and the deduction of validated raw and standardized outcome

parameters. This includes, for example, the percentage of insured persons taking

medication in accordance with guidelines or prescription costs incurred by the

insurant.

In detail, service data from all care sectors is used with the contents described

above. Target diseases may be: chronic coronary heart disease, heart failure,

diabetes mellitus, psychiatric conditions (incl. depression), dementia, chronic

back pain. According to preliminary analyses, the evaluation shows in case of the

indications mentioned for twelve out of a total of 36 process and structural

indicators a significantly better development for all people insured in the Kinzigtal

valley compared to a comparative age and gender-standardized population. For ten

indicators they found a slight, insignificant improvement or an analogous develop-

ment, and only with regard to four indicators developments in the Kinzigtal valley

were not as positive as in the comparative region. Except for the supply with

remedies, the Kinzigtal valley exhibits a relative reduction of health care costs

(Hildebrand et al. 2015).

The strength of this evaluative approach based on claims data is that because of

the intention-to-treat approach we may exclude selective distortions due to the

preferred registration of so-called “good risks”. This makes it more difficult to

evaluate other intervention programs such as the DMPs described (Siegel et al.

2014). By deriving indicators based on guidelines, it becomes clear that claims data

can be used in a clinical care context closing the gap to clinical subjects. Finally, the

individual permission given by the insured persons enrolled in the model makes it

possible to individually link primary and secondary data in the scope of specific

evaluation studies (Swart et al. 2011).

This paper cannot further detail the large number of other examples of using

claims data for evaluating standard care provision. In a review published in 2009,

Hoffmann (2009) already identified 70 publications from Germany alone in the

field of pharmaco-epidemiology. The scientific use of this data has further

increased. As an example of the opportunities, which is by no means exhaustive,

we would like to mention the evaluation of complications following (screening)

colonoscopies (Stock et al. 2013), the determination of expenses for (standard)

diabetes care (K€oster et al. 2014), the effectiveness of various forms of geriatric

rehabilitation (Abbas et al. 2015), guideline-based heart attack care (Egen-Lappe

et al. 2013), the extent of contra-indicated drug supply (Schubert et al. 2013) or

mapping the mid- and long-term quality of hospital care (Klauber et al. 2014).
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Other examples illustrating the usage of claims data for transparency purposes

are included in the annual sector-specific reports issued by large statutory health

insurers and their umbrella organizations, e.g., report on medicine, absence, care,

hospitals or remedies and medical aids published by the AOK Bundesverband

(www.bv.aok.de) or the dentist, physician or care report by BARMER (www.

barmer.de).

20.7 Limitations

The specific characteristics of standard statutory health insurance data and the short

examples indicate the wide range of opportunities for use in evaluation research.

This was already clear 30 years ago in the context of assessing the quality of

surgical therapies: “Insurance claims data are population based, covering all

services provided to a defined population regardless of where the care is obtained.

[. . .] Their low cost and routine availability facilitate their use for monitoring

outcomes over long periods. They are free of the reporting bias and inadequate

follow-up that afflict case series studies and avoid the high costs required when

special registries are organized.” (Wennberg et al. 1987).

Nonetheless, we should not overlook the limitations of this claims data. In this

context, two issues need to be stressed, i.e., the validity of diagnostic information

and the transferability of the results of such studies to other populations when the

analysis is based on claims data pertaining to a single or a small number of health

insurers. A patient-related comparison of diagnostic information contained in GP

patient records and diagnostic information contained in claims data found a consid-

erable amount of underreporting in standard health insurance data (in 30% of the

cases) mainly pertaining to frequent, less serious GP diagnoses and chronic diseases

not treated with medication. At the same time it revealed the over-reporting (in 19%

of the cases) of currently not treated permanent diagnoses (Erler et al. 2009).

Another study using claims data only revealed deficits in the continuous documen-

tation of chronic diseases and inconsistencies between diagnostic coding and

prescriptions of specific medication (Giersiepen et al. 2007).

The possibilities of using outpatient claims data since 2004 in connection with

the coding of diagnostic safety introduced bindingly have increased the validity of

diagnosis-related incidence and prevalence estimates. Nethertheless, overall diag-

nostic information requires a specific validation beyond the health insurer’s error

checks without considering information contained in patient records or hospital

information systems a gold standard in the first place. Depending on the clinical

symptoms, reliable outpatient and hospital-based diagnoses and if applicable spe-

cific prescriptions and services are used to validate and identify so-called epidemi-

ologically clear cases. In case of a chronic disease, a singular documentation is

typically not sufficient (Schubert et al. 2010).

If the observation period is short, it becomes a problem to differentiate between

incidental and prevalent cases of chronic diseases because lighter versions that do

not necessarily require medication or intervention treatment may not necessarily be
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documented in the claims data. In such cases, claims data should be available for a

longer period of time to avoid an overestimation of incidences (Abbas et al. 2012).

Normally, the external validity of secondary data analyses must be examined

separately. Since the body of data used often comes from a single health insurer,

results may not be automatically applied to people covered by other statutory health

insurance plans. Incidence and prevalence estimates particularly depend on the

insurer’s insurant structure (Hoffmann and Icks 2012).

Nevertheless, in consideration of their strengths and weaknesses, claims data

offers a great potential for evaluating models of integrated care, not only as an

alternative to clinical studies based on randomized controlled designs but rather to

supplement them while implementing principles and methods of clinical research

and epidemiology as best as possible in the new research field of routine care and by

applying its specific methods.

20.8 Perspective: Data Linkage

The lack of information on an individual’s health-related behaviour and concrete

risk factors may be overcome by linking that person’s primary and secondary data.

Allegedly, this would be the best of two worlds in epidemiology as well as in

evaluation research but the approach does present a number of legal, technical and

organization challenges (March et al. 2014a). Current studies (March et al. 2012;

Swart et al. 2011) demonstrate that it is technically feasible and legally permitted to

link primary data but at a steep logistical price. The opportunity to gain new insights

has encouraged the ‘NAKO Health Study’ (German National Cohort; GNC Con-

sortium 2014), the largest German epidemiological cohort study so far, to strive to

link primary data with a wide range of secondary data (Jacobs et al. 2015).

Depending on whether (1) secondary data is individually linked with primary

data or whether (2) - the other way around - primary data is enriched by secondary

data, individual data linkage offers a chance to overcome the limitations of the

bodies of data concerned. In case (1), secondary data can be supplemented by

individual socio-demographic features or risk profiles that facilitate a risk adjust-

ment or an estimate of selection effects when comparing IC-participants and

non-participants as well as an assessment of new care concepts for the insurant.

Case (2) makes it possible to overcome the methodological limitations of primary

data as regards information on the utilization of services (e.g. recall bias; Swart

2012) and problems of longitudinal study designs (e.g. drop outs).

20.9 Conclusions

The German examples presented and the conclusions drawn specifically apply to

Germany. It goes without saying that claims data is also used in other countries to

evaluate integrated care projects. Although structures and contents as well as access

and usage requirements vary from country to country, the operationalized process
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and outcome indicators derived from the data are similar. Consequently, a brief

glimpse across the German border suffices. A London-based pilot project on

integrated care for diabetics and patients 75 years or older used information [not

specified in detail] generated from administrative data on the utilization of inpatient

services in a mixed-methods evaluation (Curry et al. 2013). In the scope of an

evaluation of several IC projects in Great Britain, data from Hospital Episode

Statistics (HES; http://www.hscic.gov.uk/hes) was used in addition to

questionnaires for patients and staff of the IC projects in order to compare the

number of hospitalizations and outpatient contacts in hospitals of the NHS and

outpatient and inpatient care costs incurred by patients in IC projects and

non-enrolled standard care control patients in a certain design (Roland et al.

2012). Hser and Evans (2008) describe a very complex approach to evaluating

care programs for addicts in California. Patient-related data was not only used to

utilize the health care system for mentally ill people but also linked individually and

with other government databases to obtain information on road accidents or driving

under the influence of alcohol or drugs or convictions and detentions, for example.

Linkage was based on matching variables identifying the person such as name,

social security number, and date of birth.

What follows is a list of internationally applicable criteria and key questions that

help structure the evaluation of potential claims data or its suitability for evaluating

integrated care projects:

• Do you have sufficient knowledge about how the data was generated, its

inclusion and exclusion criteria and possibilities to precisely determine the

reference population?

• Are all or at least all essential services used by patients participating in IC

projects included in the claims data?

• Is a longitudinal patient-related analysis of the services provided possible so that

pre and post-periods can be mapped?

• Are suitable matching methods available in order to make a valid comparison

between the intervention and the comparison group in a controlled design?

• Is it possible to operationalize parameters needed for the evaluation (indepen-

dent and dependent variables, confounders, moderating and mediating variables)

and if necessary to validate them internally/externally?

• Is there sufficient knowledge about the strengths and weaknesses of the data in

question in order to handle possible limitations?

• Is it possible to stratify the claims data in a valid way according to socio-

demographic and socio-economic variables?

• Is the claims data available in a comparable quality for the entire evaluation

period?

If you can answer these questions with YES, the claims data presents a valuable

data source for the evaluation of integrated care whose validity may be even

increased by linking it with primary data. Therefore programmes of integrated

care should be outlined from the beginning to use claims data for evaluation. No
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other data source delivers more and broader objective information on utilization of

health care in terms of diagnoses, diagnostic, surgical or pharmacological

interventions as well as costs. Also, specific methods of claims data analysis were

developed enabling advanced epidemiologic study designs like case-control or

cohort studies with a potentially high degree of external validity.

On the other hand, as mentioned above, evaluation of integrated care should

keep in mind limitations of claims data and therefore look for alternatives or

supplements of claims data analysis in terms of an observational/intervention

study or data linkage of primary and claims data. An evaluation of integrated

bases solely on primary data of participants will always be prone to different

kinds of bias, for example selection bias.

Al least, from the German point of view, it would be helpful if the legal

limitations of using claims data for scientific purposes could be overcome by actual

initiatives to change the respective paragraphs of social code, books V and X.
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Ingrid Wolfe

21.1 Challenges in Providing Care for Infants, Children
and Young People

The epidemiological transition towards chronic conditions applies to children1 just

as it does to adults and the elderly. Health systems need to adapt to provide more

and better quality planned care, health promotion, disease prevention, and health

policies that address the upstream determinants of chronic disease. Yet countries

struggle to shift the focus of healthcare away from acute and urgent reactive care, so

the hospital-centric health model continues to dominate. A wide variety of govern-

ment and non-governmental strategies are focused on developing integrated care

services as a way for health systems to adapt to meet current and evolving needs

more effectively and efficiently. However, the majority of these initiatives are

tailored to the needs of adults or the elderly, with scarce consideration for the

distinct needs of children and young people.

There is convincing evidence that the greatest long term population health gains

come from improving health at the earliest stages of the life course (Marmot 2012;

Waldfogel 2004). Child health differs in important and sometimes subtle ways from

the rest of the population. The relative importance of health, education, political,

and economic systems varies with age and developmental stage and they also

interact to shape and influence health differently across the stages of the life course.
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More narrowly, paediatric medicine, which was once considered a subset of adult

medicine, has evolved into a sophisticated specialty with different knowledge and

skills required for different stages. Preterm and term newborns, infants and

toddlers, children, adolescents, and young people are increasingly recognized as

having distinct and often different health needs (Forrest et al. 1997). There are

specific diseases of childhood, and in addition children may manifest illness

symptoms and signs differently from older children and adults. The trajectory of

acute illness often differs too, rapid decline and recovery being common features.

While older adults and the elderly population frequently suffer from multiple

co-morbidities and may be dependent on social care, these are rare circumstances

among children (Wolfe et al. 2016a). The demography of early life differs from

later years too. For example, children are especially sensitive to the effects of social

and economic conditions and in many countries more children live in poverty and

social disadvantage than adults and the elderly (Eurostat 2013). Children, especially

at younger ages, are dependent on their parents or care-givers to seek healthcare, to

communicate their health needs and experience of care, and to administer

medicines and other interventions. Finally, all the factors described here differ

according to developmental stage.

The distinct health and healthcare needs of children merit different service,

system, and policy responses. For example, a good balance between access and

expertise in primary care may require different conditions for children reflecting the

different skills required by generalists and specialists in caring for children. Fur-

thermore, while the policy drivers for integrated care among the elderly reflects the

interdependence between health and social care, most children do not require social

care support so their integration needs are different. A child-centred approach to

integrated care is needed.

21.2 Goals of Integrated Care for Children

Children’s health needs are changing as a result of the transition to chronic disease.

These changes are reflected in trend data showing that an increasingly large

proportion of deaths and the majority of the burden of disease in early years are

caused by chronic and non-communicable conditions (Wolfe et al. 2013). This

is similar to what is happening in the rest of the population, but there are important

differences that mean different policy responses are needed. Most children are

healthy and well, and have occasional acute illnesses and simple chronic

conditions; so cure or support to enable the best possible quality of life and

development are the goals. Therefore, integration between primary and secondary

care, and between health and education services, including services that promote

early childhood development, are important to the majority of children and young

people. By contrast, integration between health and social care services which is an

important need for older adults, is required by only a small proportion of children

who have complex conditions as most children are dependent on their families for

care, as illustrated in Fig. 21.1 (Wolfe et al. 2016a).
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Family-friendly services are important in the early years, to ensure the context of

care is appropriate to need (British Association for Child and Adolescent Public

Health and British Association for Community Child Health 2014). But there are

similarities between the young and the old too. Children’s health is shaped partly by

healthcare, but wider social and economic factors are very important determinants.

Therefore, integrated healthcare in the context of a strong health system and healthy

policy is important for the early years population.

21.3 Value Proposition of Integrated Care for Children

The United Nations Convention on the Rights of the Child (UNCRC) specifies the

right to the highest standard of healthcare, and to a standard of living and social

security that enables their physical, mental, and social development (United

Nations Convention on the Rights of the Child 1990). The value of integrated

care for children and young people lies in securing some of the conditions towards

realising the rights articulated in the UNCRC. The ultimate goal of integrated care

should be about improved health and care services to ensure optimal health

development for each child, and delivering maximal health gain at the population

level. From the child and family’s perspective this simply means the right care, at

the right time, and in the right place (British Association for Child and Adolescent

Public Health and British Association for Community Child Health 2014). The

value proposition of integrated care can be more specifically articulated by

Fig. 21.1 The differences in integrated service needs and policy drivers between children and

older people (Wolfe et al. 2016b)
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considering how children and their families need and use services in the real world:

when they are well, have acute illnesses, or chronic conditions. Moreover, children

at each life stage within the early years will have different requirements for each

scenario, and vulnerable children need special consideration towards achieving

equity of access and outcome.

Children who are well need services that help keep them well, promote health

and development and prevent disease. Integrated care for this group of children

means population and individual level public health services delivered as conve-

niently as possible in school, home, and community settings where healthy children

spend their lives. It also means healthy public policy and a strong health system. A

life course approach to planning and providing holistic and integrated services for

children to keep children well is important. For example, promoting social, emo-

tional, and speech and language development for infants is quite a different service

from youth worker support for adolescents who may be engaging in excessively

risky health-harming behaviour. Integrated services for well children means popu-

lation health and policies providing a strong foundation for health and development,

in concert with health systems and services when needed.

All children develop acute illnesses from time to time. While most illnesses are

minor and self-limiting, universal access to urgent care delivered by professionals

who are competent in differentiating between minor and serious illness in children

is important. Children’s acute healthcare is often considered especially challenging,

partly because of the differences between adults and children described previously,

but also because the changing family structures in many cultures mean fewer

children are raised in extended families, so parents may lack the close support of

experienced relatives to help them manage minor childhood illness. These factors,

together with the rising public expectations of medicine and an increasingly risk-

averse society, may help explain why normal childhood conditions and complaints

are increasingly often medicalised, reflected in more frequent care-seeking

behaviour for minor problems.

Integrated care for children with acute illnesses means achieving a balance in

first contact care between access and expertise in child health. In practice this

means primary and secondary care (or generalists and specialists) working well

together in community and hospital settings. Because first-contact care performs a

gate-keeping role in health services, effective integration between primary and

secondary care for children is also important for enabling the rest of the health

service to function optimally. This is an example of vertical integration, between

tiers of healthcare providers. Different professionals will need to work in integrated

child health teams depending on the developmental stage. Nurses and doctors who

provide care for infants, may require different skills from those looking after

children in their middle years, and different again in adolescence and early

adulthood.

Children with usually simple chronic conditions, such as asthma and diabetes,

need preventive, proactive, and coordinated healthcare, and accessible urgent care

to manage problems and exacerbations if they occur. School staff should be able to

assist with administering daily medicines. Children with complex and multiple
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chronic conditions form a small part of the child population, but they have high

needs. For example, a child with epilepsy who has neuro-developmental delay and

difficulties with feeding and toileting, may need several medical and therapeutic

specialties to be involved, and may need extra help at school. Multiple agencies,

organisations, and professionals may be involved in providing care for children

with complex needs, and coordinating services can be a major undertaking,

described by many parents as a full time occupation. Integrated care for children

with chronic conditions means vertical integration between healthcare providers,

and horizontal integration between health and education for many children, and for

those with complex conditions, horizontal integration with social care too.

The health and care needs of children with chronic conditions may evolve as the

child develops, and adolescents who may be used to child-centred care suddenly

find that there are different expectations in adults’ healthcare. The transition

between children’s and adults’ services for adolescents with chronic conditions is

a particularly a vulnerable time. For example, older adolescents with diabetes may

develop complications of their disease reflecting less effective management during

the transition to adulthood and adult healthcare. Children with chronic conditions

need integration in a longitudinal dimension, across stages of the life course so that

services are coordinated and evolve according to the child’s development (Halfon

et al. 2007).

Integration is truly comprehensive when it links public health, population-based

and patient-centred approaches to children’s health care, when it serves the needs of

whole populations. Integrated care for children is complex; indeed four dimensions

of integrated care may be described, as shown in Fig. 21.2: vertical, between tiers of

healthcare; horizontal, between health and education or social care sectors; longi-

tudinal, across the life course; and population integration between health, public

health, and wider policy. The diagram shows also the different ways these four

dimensions might be needed at different stages within the early years of life.

Comprehensive integration would require policy coherence to produce an

integrated delivery system, alignment of functions and activities including payment

and incentive systems, information technology, and regulatory systems, and cul-

tural change among professionals and families (Nolte and McKee 2008; Curry and

Ham 2010). Whole systems thinking underpins such a comprehensive approach to

integrating care (de Savigny and Adam 2009).

Achieving an appropriate balance between all four dimensions of integrated care

for children begins by considering health at the population level. Child health can

be described along a normal distribution curve. The middle part of the bell-shaped

curve describes the majority of children, who are healthy and well most of the time

and have occasional acute illnesses. Increasing numbers of children in this group

also have chronic conditions. The two tail ends of the curve describe the smaller

proportions of children who are either very healthy, or very unhealthy. This

distribution of child population health is different from elderly people who often

have multiple chronic conditions and high social care dependence. A population

health curve for older people would be skewed to the right, since a larger proportion

of the population has ongoing illnesses, and fewer people are healthy and well. The
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need for integrated care between young and older populations varies, as described

earlier, and not surprisingly the policy drivers are different too. Integrated care for

the elderly is much more about cooperation between health and social care than it is

for children. If social and health care fail to work smoothly together, elderly people

end up staying in hospital longer than necessary waiting for social care

interventions to be put in place so they can safely go home. Hospitals therefore

have a strong incentive to ensure social care services are efficient and effective and

that care packages are planned together. A similar scenario applies only to a small

proportion of children with complex conditions. Minor acute illnesses are common

in children, but it can be challenging to distinguish between minor and serious

illness. Unscheduled care services necessarily take precedence over planned proac-

tive care because of the risks involved in caring for acutely and potentially seriously

ill children. However if first contact primary care is not as effective and efficient as

it should be, and if primary and secondary care services do not cooperate closely,

the inevitable consequences are excessive and avoidable use of hospital and

secondary care services through high referral rates or parents bypassing primary

care, resulting in unnecessary expense, and suboptimal quality and experience of

care. With limited resources, the ineluctable result of excessive use of unscheduled

care for children is that human and financial resources are directed away from

planned proactive care. This failure-demand cycle is one reason why health systems

are struggling to adapt to the epidemiological transition to chronic conditions. For

Fig. 21.2 Four dimensions of integration for a comprehensive approach towards strengthening

health systems for children to achieve optimal health development. (Wolfe et al. 2016b)
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the majority of children, the value proposition of integrated care for children is

different from the elderly population; integrated primary and secondary health care,

and effective integration with education are the key features to achieve for improv-

ing healthcare for children.

Comprehensive integrated services for children should improve care compared

with the traditional service models, solving problems of imbalances between access

and expertise in first contact care to improve effectiveness and efficiency and

redirect resources to planned proactive care for children with chronic conditions.

Fully integrated care should improve population and individual level services and

ultimately improve child health.

21.4 The Integrated Treatment Path: Examples and Outcomes

The policy drivers for integrating children’s care are different from the elderly, and

gain much less attention from policy-makers, researchers, and the public. This

makes achieving integrated care for children particularly challenging. However,

there are commonalities between the young and the elderly. For example, primary

care staff shortages, increasing demand, and pressure to reduce hospital-use in

many countries have increased interest in developing new models of care that

cross the boundaries between generalism and specialism, enhancing the best

features of primary care and increasing the access to specialist expertise in the

community. Several countries have made progress in developing integrated care

services that are appropriate for children’s needs and there are numerous examples

that illustrate interesting and useful points about integrated care for children.

However health systems, services, and policy research for children and young

people is less advanced than for the adult and elderly population, and there has

been little evaluation of the impact of integrated care for children. However there

are useful lessons to be learned through examining the breadth of experience.

The Medical Home model in the USA is an integrated healthcare model for

children. The aim is to deliver coordinated personalised and high-quality care

(Cooley et al. 2009). The key features are that each child has a personal physician

or other key worker who provides first-contact, continuous and comprehensive care,

backed up by comprehensive teams including primary care and specialist doctors,

nurses, and other professionals. Importantly, the Medical Home model incorporates

preventive care, ambulatory and inpatient care for acute illnesses, coordinated

continuity of care for chronic conditions, and access to specialists when needed

(American Academy of Pediatrics 1992). A study of medical home services for

children with chronic conditions including asthma, diabetes, attention-deficit-

hyperactivity disorder, cerebral palsy, and epilepsy, reported a significant associa-

tion between a strong medical home model (measured by an index of implementa-

tion) and reduced hospital admissions but a non-significant association with

reduced emergency department visits (Cooley et al. 2009). There are a few individ-

ual studies that suggest beneficial outcomes for specific diseases in children. For

example, a pre- and post-intervention comparison of patients receiving integrated
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asthma services, with matched controls at non-participating sites, found that clini-

cally important processes of care, health-related quality of life, and asthma-specific

quality of life improved significantly in the intervention group (Mangione-Smith

et al. 2005). A US study comparing quality of care between specialists and

generalists for children with asthma found significantly more compliance with

national guidelines for children looked after by specialists (Diette et al. 2001).

These are important, if indicative, results since under-treatment is an important

element in poor outcomes for children with asthma (Asthma 2007). Children and

young people who receive multi-professional and intensive medical management

together with psychosocial support, and whose families receive tailored education,

have improved glycaemic control and diabetes outcomes (Diabetes Control and

Complications Trial Research Group 1994; White et al. 2001). Additionally, there

is weak evidence that medical homes may achieve improved health outcomes,

timeliness of care, family-centred care, and better family functioning among chil-

dren with special health care needs (Cooley 2004; Homer et al. 2008).

Australia has a reputation for improving care through innovative new models of

services. However primary care in Australia is a mix of public and private provi-

sion, and efforts to integrate care have been variable. Although there have been

policy changes to enable supportive financing for coordinated chronic condition

care and integration is viewed as important to enable the coordinating role of

primary care, there are significant reported challenges including fragmented policy

and responsibility for primary and community care, incompatible funding and

accountability mechanisms, and difficulties in planning and accessing coordinated

multidisciplinary care (Davies et al. 2009). Integrated primary care centres are

being developed across the country, and Australia’s version of integrated care for

children is a broadly comprehensive rights-based approach to child and family

services with a stated focus on health and wellbeing, learning and development.

Services vary across the country but typically encompass education, day care,

maternal and child health services, early childhood intervention, parenting, play

groups and community activity space, and occasionally include other social

services such as housing support services and employment advice (Press et al.

2012). The governance and organisational structures of Australia’s integrated child

health centres and services range from independent single or multiple employing

organisations to government backed non-profit organisations managed by a

governing council. Primary Care Partnerships are considered the most well

established integrated care systems, and they include primary and community

health, local government, hospitals, and voluntary sector organisations. Service

innovations are fostered through such partnerships, which are voluntary and based

on memoranda of understanding (Davies et al. 2009; Department of Health 2010).

Sweden’s multiprofessional primary care and child health centres have GPs,

paediatricians, and children’s nurses working closely together, supplementing

chains of care designed to improve integration of services and quality of care for

children with chronic conditions. Children’s health centres are staffed by general

practitioners and children’s nurses working closely together with paediatricians.

Preventing disease and promoting health and development are the aims of
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children’s health centres. Acute and minor illnesses are managed through primary

care centres where GPs and children’s nurses manage most problems, while

paediatricians are close on hand if needed. A system called Chains of Care was

developed for integrating services for chronic conditions as a response to the

increasingly fragmented uncoordinated care that happened concurrent with grow-

ing decentralisation of service planning. Implementation was improved by involv-

ing patients as active participants in developing care, devising supportive financing

and other policy tools, and fostering culture change through maintaining focus on

quality improvement as the aim to the change process (Åhgren 2003). Specific

aspects of services for children with chronic conditions include having a named

physician who coordinates care, and specialist nurses who provide a point of

contact for urgent problems. In addition, there are family education programmes

to encourage supported self-management. A complementary system of integration

in Sweden is known as Local Health Care, a system of primary and community care

that incorporates some specialist services (Åhgren 2010). Although there has been a
deal written about the implementation of integrated healthcare in Sweden, there are

as yet insufficient reports of measurable outcomes for children (Åhgren and

Axelsson 2011).

France has a general practitioner system, with mandated registration, providing

gatekeeping and navigation roles (Nolte and McKee 2008). However parents are

entitled to choose any doctor for acute illnesses, and it is usual for parents to seek

specialist care for young children. Routine care for children with chronic conditions

is provided by specialists, such as paediatric pneumologists. The system for

coordinating and integrating care for children with specified chronic conditions,

or affections de longue dureé, is intended to ensure that children receive personal

treatment plans. There are lists of investigations and interventions covered by

health insurance for specific conditions, and a system of financial incentives for

using evidence-based guidelines and national standards for management of chronic

conditions. Coordinated planned care is achieved through multidisciplinary

appointments in specialist centres. This system focuses on specialist aspects of

the child’s health and development, and is not thought to integrate care between

generalists and specialists (Wolfe 2013).

The Netherlands has a General Practitioner based primary care system

supplemented by a youth-only primary and preventive healthcare system. The

Trans-Mural system is a series of policies and practices to promote integration

between primary and secondary care and between multiple insurers and providers

of care. Health professionals have defined responsibilities at the individual and

team level. Specialist nurses have a central role in organising and coordinating care.

GPs and nurses provide everyday management for chronic conditions such as

asthma, and paediatricians in hospitals provide care for children with complex

conditions or where management is particularly challenging. Urgent advice is

available through either the primary care or hospital system depending on the

severity of the child’s needs. Guidelines are shared between primary and secondary

care, designed to reinforce shared practice and teamwork (van der Linden et al.

2001; Zwar et al. 2006). Evaluations of transmural care have demonstrated
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persistent discontinuity between primary and secondary care, emphasising the point

that organisational integration did not necessarily produce clinical and service

integration (van der Linden 2001). The Netherlands’ provision of mental health

care is divided between sectors, and there has been a small scale attempt to test an

integrated approach to delivering mental healthcare in primary care settings. The

Eureka project comprised an incentive payment to GPs to perform a comprehensive

assessment of children and parents with possible mental health problems, consult

with specialists as needed, and deliver treatment in primary care. A study

evaluating outcomes using a before-after design suggested some increase in the

number of children identified as having mental health problems, but this effect

seems not to have been sustained (Verhaak et al. 2015).

The United Kingdom’s universal primary care system is led by GPs, with a

strong role in gatekeeping and navigation. However there is a national drive

towards developing new models of integrated health care, albeit with little or no

emphasis on the distinct needs of children and young people in national policy to

date (NHS 2014). Various aspects of an integrated or chronic care model have been

implemented or are being developed in the UK, but the emphasis on integrated care

for children thus far has been largely about education and other children’s services

but without mainstream primary, community, and hospital-based services. The Sure

Start programme was developed in the late 1990s to improve and promote health

and development for children under 5 years and their families, particularly in

disadvantaged areas (Eisenstadt 2011). The intention originally was to bring

together local services and integrate staffing and management to include early

learning and child care, family support, child and family health services, and advice

and information on children’s services and parental employment, to improve health

and development outcomes. Sure Start evaluations demonstrated variable success

in delivering its aims (SQW 2005). The programme evolved and became a national

network of Children’s Centres, but has more recently contracted with the financial

crisis. Children’s Centres have, however, enabled co-location of some services for

children under 5 years, for example community and family support workers, and

some health workers such as health visitors. Although there is a statutory require-

ment for partnership working between Children’s Centres and the health sector, in

practice this has been variable, with little involvement by GPs (Government UK

2009). The Every Child Matters (ECM) policy was introduced in 2003 following

the death of a vulnerable child. ECM described fve key outcomes for children:

being healthy, staying safe, enjoying and achieving, making a positive contribution,

and economic wellbeing. It aimed to bring together many children’s services within

the local government and education sectors and included some specific health

services but excluded primary healthcare and other mainstream health services.

Similarly, the Team around the Child concept is about fostering horizontal integra-

tion and is particularly suited for children with additional needs, usually complex

social and educational needs, and there is relatively little health sector input (Jones

2006). Getting it Right for Every Child, introduced in Scotland in 2004 and

enshrined in law in 2014, is a rights-based approach to care which emphasises an

integrated approach to care for children with multiple needs. There are some
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encouraging signs of changing practice associated with GIRFEC, and some indica-

tion of changes in outcomes (Stradling et al. 2009). Children with chronic illnesses

in the UK may not have a specific professional who coordinates care and this

function is often the responsibility of the parents. A variety of formal and informal

integrated health care services and networks have been or are being set

up. Although there is generally limited evaluation of outcomes to date, some

implementation evaluation has been attempted. Difficulties in establishing coordi-

nated services and networks include cultural resistance to change; lack of evidence

to demonstrate benefits; financial disincentives to cooperate (promoting competi-

tion instead of collaboration); and organisational boundaries preventing coopera-

tion between providers (Royal College of Paediatrics and Child Health 2012). New

models of care that focus more on medical aspects of child health are being

developed in several centres throughout the UK (Nuffield Foundation 2015). Four

types of services have been described that attempt to integrate primary and second-

ary care: multidisciplinary teams with telephone links, hospital at home, GP

outreach clinics, and decision support or advice and guidance (Woodman et al.

2015). Specific aspects of integrated care have been implemented to varying

degrees, though not all of them have been described by the term. For example, an

RCT investigating the effects of a Hospital at Home service for children with acute

asthma found that home care was as effective as hospital care, and more acceptable

to parents and children (Sartain et al. 2002). A randomised controlled trial of a

clinical pathway for asthma in general practice in New Zealand (which has a similar

system to the UK) achieved reduced numbers of hospital admissions and emer-

gency department attendances, however the positive results were demonstrated in

both intervention and control groups (Mitchell et al. 2005).

In Italy children’s health care is delivered nearly exclusively by paediatricians

who are the first point of access for urgent advice and consultations and assume

responsibility for monitoring and managing children with long-term conditions.

Children with very severe or complex conditions who require specialist paediatric

management are often followed up in hospitals rather than by primary care

paediatricians in community settings. Assistenza Domiciliare Pediatrica is a system

joining specialist health centres with primary care paediatricians and other commu-

nity services. The aim is to provide as much care as possible at home for children

with complex chronic conditions who need specific interventions such as parenteral

nutrition, oxygen therapy, physiotherapy, or frequent blood sampling, for example,

rather than on integrating primary and secondary for the population (Tamburlini

2012).

Germany has primary care paediatricians, and paediatricians with a particular

expertise in chronic conditions, for example pneumologists, working in community

based offices and hospitals. Specialised paediatricians act as care coordinators

working in teams with nurses and therapists. Coordinated multidisciplinary care

in Germany is facilitated by funding packages of care with a single provider

organisation rather than the usual fee for service model (Strassburg 2011). In

addition, for children with complex chronic conditions such as neurodevelopmental

disorders, there is a specific location-based multidisciplinary service known as
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Social Paediatric Centres (SPZ) supplemented with a teaching programme, ModuS,

to foster self-management for children with chronic conditions, and their families

(Szczepanski 2010). SPZs are usually co-located with hospitals.

Norway’s health system has a strong universal primary care focus. Children with

chronic illnesses have a local key health worker who acts as coordinator, guiding

care according to individualised written plans which describe roles and

responsibilities for all professionals involved. Hospital-based paediatricians pro-

vide most of the specialist medical care, and parents are able to telephone them

directly for advice. All hospitals have educational centres that provide information

and training for families after their child has been diagnosed with a chronic

disorder, also providing a connecting function with other families who have similar

problems. Mental health care services for children in Norway are beset by similar

problems as in other countries, fragmented and complex services that often fail to

deliver coordinated care (Manikam 2002; Walker 2001; Hudson 2005). There has

been a national drive towards improving care and developing new services, backed

by a ten year national mental health escalation plan (Ådnanes and Halsteinli 2008).
Fostering interprofessional collaboration between health and social care has been

an important feature of Norway’s mental health care improvement plan (Odegard

2006).

21.5 Lessons Learned and Outlook

Integrated care for children is in early stages in most countries, but there are

promising signs that children’s distinctive health needs are beginning to be

recognised. Policy translation is the next goal in realising integrated care for

children, and it is helpful to look again at the ultimate goals.

Comprehensive integrated services for children should improve care com-

pared with the traditional service models, solving problems such imbalances

between access and expertise in first contact care to improve effectiveness and

efficiency and redirect resources to planned proactive care for children with

chronic conditions. Child health services evaluation research will be needed

to establish the evidence to support new and integrated models of care.

Fully integrated care should improve population and individual level
services and ultimately improve child health.

Optimising child health requires health system strengthening, and integrated

care is one aspect of this endeavour. It is widely accepted that we should now be

evolving towards an era of health systems, having progressed through earlier

periods dominated by medical and public health models, and more recently

healthcare systems. A new era of health systems responds to the understanding

that a life course health development approach to optimising health of individuals

and populations is needed. Integrating care will be one important aspect of

364 I. Wolfe



strengthening health systems for children. To achieve these things will require

community-based organisations that are accountable to the communities they

serve, flexible financing instruments that promote cooperation, and families as

active participants and co-designers of health.

A community integrated health system aims to optimise health across the life

course. Services and networks between healthcare organisations and public health

and other community services are needed to prevent risk factors, promote health,

treat disease and manage conditions. Care processes will focus also on optimising

health and wellbeing and promoting development. Sophisticated payment systems

and information connectivity will be needed. Embedding a community integrated

health system for children in a learning healthcare system ensures continuous

improvement of quality of care, and services that respond to population need.

Finally, population level health improvement will come from a comprehensive

approach ensuring that vertical, horizontal, longitudinal, and population integration

are part of an overall programme of health systems strengthening.
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Integrated Care for Frail Older People
Suffering from Dementia and Multi-
morbidity

22

Henk Nies, Mirella Minkman, and Corine van Maar

22.1 The Challenge

Due to improved living conditions and better health care, life expectancy is

expanding very rapidly in many countries (Colombo et al. 2011). Overall, we

consider this as a blessing. But this blessing is to some extent ambiguous. Many

people also extend their life with years in which they suffer from multiple chronic

diseases, disabilities or frailty. One could wonder, whether quality of care has

improved quality of life and whether the solution—better treatment and decreased
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mortality—has become a problem. It is a challenge to add life to years, instead of

adding years to life.

This requires reconsideration of what we see as ‘good health’. The concept of

health as defined by the World Health Organisation dating from 1948 -a state of

complete physical, mental and social well-being and notmerely the absence of disease

or infirmity’—appears to be outdated (WHO, 2006). According to this conceptualiza-

tion, everyone who is not completely successful in life, could be seen as unhealthy

(Nordenfelt 2009). Also, the WHO definition is a rather static conceptualisation of

health, recognising that being healthy is ambiguous and a dynamic process.

It can be argued that this conceptualization of health contributes to an over-

medicalization of society. Machteld Huber and colleagues (2011, 2016) recently

proposed a new concept of health: the “ability to adapt and self-manage in the face

of social, physical, and emotional challenges” (Huber et al. 2011: 235). Resilience

and self-management are key to achieving as good as possible quality of life and

wellbeing. The challenge for care professionals, organizations and to society is to

support older people in living a meaningful life in dignity, in spite of the ‘social,

physical, and emotional challenges’ they are faced with.

In this chapter we will explore avenues to meeting the multiple health challenges

for frail older people, in particular people suffering from dementia and multi-

morbidity. We will take their needs as the point of departure for our analysis.

Secondly, we will address how integrated care for these people can be organized.

We will use the Dutch so called Care Standard Dementia as an example of a

framework for service integration at regional level. Thirdly, we will discuss how

the implementation can be monitored in regional networks on dementia care by

using indicators of integration. Then, we will address our view on future

developments in integrated care by applying principles of person centred care and

personalized care. Generic standards need to be translated to individuals, as frail

older people require tailored care and support. Finally, we will discuss how the

organisation of integrated care for frail older people suffering from dementia and/or

multiple problems may be built up of similar elements. Adequate diagnostics and

multiple interventions by care professionals and organizations will not suffice. A

community approach combined with a holistic point of view is also required to

improve healthy life styles, as well as adapting the environment.

22.2 Service Users’ Needs for Integrating Services

Before thinking about (multiple ways towards) solutions, the needs of the service

users are to be explored. Frailty, dementia and multi-morbidity are frequent among

the older population.

Frailty is often used to describe the high vulnerability of older people. It

manifests itself in adverse health outcomes such as falls leading to immobility,

disability and dependency, and other negative health outcomes, which may on their

turn lead to increased institutionalization and mortality. Frailty represents an

imbalance of the person’s homeostatic reserve, with a weakened resistance to

harmful agents (Fried et al. 2004; Puts et al. 2005; Gobbens et al. 2011; Castell
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et al. 2013). The phenotype has been reported to include sarcopenia, loss of

endurance, decreased balance and mobility, slowed performance, inactivity, and

often decreased cognitive function (Fried et al. 2004; Wick 2011). It is a condition

of increased risk caused by functional decline and manifested by three or more core

“frailty” elements like weakness, poor endurance, weight loss, low physical activ-

ity, and slow gait speed (Fried et al. 2004). In other words, frailty is a multi-

dimensional condition. It is estimated that a large proportion of the older population

are frail, ranging from around 5% among people aged 65–70, to more than 15% in

persons aged 80 and over, with significant differences among various

subpopulations (Fried et al. 2004; Castell et al. 2013).

Dementia occurs relatively often in old age. The term ‘dementia’ refers to a

syndrome and describes a wide range of symptoms associated with a decline in

memory. According to the World Health Organisation (2015) ‘It affects memory,

thinking, orientation, comprehension, calculation, learning capacity, language, and

judgement. Consciousness is not affected. The impairment in cognitive function is

commonly accompanied, and occasionally preceded, by deterioration in emotional

control, social behaviour, or motivation.’ Alzheimer’s disease is the most prevalent

and best known form of dementia. It accounts for 60–70% of all cases of people

with dementia (WHO 2015). The second most common type of dementia is

vascular dementia, accounting for about 10%. Other types are Dementia with

Lewy Bodies, mixed dementias, dementia as a manifestation of Parkinson’s dis-

ease, Frontotemporal Dementia and Creutzfeldt-Jacob Disease. There are also

reversible conditions that can cause symptoms of dementia, such as thyroid

problems, and vitamin deficiencies (Alzheimer’s Association 2015).

Dementia primarily occurs in the ‘oldest old’. After the age of 80 the prevalence

increases rapidly from around 15% in the age group 80–84 to almost 50% among

the 95+ population (OECD 2015). It is expected that worldwide the number of

people suffering from dementia will rise from 47.5 million at present to 75.6 million

in 2030 and 135.5 million in 2050 (WHO 2015). In the Netherlands dementia is in

the top 5 of diseases with the highest mortality among women, it accounts for 5.3%

of total health spending in the Netherlands, being the second most expensive

disease (Nationaal Kompas Volksgezondheid 2014).

Comorbidity can be conceived as the presence of additional diseases in relation

to an index disease in one individual, when the nature of conditions, the time span

and sequence of conditions are considered (Valderas et al. 2009). This assumes one

disease taking a central place (for instance Alzheimer’s disease), in terms of being

dominant in terms of the care and well-being of the individual. Multimorbidity is

defined as the ‘co-existence of two or more chronic conditions, where one is not

necessarily more central than the others’ (Boyd and Fortin 2010: 453). This implies

that differentiating the nature of conditions is critical to the conceptualization of

comorbidity (Valderas et al. 2009).

Data on incidence and prevalence of multimorbidity are complex to aggregate.

Studies vary in the populations being studied, sources of data, data collection

methods, age groups and diagnoses that are included (Boyd and Fortin 2010).

Data from The Netherlands suggest that around two thirds of the Dutch seniors

(65+) have more than one chronic condition. In the 85+ population this is around
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85% (Van Oostrom et al. 2011). However, multimorbidity is not only a phenome-

non in the older population. An Australian cohort study found more than 40% of the

people with multimorbidity are younger than 60 years of age (Boyd and Fortin

2010). The bad news is that prevalence of multimorbidity is rapidly increasing; the

good news is that most older people with multimorbidity remain independent and

self-supporting, and most people don’t feel limited in daily functioning. However,

this is different in the oldest age group. Of the Dutch 85+ population, 28% of the

men and 46% of the women did envisage serious impairments (Deeg 2012).

Studies into the comorbidities of dementia are scarce. From the few studies that

exist, it is known that people with dementia have on average two to eight additional

chronic diseases or comorbidities. One of the larger studies among nearly 73,000

people aged 65 and over in Spanish primary care centres, showed that 12% of the

people suffering from dementia had dementia as the only diagnosis, almost 70%

had at least two comorbidities, nearly 50% had three or more. These figures are

around 50% higher than in the total older population. Like in the general popula-

tion, hypertension and diabetes were most often observed among people with

dementia. However, the conditions that were most strongly associated with demen-

tia are Parkinson’s disease, congestive heart failure, cerebrovascular disease, ane-

mia, cardiac arrhythmia, chronic skin ulcers, osteoporosis, thyroid disease, retinal

disorders, prostatic hypertrophy, insomnia and anxiety and neurosis. Some of these

can be considered as risk factors, others as complications and others just as

comorbidities (Poblador-Plou et al. 2014). What these studies show, is that demen-

tia often doesn’t come ‘alone’ and that, also related to ageing, more health

challenges have to be faced.

Frailty, dementia, co- and multimorbidity are multi-faceted conditions, which

require multi-faceted interventions. These multiple, mental and physical problems

are often associated with (psycho-) social problems, such as limited participation in

society, loneliness or weak social relations, restricted mobility, feelings of mean-

inglessness or uselessness, anxiety, depression and loss of dignity. From a tradi-

tional point of view of health care—being compartmentalised and organized

according to medical, paramedical, psychosocial and social disciplines and organi-

zational entities—these needs cannot be met by simply adding up single

interventions. On the contrary, coherent multiple interventions are required from

professionals, but also from non-professional carers, such as next of kin and

neighbours, as well as by the community at large (Nies 2014). In our view, the

perspective should be oriented to the new—above depicted—concept of health, in

strengthening self-management and resilience. Thus, an integrated approach for

these groups of people is needed which goes beyond connecting medical and social

care. The new paradigm of health needs focuses on domains such as bodily

functions, mental functions, perception, spiritual/existential issues, quality of life,

social and societal participation and daily functioning (Huber et al. 2016). To put it

in simple wordings: it is about ‘living your day-to-day life in a satisfactory way’.

In practice of care delivery this means that while drafting an individual care/

support plan with a person suffering from dementia, one needs first to discuss what

matters for this person. Before thinking in solutions for care and support, a deeper

insight in to what is important for a satisfactory, meaningful way of living is
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necessary to guide interventions that do not only address the physical and mental

condition. It is about how the household can be run, how social contacts can be

maintained, what the person can do or mean for his or her relatives, what role

intimacy and sexuality plays, whether membership of activities such as a choir or a

lunch club, whether spiritual needs are being met and so on. It requires

professionals to have attention beyond traditional professional domains. It requires

care providing organisations to operate in collaboration in networks of relevant

professional and non-professional organisations (volunteers, citizens’ initiatives). It

requires dementia friendly communities, in which public (police, clubs, public

transport etc.) and private services (shops, restaurants, museums etc.) and infra-

structure (signage, ramps, housing etc.) are attuned to people with dementia (Davis

et al., 2009).

22.3 Inter-organisational Collaboration by Care Standards

In order to organise care and support for older people with complex needs, new

coherent inter-professional and inter-organizational arrangements are required. As

in many countries, in the Netherlands care and support for people with dementia

could and can be improved. Although GP services, diagnostic clinics and home care

are available for all persons in the Netherlands, the quality of dementia care is

subject to multiple shortcomings and inter-regional differences. Areas for improve-

ment include early detection of the disease, support after medical diagnosis, and

under-diagnosis of patient and caregiver depression. Lack of care coordination,

timely referrals and information flows between health professionals and informal

carers are other improvement areas (Minkman et al. 2009).

To improve dementia care, a number of incentives were initiated in the last

decade. In 2008 the National Dementia Program was launched sponsored by the

Ministry of Health, Welfare and Sports. This four-year program was coordinated by

the knowledge centres Vilans and CBO and the patients’ federation Alzheimer

Nederland. The latter ensured the users’ perspective. Besides implementing

improvements in the care delivery process for persons with dementia, a result

was also the forming of regional networks of regional care providers. Encouraged

and facilitated by the National Program these networks were initiated and further

developed by the local care and welfare providers, often in close collaboration with

the local users’ organisations. At this moment there are about 85 dementia care

networks in the Netherlands. In these networks professionals and managers of

different organisations (e.g. mental health care, home care, long term care,

municipalities) and local Alzheimer users’ organisations work together for more

coherent dementia care. The needs as defined by users and their informal carers,

formulated in their language, were taken as the point of departure for the regional

plans (Nies et al. 2009; Minkman et al. 2009).

To prevent that every region had to figure out their own way of setting up inter-

organizational arrangements, for this purpose a so-called Care Standard can be

helpful. A Care Standard is a document developed multidisciplinarily, which

describes what the important ingredients are for dementia care and support, based
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on the most state-of-the-art (evidence based) knowledge and guidelines. Based on

this national standard, solutions can be contextualised to adapt to the specific needs

of the local communities.

The emergence of the dementia care networks and the needed collaboration

between a wide range of professionals showed that for providing the best care and

support guidelines from one perspective or profession were not sufficient. There-

fore, a national Care Standard for dementia was developed, led by Alzheimer

Nederland, supported by Vilans, and launched in 2013 (Alzheimer Nederland,

Vilans 2013). The instrument resembles to a certain extent the NICE guideline on

Dementia, disability and frailty in old age (NICE 2015), but is more specific in term

of what in these services should be organised. The process of developing this

standard was time consuming, as all relevant professionals and stakeholders were

involved. In the end, the care standard was authorised by all these parties, a current

requirement for being acknowledged by the National Quality Institute. In this

authorization process different points of view between professional groups became

apparent. However, eventually the care standard was established.

The standard focusses on six domains:

1. Early recognition and prevention

2. Diagnostics

3. Case management

4. Treatment, counselling and support

5. Delivery of care and services

6. Organisation of integrated services/care

These domains describe what ‘good’ care should be, based on—for as far as

possible—established guidelines and consensus, and how it should be organised.

The sixth domain is of a different order, in the sense that it describes how the

interconnections of the services along the process should be structured and man-

aged; it is about the integration of service delivery. The standard does not define

which professional (group) is eligible for providing care, this is held to the profes-

sional organisations and the local context.

Since 2013 a large number of dementia networks started to implement the care

standard. However, there is a gap between the (total) standard and the actual

delivery of individual person centred dementia care. To bridge this gap a number

of networks started to describe a regional or local standard or pathway, which

translated the ‘national standard’ into a regional version. This is a necessary step,

because the standard gives a functional description of what should be considered or

arranged, not whose task this is or how it looks like in practice. Translating the

national standard into a regional version, facilitates implementation and guides

steps that can be taken.
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22.4 Implementation

In order to monitor progress of regional dementia care networks and the implemen-

tation of the care standard, the quality of regional collaboration is measured

bi-annually by a set of indicators based on the care standard. The above-mentioned

domains are measured by a number of operationalised indicators, which are

solicited from each dementia network through a digital questionnaire. The user

perspective is added as the seventh domain. Figure 22.1 gives an overview of the

average scores per domain of the care standard for the years 2011 and 2013. During

these years respectively 55 (2011) and 65 (2013) integrated dementia networks

participated in the benchmark study (Van Maar et al. 2014).

These results highlight a number of areas for improvement:

1. There are significant differences between regional networks, also with respect to

the collaboration with municipalities (which have a role in social support and

prevention);

2. Commitments on diagnostics and follow up activities exist, but are not always

followed in day-to-day practice;

3. Often, there is no structural funding for case management;

4. Inter-organizational collaboration is not fully implemented;

5. Network partners can further develop what the network has to offer;

6. Structural funding of the networks is still a challenge;
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Fig. 22.1 Progress of implementation of dementia care networks in the Netherlands 2011–2013
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7. Commitments regarding quality of life of people with dementia and their

informal cares can be improved.

8. Progress was monitored on the majority of domains, however attention for the

client perspective was lagging behind.

In spite of these critical remarks, the networks are realising also progress. They

report to work more according to the principles of the Care Standard. Moreover, the

coordinators are more connected to other networks in the region, in particular

generic networks for care for older people and networks for palliative care. Some

of the networks are focusing on one of the domains of dementia care, such as case

management, others are focusing on the full range of services.

The Care Standard provides an external framework for inter-organisational

collaboration. It is also used as a basis for commissioning services by health care

insurers, although not very strictly. Health care insurers are working on process and

outcome indicators to make quality and progress visible. The aforementioned

network indicators will be used to monitor progress, next to indicators that measure

quality of life of service users. Experiences are now being collected, to combine

both process and outcome measures on network and client level. Outcome

indicators are for instance quality of life of the person with dementia as rated by

the principle professional caregiver. Also quality of life of the informal carer is

rated, as well as the time he or she thinks he can endure further care tasks.

The example demonstrates that a care standard provides a national framework

based on (inter)nationally agreed evidence and consensus which is to be translated

at regional level as a basis for—in the terminology of Valentijn et al. (2013)—

normative and functional integration of services. It needs regional or local

contextualisation to make collaboration work.

22.5 Personalization

The term ‘Care Standard’ suggests that care is standardized and that personalized

care is not feasible. However, the instrument of a Care Standard does recognize

individual needs and requires tailoring services to needs. There are two ways of

tailoring service provision to needs: one is to apply methodical principles of person

centred care in interacting with the service user and his or her informal carers and

that are applicable across various groups of service users. The other is to develop

more evidence on which interventions work for particular groups of users and—

more specifically—for which persons and under which conditions.

For person-centred care a number of main ingredients can be defined. The key is
putting the person and the family at the heart of every decision and empowering
them to be genuine partners in their care. The focus shifts to new models of care

that change the conversation from “What’s the matter?” to “What matters to you?”

Initiatives that focus on person-centreed care are trying to demonstrate that engage-

ment, co-design and co-production with individuals and families improves health,

quality and value. A starting point of person-centreed care is that people’s care
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preferences are understood and honored, including at the end of life. In providing

care, collaborating with partners on programs designed to improve engagement,

shared decision-making and compassionate, empathic care is important (Barry and

Edgman-Levitan 2012). In this scope it is not only about care, but a much broader

perspective on daily living is captured, in line with the aforementioned new

paradigm of health (Huber et al. 2011; Huber et al., 2016). Working with partners

to ensure that communities are supported to stay healthy and to provide care for

their loved ones closer to home is the leading societal perspective.

On a more detailed level personalized care requires evidence on ‘what works for

whom?’ Most studies on interventions in frail older people and people with

dementia are generic. They do not make distinctions between the characteristics

of the subgroups, the circumstances in which they are effective and the specific

outcomes. However, effects of interventions, also in multi-problem target groups

can be enhanced by tailoring services to the idiosyncrasies of the person and his or

her social network. A review by van Mierlo et al. (2010) analysed the effectiveness

for people with Alzheimer’s disease and non-specified types of dementia. Further-

more, a distinction was made in people living in an institutionalized setting, or

living in the community. Within these categories distinctions were made such as

severity of dementia (mild, moderate, severe), behavioural problems (general,

agitation, aggression, disruptive wandering behaviour, repetitive disruptive

vocalisations), mental health problems (withdrawn behaviour, depression, bipolar

disorders, sleep disorders, irregular sleep-wake rhythm), ADL dependency, living

circumstances, gender, and the intervention taking place in a small group or a large

group. The outcomes were categorized in factors such as quality of life, behavioural

functioning, cognitive functioning, mental health and physical health. Interventions

such as reminiscence therapy, behavioural therapy, progressive muscle relaxation,

cognitive stimulation, meeting centres support, dementia special care units, were

assessed according to these categories. The wide array of interventions

demonstrates differentiated effects for different types of dementia for people in

different circumstances. The study provided first evidence for referrals and

interventions that are more tailored to subgroups of people suffering from dementia.

It yielded information which can be implemented and translated by professionals

(with a particular specialisation).

A similar review was carried out on the effectiveness of support to informal

carers of people with dementia (Van Mierlo et al. 2012). The key message of these

studies is that we need to tailor interventions to specific characteristics of frail older

people and that a ‘one size fits all’ policy is not the most effective in dementia care.

This personalized knowledge can underpin care standards and the included profes-

sional and non-professional interventions, even—or maybe just—in integrated

settings. Reality is, that we have a long time to go before there is a sound body of

knowledge on personalized interventions.
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22.6 Future Perspectives

The current state of play is that dementia is a syndrome that with some exceptions

cannot be cured, is multifaceted and asks for person-centreed integrated care. The

same holds for frailty and to a large extent for the accompanying complex multi-

morbidities. The symptoms can be alleviated and people can be supported in their

self-management and resilience. At macro-level the best strategy is prevention of

diseases and disability. Recent research shows that the prevalence of dementia is

substantially decreasing in some countries if corrected for age, sex, area and

deprivation status. Although there are various factors that could have increased

dementia prevalence at specific ages, associated with diabetes, survival after stroke,

and vascular incidents, it appears that other factors such as improved prevention of

vascular disease and higher levels of education appear to have a greater effect

(Matthews et al. 2013; Larson et al. 2013). This implies that preventive measures,

improvements in treatment and care, and disease modifying interventions combined

will be the most effective strategy for the future (Prince et al. 2013).

In a recent report, the OECD (2015) describes the key elements of such a

strategy. Generic lifestyles recommendations such as non-smoking, physical activ-

ity, healthy diets, cognitive training and formal education are linked to reduced risk

of dementia. Treatment of medical conditions such as brain injury, diabetes,

mid-life obesity, mid-life hypertension and depression are a second line of reducing

the risk of dementia. What at present cannot be influenced are hereditary factors

and age.

Following this analysis of risk factors, the OECD defines ten elements of

dementia policy:

1. Risk reduction by healthy ageing strategies targeting generic risk factors;

2. Selective early diagnostics (standardized needs assessment) for people who are

concerned about symptoms and post-diagnostic support to people;

3. Safer communities for and more acceptance of people with dementia by

awareness raising, dementia education at schools, training of people who get

in contact with people with dementia in the community;

4. Support of relatives and friends who care for people with dementia respite

services, peer to peer support networks, training to informal carers etc.;

5. Safe and appropriate environments including alternatives to institutional care

for living with dementia in dignity, making houses suitable for living with

dementia and communities safer and more accessible for people with dementia

(dementia friendly communities);

6. Access to safe and high quality long-term care services by recruiting and

training a dementia care workforce, systematic attention to behavioural

symptoms, including the use of antipsychotics and physical restraints, and

promoting independence and self-determination through user-directed support;

7. Health services recognizing and dealing with people with dementia effectively,

supported by registries or electronic health records, trained, dedicated and

specialized staff in hospitals;
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8. Increasing opportunities for dying in dignity in the place of people’s choosing,

trained home care staff in palliative care;

9. Coordinated, proactive and closer to home delivered primary care, multidisci-

plinary management of comorbidities;

10. Applying the potential of technology to support dementia care.

The OECD translates user-directed support also in financial terms for users and

informal carers. It signals that financial systems should support independence and

give control to service users and their families. This can be strengthened by

appropriate benefits in the form of cash benefits, vouchers or personal care budgets,

instead of services in kind. This allows people with dementia to choose the type of

services they prefer, which may go well beyond traditional care and across finan-

cial, legislative and professional barriers.

Changes in funding and legislation, in roles between stakeholders and in collab-

oration also have consequences for governance. Governance of (traditional)

organisations need reframing, because inter-organisational collaboration becomes

more important and asks for new dynamics and governance which is linked to the

community (Nies and Minkman 2015).

Lastly, it can be argued that most of the above mentioned elements for dementia

policy are also relevant for frail older people and people with multi-morbidities.

Hence, one of the key elements is safe and supportive living at home, be it in the

community or in a care facility supported by—when useful—technology and by

informal caregivers and people in the community. These elements relate to the

earlier described new concept of health of Huber (Huber et al. 2016) in which

‘whole person thinking’ is key.

22.7 Conclusions

The challenges of care for frail older people with dementia and multi-morbidity are

increasing, partly due to our improved health care services and increased life

expectancy. This challenge is not an easy one. It requires innovative approaches

in order to face these challenges and to reduce current and future burden of service

users, their families and society. It is a challenge that requires new care paradigms

and new organizational paradigms. Working towards the principles of a new

concept of health, working towards personalized and person-centreed care in

networks, based on shared normative and functional frameworks needs full atten-

tion of policy makers and care providing organisations. But the challenge of an

ageing population is not merely a professional task in the field of health, long-term

and social care. The solution also lies in the community. It has to get tuned to a

changing demography, supporting people with limited functioning and supporting

healthy behaviour at all ages. Communities need to get acquainted with a changing

population, where people sometimes behave ‘differently’. Therefore, health and

long-term care professionals and services should not limit their focus of integrated
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care to their peers or care partners; it is a challenge to society and to local

communities.

New questions need to be addressed such as how to create adoptive and resilient

communities and organisations? What are effective approaches and which

preconditions are necessary? How do we improve collaboration between the public

sector in a broad sense such as schools, clubs, welfare services, public transport,

police on the one hand, and the private sector and private life of citizens, such as

housing, shops, banks, neighbours’ support, volunteers and the dementia care

sector? Examples such as Dementia Friends (see: https://www.dementiafriends.

org.uk/) and dementia Friendly Communities (see: http://www.alzheimers.net/

2013-12-12/building-dementia-friendly-communities/) (Scharlach and Lehning

2013) are promising, but ambitious. Turning population ageing into a blessing

requires high ambition on a wide variety of societal actors, integrating their

strengths to meet the challenging social and individual needs of frail older people

suffering from dementia and accompanying problems.
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Physical and Mental Health 23
Chris Naylor

Physical and mental health are closely dependent on each other. Evidence reviewed

in this chapter demonstrates that having a physical health condition significantly

increases the risk of developing a mental health problem, and vice versa. More

broadly, mental health is a vital component of health and well-being and is

influenced by the activities of all parts of the health care system. It is for this reason

that the World Health Organisation has long argued that there is “no health without

mental health” (Herrman et al. 2005).

Despite this interdependency, it often remains the case that the institutional

architecture of health systems, the design of reimbursement systems, and the

training and education of professionals, all tend to reinforce structural and cultural

barriers between mental and physical health care. As described below, these

barriers mean that mental and physical health are often treated as if existing in

isolation of each other.

When thinking about this dimension of integrated care, there are three separate

but closely related issues that require consideration:

1. Comorbidity between long-term physical health conditions and mental health

problems is highly common and has a significant effect on outcomes

2. Psychological distress is frequently expressed in the form of physical

symptoms—so-called ‘medically unexplained symptoms’ that lack an organic

cause and are often challenging to manage

3. All physical illness can have an important psychological or emotional compo-

nent, regardless of whether or not a diagnosable mental health problem is present

The first two of these issues relate to defined client groups, whereas the third is a

cross-cutting issue applicable to any form of healthcare. All three have profound
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implications for integrated care. In this section we will focus largely on the specific

needs of people with comorbid conditions and/or medically unexplained symptoms.

However, many of the principles discussed are also relevant to the wider issue of

the psychological and emotional aspects of health.

The prevalence of comorbid mental and physical health problems is high. A

review of the literature suggested that overall, around 45% of people with mental

health problems also have a long-term physical health problem. Similarly, people

with cardiovascular diseases, chronic respiratory diseases, diabetes or chronic

musculoskeletal disorders are around two to three times more likely to experience

a mental health problem than the general population (Naylor et al. 2012). The

strength of this interaction is exacerbated significantly by social deprivation—

among those with multiple physical disorders living in the lowest socio-economic

groups, the prevalence of mental ill health is almost 50% (Barnett et al. 2012).

Medically unexplained symptoms are also highly common, accounting for an

estimated 15–30% of all primary care consultations (Kirmayer et al. 2004) and,

in one study, over 20% of all outpatient consultations among the most frequent

attenders (Reid et al. 2001).

Physical health outcomes are poor among people with co-morbid mental health

problems. Mortality rates among people with cardiovascular diseases or diabetes

are significantly higher for those who also have depression (Blumenthal et al. 2003;

Junger et al. 2005; Lesperance et al. 2002; Park et al. 2013). Outcomes are

particularly poor for people with schizophrenia or other psychoses, for whom

excess mortality largely attributable to poorer physical health leads to a life

expectancy 15–20 years below the general population (Laursen et al. 2014). The

presence of mental health problems can lead to reduced access to care for physical

health problems—for example, in a Canadian study revascularisation rates among

people with ischaemic heart disease were found to be significantly lower for those

who also had dementia or psychosis, after adjusting for clinical need (Kisely et al.

2007).

The interaction between physical and mental health has significant consequences

in terms of resource utilisation and costs. In an analysis conducted in the UK,

emergency department attendance rates were three times higher and unplanned

hospital admissions were five times higher among people with mental health

problems, compared to a matched control group drawn from the general population,

with most of these attendances and admissions being for physical health care

(Dorning et al. 2015). A large number of other studies have confirmed that

conditions such as depression significantly increase the risk of unplanned

hospitalisation for ambulatory care sensitive conditions (Davydow et al. 2013).

Overall, by interacting with and exacerbating physical health problems comorbid

mental health problems are estimated to increase the costs of long-term conditions

by at least 45% per affected person. This suggests that at least 12% of all expendi-

ture on chronic diseases in high-income countries is linked to poor mental health

and well-being (Naylor et al. 2012). In addition to this, a conservative estimate of

the cost of medically unexplained symptoms is around 3% of the entire health

budget in the UK (Bermingham et al. 2010).
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These and other findings suggest there is a strong case for integrating physical

and mental health care more closely. Figure 23.1 lists 10 areas where the

opportunities to achieve better integration are particularly striking (Naylor et al.

2016). People with comorbid mental and physical health problems, as well as those

with medically unexplained symptoms, should be seen as priority target group for

integrated care. The rest of this section outlines some of the challenges involved in

providing integrated care to these client groups, and describes the evidence-based

interventions available for doing so.

23.1 Challenges Involved in Integrating Physical and Mental
Health Care

23.1.1 Disease Factors

Integrating mental and physical health care is not one challenge, but rather a whole

set of related challenges. This follows from the fact that underneath the umbrella

term ‘mental health problems’ sits a wide array of very different conditions. This

includes various kinds of depressive and anxiety disorders, psychoses such as

schizophrenia, eating disorders, personality disorders, neurocognitive disorders

such as dementias or delirium, and substance abuse disorders. Forms of integration

that may be successful for one of these will not necessarily translate to another.

However, there is enough commonality for a discussion of generic approaches and

issues to be meaningful.

Prevention / public 
health

1. Incorporating mental health into public health programmes

2. Health promotion and prevention of physical ill health among people 

with severe mental illnesses

General practice 3. Improving management of ‘medically unexplained symptoms’ in pri-

mary care

4. Strengthening primary care for people with severe mental illnesses

Chronic disease 
management

5. Supporting the mental health of people with long term conditions 

6. Supporting the mental health of carers

Hospital care 7. Mental health liaison in acute general hospitals

8. Physical health liaison in mental health inpatient facilities

Community / social 
care

9. Integrated support for perinatal mental health 

10. Supporting the mental health needs of people in residential homes

Fig. 23.1 Key areas where integration of physical and mental health is needed (Source: Naylor

et al. 2016)
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A distinctive feature of mental health is the degree to which needs are not

currently met. For many mental health problems this far exceeds levels of unmet

needs observed in physical health—for example, even in high-income countries it is

typical for less than half of those with depressive or anxiety disorders to be

receiving any form of formal treatment, and in the case of alcohol and other

substance abuse disorders the proportion is smaller still (Kohn et al. 2004). In this

context, it is important to recognise that integration of mental health care into

general health systems may lead to identification of previously unmet needs. This

improvement in access to care is one of the potential benefits that a more integrated

approach offers. However, it does also highlight the need to ensure that sufficient

capacity exists to deal with new demand.

A significant issue in mental health is the paucity of high quality data. In many

countries prevalence data is limited, and the nature of many mental health

diagnoses and interventions makes outcomes measurement intrinsically difficult.

This lack of reliable data adds to the challenges involved in planning new,

integrated approaches to care. It is no coincidence that some of the most successful

examples of integrated mental and physical health care have made significant

investments in building robust, shared data systems.

23.1.2 Patient Factors

One of the most important clinical consequences of comorbid mental health

problems is the impact on self-care and self-management. A cornerstone of

integrated care is the principle that chronic diseases are managed most effectively

when patients take an active role in this themselves. Comorbid mental health

problems can significantly reduce a person’s ability and motivation to manage

their physical health. For example, diabetic self-care, medication adherence and

health behaviours (e.g. diet, exercise, smoking) are significantly poorer among

people who also have depression (Lin et al. 2004; Egede et al. 2009). Clinicians

may need to adopt different consultation techniques to help motivate and support

people with mental health problems to look after their physical health. However,

there is evidence that self-management programs and lifestyle interventions can be

effective for this group, particularly when adapted to the specific needs of people

with mental health problems (Cimo et al. 2012).

A challenge for clinicians working in this area is the multiple and diverse

understandings that patients may have of the relationship between their mental

and physical health. The sensitivities around this require particular skill in the case

of medically unexplained symptoms. People experiencing physical symptoms

which may be highly painful and debilitating should not be given the impression

that a clinician believes their symptoms are ‘all in the head’. Introducing the notion

that physical symptoms and mental health are closely intertwined takes a high level

of clinical skill and sensitivity, and professionals may require training in specific

techniques that can be used to discuss the psychological aspects of health without

undermining the physical reality of symptoms.
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23.1.3 Professional Factors

The trend for increasing sub-specialisation in medical education reinforces the

notion that some clinicians are responsible for the body, while others are responsi-

ble for the mind. In most countries there is little or no mandatory mental health

training in the core educational curricula for general practitioners, acute physicians

or nurses. Where mental health rotations are available, these are often in acute

psychiatric facilities, and fail to provide trainees with exposure to mental health in a

form that will be relevant to general health care settings. Similarly, many mental

health professionals report feeling under-confident in relation to even basic aspects

of physical health care, such as measuring blood pressure.

While the issue of skills is important, a more fundamental challenge is the

existence of deeply engrained attitudinal barriers, and a restrictive understanding

of the boundaries of professional responsibility. Integrating physical and mental

health care requires that professionals on either side of the ‘divide’ see themselves

as being responsible for health, in the fullest sense of the word. This does not mean

that all professionals need to become mental health experts, but it does mean that

the culture of seeing mental health as something distinct and separate from the rest

of health care needs to change. Part of the challenge here will involve

acknowledging and confronting the stigma that still exists around mental health,

and related issues regarding the relative status of mental health professionals.

23.1.4 Institutional and Systems Factors

Physical and mental health care are often, although not always, provided by separate

organisations. While integration at the organisational level is neither necessary nor

sufficient for integration at the clinical or service level (Curry and Ham 2010), this

institutional separation does create some specific barriers. For example, the impact of

some attempts to deliver more integrated services has been reduced as a result of

separate and incompatible IT systems being used in physical and mental health care

providers. A specific example of this is that liaison psychiatrists working in acute

hospital settings (but employed by a separate mental health provider) are not always

able to access the medical records used by other staff in the hospital.

Separate reimbursement systems can also create a barrier to integration. For

example, in the UK most physical health care is reimbursed through activity-based

payment, whereas mental health providers are paid largely through a single block

contract covering the full set of services they provide. Financial incentives to

integrate physical and mental health care more closely are often weak, with the

costs and benefits of integration accruing to different budget-holders.

New provider models such as accountable care organisations potentially offer a

way of overcoming this institutional separation, and creating financial incentives to

manage physical and mental health together. However, it appears that in the USA

this opportunity has not yet been widely embraced, with few accountable care

organisations pursuing innovative service models that integrate mental health care

with general health systems (Lewis et al. 2014).
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23.2 Goals of Integrated Physical and Mental Health Care

As discussed in the introduction, the rationale for integrating physical and mental

health care is founded on evidence demonstrating that treating physical and mental

health separately leads to poor outcomes for patients and unnecessary expense for

health systems. The overall goal of integrated physical and mental health care

should be to overcome this separation in such a way that there is improvement in

terms of both outcomes and costs. Figure 23.2 provides a more detailed analysis of

what some of the specific goals might be, in terms of clinical practice, health

outcomes, professional skills and attitudes, and health care utilisation.

Clinical practice
•Routine exploration of the psychological and mental health aspects of physical health, 
including through routine screening for mental health problems among people with long-
term physical health conditions

•Routine physical health checks for people with mental illnesses
•More effective management of medically unexplained symptoms in primary care
•Closer working between mental health specialists and other professionals, with 
collaborative care protocols and clear referral pathways

Health outcomes
•Improved clinical outcomes for people with comorbid physical and mental health 
conditions

•Reduction in all-cause mortality rates among people with mental health problems
•Improved self-management and self-efficacy among people with comorbid physical and 
mental health conditions

•Lower rates of smoking among people with mental health problems and improvements in 
other health behaviours e.g. diet, exercise

Professional skills and attitudes
•All health and social care professionals see physical and mental health as part of their job
•Physical and mental health included in core educational curricula and ongoing training for 
all professionals

•Greater confidence among physical health professionals to discuss mental health and 
well-being with patients – and vice versa

•Eradication of stigmatising beliefs in the health and social care workforce about mental 
illness 

Health service utilisation
•Reduction in unplanned hospital admission for ambulatory care sensitive conditions 
among people with mental health problems

•Reduction in emergency transfers from mental health inpatient facilities to acute general 
hospitals

•Reduction in unnecessary tests and investigations among people with medically 
unexplained symptoms

Fig. 23.2 Goals of integrated physical and mental health care
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23.3 Key Components of Integrated Physical and Mental
Health Care

23.3.1 Collaborative Care

Improving support for the mental health and psychological aspects of physical

illness cannot mean treating a large number of additional people within specialist

mental health services; an expansion along these lines would be both unaffordable

and undesirable. Instead, a primary care-based approach is needed. The best-

developed model available for this is collaborative care.

Collaborative care is a model for managing patients with chronic conditions in

primary care that has been extensively tested in a number of countries. A major

focus has been on using collaborative care to improve support for people with

comorbid physical and mental health problems. The core components of collabora-

tive care are:

• Proactive management of physical and mental health conditions by a

non-medical case manager, working closely with a GP and/or other primary

care staff

• Regular supervision meetings involving the case manager, primary care staff and

a mental health specialist, in which new cases and progress made by existing

patients is reviewed

• Use of standardised treatment protocols by the case manager

• Active exploration of the interaction between mental well-being and physical

conditions by the case manager

• In some cases, case managers may also be trained to deliver brief psychological

interventions

• A focus on education and skills transfer among the different professionals

involved in the collaborative care process

Collaborative care is often delivered within a stepped care framework, with

escalation to more specialist support where required. For example, NICE

recommends the use of collaborative care for people with moderate to severe

depression alongside a chronic physical health condition, particularly in cases

where the depression has not responded to initial psychological or pharmacological

treatment, but is not considered sufficiently severe to warrant a referral to specialist

mental health services (NICE 2009).

The collaborative care model has been used both in multi-provider systems, and

within the context of integrated delivery systems. In the USA the principles of

collaborative care have been used by organisations such as Intermountain Healthcare

(see Box 23.1), the Veterans Health Administration, and Kaiser Permanente as part of

major integrated care programmes seeking to integrate mental health services into

primary care. Collaborative care approaches have also been used in Europe, for

example in the UK (Coventry et al. 2015), Italy (Rucci et al. 2012) and the

Netherlands (Goorden et al. 2015), and in some lower- and middle-income countries,
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for example through the ‘PRIME’ and ‘Emerald’ research programmes (see http://

www.prime.uct.ac.za/ and http://www.emerald-project.eu/).

The principles of collaborative care have been adapted for use in other settings

outside of primary care. For example, there is some evidence indicating that

collaborative care can be successfully used in obstetrics and gynaecology clinics

for managing depression during the perinatal period (Katon et al. 2015).

Box 23.1 Case Study: Mental Health Integration in Intermountain Healthcare

In the early 2000s, primary care practitioners in Intermountain Healthcare, a

non-profit health system operating in Utah and Idaho, USA, identified a need

for a more effective way of supporting the large number of people presenting

with mental health needs, often alongside a mixture of physical illness,

substance abuse problems and complex social circumstances. In response to

this, Intermountain developed a mental health integration (MHI) programme,

which has now been rolled out in the majority of primary care clinics.

The MHI programme involves primary care practitioners accepting an

increased responsibility for providing mental health, with the support of an

enhanced multi-disciplinary team embedded in primary care. Key elements of

the model include:

• Team-based care with mental health professionals embedded in the pri-

mary care team, including input from psychiatry, psychology, psychiatric

nursing and social work

• A nurse care manager to coordinate medical, psychological and social

support

• Significant investments in training practice staff (including physicians,

nurses, receptionists and others) in mental health awareness, empathic

communication skills, and shared-decision making

• Shared electronic medical records accessible by all team members

• Proactive screening for mental health problems among high-risk groups in

the population

• Supported self-management of physical and mental health

• Making use of extended community resources and peer support

• Using disease registries and evidence-based guidelines

• Exploiting new technologies e.g. telehealth and telecare

Under MHI, mental healthcare is delivered through a stepped care

approach, with the balance of responsibilities between primary and specialist

care depending on the level of complexity. Overall, around 80% of mental

healthcare is delivered by non-specialists. Evaluations of the model have

found significant improvements in both physical and mental health outcomes,

better self-management and lower per patient medical costs (Reiss-Brennan

et al. 2010).

390 C. Naylor

http://www.prime.uct.ac.za/
http://www.prime.uct.ac.za/
http://www.emerald-project.eu/


23.3.2 Multidisciplinary Case Management

Community-based multidisciplinary teams are a key mechanism for coordinating

the care provided to people with multiple or complex chronic diseases. Successful

integration of physical and mental health care requires that mental health is fully

embedded within these teams. A number of different approaches towards this have

been tried, some of which are disease-specific whereas others cut across multiple

diseases.

Disease-specific approaches include multidisciplinary teams established to

respond to the physical and mental health needs of people with diabetes. For

example, as part of an integrated care programme in North West London, liaison

psychiatrists attend a regular multidisciplinary case conference at which the needs

of people who are struggling to manage their diabetes are discussed. An evaluation

found that mental health issues were discussed in over 80% of all cases brought to

these meetings, with the impact of mental well-being on self-management being a

particularly common theme (Sachar 2012). Another successful example of multi-

disciplinary care for the physical and mental aspects of long-term conditions is the

‘three dimensions for diabetes’ service (see case study in Box 23.2 below).

An alternative to the disease-specific approach is to use multidisciplinary team

meetings to discuss patients identified as being at greatest risk of unplanned hospital

admission (generally through the use of a risk prediction algorithm). Again, it is

important that input from mental health specialists is an integral part of this

approach. An example is the ‘extensive care’ model. In this, a dedicated primary

care clinic exists (often virtually) to provide intensive, multidisciplinary case

management to the highest need patients in a defined locality. This model has so

far been used largely for frail older people, but its applicability to other multi-

morbid patients, including those with co-occurring physical and mental health

problems, is now being tested. For example, as part of the ‘vanguard’ integrated

care program in England, an extensive care service has recently been established in

Blackpool focusing on people with complex mental health problems, substance

abuse issues and other problems including co-morbid physical health conditions.

The effectiveness of these approaches still requires evaluation.

Box 23.2 Case Study: Three Dimension of Care for Diabetes

‘Three dimension of care for diabetes’ (3DFD) was an award-winning service

in an inner-city area of London, UK, which provided integrated care for the

physical, mental and social aspects of diabetes. The service was specifically

targeted at people with poor glycaemic control, and served a highly mixed

population, including many people with multiple complex co-morbid

conditions and high levels of social deprivation. More recently, the 3DFD

service has evolved into a broader service aimed at people with other

conditions beyond diabetes, and is now known as ’three dimensions for

long-term conditions’.

(continued)
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Box 23.2 (continued)

While inclusion of a mental health professional in multidisciplinary team

meetings is increasingly common in diabetes care, the 3DFD model went

further than most by having a wider range of mental health professionals fully

integrated in the team and including the social dimension of support. Along-

side diabetologists and diabetes nurses, the team included a psychiatrist,

psychologists and social support workers. This allowed the team to provide

support to people with a wider range of mental health problems—not only

mild-to-moderate depression or anxiety, but also severe depression, psycho-

sis, eating disorders or dementia.

The team provided brief psychological therapies as well as interventions

targeting social problems, such as issues with housing, debt management,

carer support or domestic violence. In addition to seeing patients directly, an

important part of the role of mental health staff in the 3DFD team was to

provide formal and informal training to diabetes physicians and nurses, for

example in motivational interviewing techniques, basic principles of cogni-

tive behavioural therapy, and general training in mental health.

An evaluation of 3DFD found significant improvements in glycaemic

control, reduced psychological distress and a reduction in emergency

attendances and unscheduled admissions.

23.3.3 Liaison Mental Health

Liaison psychiatrists, and related professionals such as liaison nurses and clinical

health psychologists, are experts in the interface between mental and physical

health. These professionals are most commonly employed in acute hospital settings,

often as part of liaison psychiatry or psychological medicine teams. These teams

perform a vital function in identifying mental health needs among people attending

emergency departments, outpatient clinics or using inpatient services, and ensuring

that appropriate support is then available to meet these needs.

Mental health problems are highly prevalent in hospital settings, and the need for

high-quality liaison mental health services is clear. It is therefore regrettable that

the provision of these services is often highly variable. Guidance for commissioners

of liaison mental health services suggests that the following standards should be

met (JCPMH 2013):

• Liaison services should be comprehensive, with clear and explicit responsibility

for all patients in acute hospital settings

• Liaison services should cover all ages, including children, adults and older

people

• Part of the role of liaison clinicians should be to build capacity within the wider

hospital workforce, for example by improving the mental health skills of nurses

• There should be a single integrated set of healthcare notes
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• Integrated governance arrangements should exist to allow the liaison team to

work closely with the acute hospital

• There should be capability for providing a range of interventions including brief

psychological therapy

• Liaison teams should have strong links with specialist mental health services in

the community, and good knowledge of local resources

• Liaison clinicians should be able to assess physical health as well as mental

health

In some cases, liaison mental health services have extended their focus beyond

acute hospitals, becoming involved in supervisory and direct clinical activities in

primary care and other community settings (including through collaborative care

models and multi-disciplinary locality teams, as described above). This is a

promising development and particularly relevant to the care of people with ongoing

needs likely to continue beyond their hospital stay, such as those with long-term

conditions or medically unexplained symptoms.

23.3.4 Managing Medically Unexplained Symptoms in Primary Care

A critical aspect of effective care for people with medically unexplained symptoms

is the quality and style of communication between professionals and patients.

Clinicians need to strike a delicate balance, introducing people to new ways of

understanding their symptoms without challenging the reality of their experience.

Techniques such as motivational interviewing can provide a useful framework for

consultations.

Some psychological therapies, in particular cognitive behavioural therapy, have

been shown to be effective and cost-effective interventions for people with medi-

cally unexplained symptoms (van Dessel et al. 2014; Konnopka et al. 2012). One

benefit is that these can have the effect of improving the patient’s ‘psychological

literacy’ such that their readiness to engage in discussions with their GP about the

psychological aspects of their symptoms is subsequently improved. Psychological

therapies and other interventions for medically unexplained symptoms can be

delivered in primary care through stepped-care approaches (Guthrie 2008).

The challenges of working with people experiencing medically unexplained

symptoms means that educational interventions aimed at GPs and other primary

care staff are often particularly valuable. A ‘primary care psychotherapy consulta-

tion service’ provided to GPs in the City and Hackney area of London is one

example of an innovative service that combines an educational function with direct

clinical work. An evaluation suggested the service has both delivered results for

patients and been positively received by the local GP community (Parsonage et al.

2014)—see Naylor et al. (2016) for a detailed case study.
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23.4 Results of Integrated Care Approaches

Integration of physical and mental health is a new frontier for integrated care, and is

an area where further evaluative studies are needed. However, in some areas a

significant body of research already exists, and the evidence that is available

suggests that there are significant opportunities both for quality improvement and

potentially for improving the cost-effectiveness of care.

Collaborative care is one area where the evidence base is relatively well-

established. Studies such as the TEAMcare trial in the USA (Rosenberg et al.

2014) and the COINCIDE trial in the UK (Coventry et al. 2015) have found that

collaborative care interventions can improve recovery from depression among

people with diabetes and/or coronary heart disease, at the same time as improving

self-management of physical health. This was also the conclusion of a systematic

review conducted by Huang et al. (2013). Collaborative care also appears to be

highly cost-effective and potentially cost-reducing (Katon et al. 2008, 2012; Simon

et al. 2007).

Liaison psychiatry has received significant recent interest in the UK, partly in

response to the impressive findings of an economic evaluation of a ‘rapid assess-

ment interface discharge’ (RAID) service in Birmingham. Parsonage and Fossey

(2011) found that by facilitating early discharge from hospital and reducing rates of

readmission (particularly among older people), the value of reduced bed use within

the acute hospital exceeded the costs of the RAID service by a factor of more than

4 to 1.

Similarly, there is evidence of significant potential benefits to both patients and

the system stemming from embedding mental health specialists within chronic

disease management programs. There is particularly good evidence of the benefits

of including a psychological component within pulmonary and cardiac rehabilita-

tion programmes. For example, a systematic review found that psychological

interventions for people with coronary heart disease led to improvements in depres-

sion and anxiety, and also a small reduction in cardiac mortality. However, it also

concluded that more research is needed to establish which patient groups benefit

most and what the core components of effective interventions should be (Whalley

et al. 2014). There is some evidence that integrated psychological support can

reduce costs related to conditions such as COPD (Howard et al. 2010) and angina

(Moore et al. 2007).

23.5 Lessons Learned

It is clear that in the absence of integrated care, the interaction between physical and

mental ill health can lead to significantly poorer health outcomes, reduced quality of

life, and increased costs to the health care system. The prevailing approach to

dealing with chronic disease is at risk of failing unless it is recognised that many of

the people most in need of integrated care have comorbid psychological or mental

health problems that can impair their ability and motivation to self-manage. Care
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for large numbers of people could be improved by better integrating mental health

support within primary care, acute hospital care and chronic disease management

programmes.

Fundamentally, integrating physical and mental health care involves re-drawing

professional boundaries, such that all practitioners working in health and social care

accept their role as de facto mental health professionals. Similarly, mental health

specialists should see physical health and well-being as part of their responsibility.

For many, this poses a significant cultural change as well as a technical one. It will

therefore require skilled and committed leadership, and new forms of integrated

training and education.

Naylor et al. (2016) discuss the practical lessons learned from the process of

implementing integrated service models for physical and mental health in the

UK. A key finding is that innovation has often been driven by individual clinical

champions working, at least initially, in relative isolation from the rest of the

system. To be sustainable, the work of these clinical innovators needs to receive

support from senior leaders within local organisations, and must be reinforced by

consistent messages from this leadership. Without this, there is little hope of

widespread cultural change taking place. A powerful catalyst for cultural change

is direct contact between professionals working in different parts of the system—

specifically, those traditionally responsible for physical health and those

specialising in mental health. Given this, the service models which have the greatest

potential may be those which combine direct clinical work with joint supervision

and educational functions, creating opportunities (formal and informal) for skills

transfer between mental and physical health care professionals.

Integration of physical and mental health care should be seen as a core compo-

nent of any integrated care programme. This important aspect of integrated care has

often received insufficient attention in the past, and should be a priority for research

and service improvement in future.
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Integrated Palliative and End-of-Life Care 24
Health and Social Care and Compassionate Communities
to Provide Integrated Palliative Care

Emilio Herrera Molina, Arturo Álvarez Rosete, Silvia Librada Flores,
and Tania Pastrana Uruena

24.1 Introduction

The work of Dr. Cicely Saunders, founder of the modern hospice movement in the

1960s, is considered the key milestone in the development of palliative care

services (Saunders 2005). In contrast to the focus on curing in the contemporary

medicalized paradigm, palliative care aims at alleviating the suffering of people

with advanced diseases and who are at the end of their lives, supporting them, their

families and caregivers with dignified, sensitive and patient-centred care (Hall et al.

2011).

Over 29 million (29,063,194) people worldwide died from diseases requiring

palliative care in 2011. The estimated annual number of people in need of palliative

care at the end of life is 20.4 million. The biggest proportion, 94%, corresponds to

adults of which 69% are over 60 years old and 25% are 15–59 years old. Only 6% of

all people in need of palliative care are children (WHO 2014a, b). Europe may

count as many as 7000 patients per year per million inhabitants requiring palliative

care at the end of life. Of these, 60% would require palliative care provided by a

specialized palliative care team (Centeno et al. 2013).

Data on palliative care need to be set within the context of the growing chronic

care challenge to contemporary health systems, as the chronic patient of today will

very possibly become candidate to palliative care as the disease progresses. Fur-

thermore, due to the fact that 40% of the total health care expenditure of a chronic
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patient concentrates at the end-of-life, palliative care becomes an obvious key

element in any chronic care strategy.

There are, however, better quality and more cost-efficient ways of treating

people at the later stages of their chronic diseases and end-of-life than treating

them in acute hospitals. As this chapter will show new innovative models of people-

centred integrated palliative care, involving health and social care staff working

together with sensitized community networks, which are flourishing around the

world.

24.2 Defining Palliative Care and End-of-Life Care

The World Health Organization (WHO) has defined palliative care as “an approach

that improves the quality of life of patients and their families facing the problem

associated with life-threatening illness, through the prevention and relief of

suffering by means of early identification, impeccable assessment and treatment

of pain and other problems, physical, psychosocial and spiritual” (WHO 2010).

Through the consideration of pain as well as other problems, the 2004 WHO

definition of palliative care is itself a call for integrated person-centred care. Recent

conceptual developments have added further explanation to the WHO definition to

highlight the comprehensive nature of palliative care and in particular, care not

limited to the moment of dying. The Worldwide Palliative Care Alliance (WPCA)

policy statement on defining palliative care supports palliative care earlier in

illness, so that it is provided “alongside disease-modifying treatment such as

anticancer therapy or anti-retroviral therapy, for people with significant symptoms

or who require other support” (WPCA 2009). The WPCA policy statement includes

the following key points:

• palliative care is needed in chronic as well as life threatening/limiting-conditions

• there is no time or prognostic limit on the delivery of palliative care: it should be

delivered on the basis of need, not diagnosis or prognosis

• palliative care is not limited to specialist palliative care services but includes

primary and secondary level care.

• palliative care is not limited to one care setting: it is provided wherever a

person’s care takes place, whether this is the patient’s own home, a care facility,

hospice inpatient unit, hospital, or outpatient or day care service.

In the English context, the term ‘end-of-life care’ has been used to refer to the

care that takes place at a specific period of time preceding death. However, more

contemporary uses avoid such meaning and instead refer to “the care and support

needs of patients and carers regardless of diagnosis and regardless of the estimated

period of time before death” (Addicott 2010).

The traditional service model conceptualised palliative care as replacing cura-

tive care once the latter were no longer effective. Instead, as Fig. 24.1 shows, the

modern model (Ferris et al. 2009; Hui and Bruera 2015) sees palliative care as being
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provided at early stages of the disease to control symptoms to alleviate pain while

the disease(s) progresses. This is concurrent with other curative health care

treatments—hence the term ‘time based model’ (Hui and Bruera 2015). Such

approach requires the inclusion of supportive care, palliative care, hospice care

and bereavement as part of a continuum of care.

24.3 Challenges for Providing Care to Palliative and End-of-Life
Patients

As the end-of-life approaches, symptoms prevalent become gradually intense,

physical deterioration advances rapidly and the level of dependency grows to be

complete. The risk of catastrophic impact on the household economy increases, and

thus the consequences of the illness are experienced, alongside emotional suffering

and spiritual crises, not only by the patient but by his/her family and carers

experience as well (Librada et al. 2015).

At a system level, the ageing of the population and the chronic disease epidemic

are changing how people suffer and what they die from. “Increasingly, more people

die as a result of serious chronic disease, and older people in particular are more

likely to suffer from multi-organ failure towards the end of life” (Davies and

Higginson 2004). While traditionally, palliative care programmes have been nar-

rowly offered mostly to cancer patients, it is now being increasingly recognised as

Fig. 24.1 Time based model. Source: Adapted from Hui and Bruera (2015)
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useful to people with advanced chronic conditions who are at risk of deteriorating

and dying (Nu~no 2014).

Healthcare systems however, are not ready to cope with these changing dynam-

ics. Where they exist, services for end-of-life multimorbid patients tend to remain

fragmented and uncoordinated. True, many contemporary health systems have set

up high-quality palliative care services, either at hospital, hospices or at home. As

“most people prefer to remain in their home at the end of their life, various models

of home-based end of life care exist, ranging from those that primarily offer nursing

and personal care, to others that involve multidisciplinary teams” (Gomes and

Higginson 2008; Nu~no 2014). This however poses additional challenges to care

systems, among other reasons, due to the progressive decrease in availability of

family support networks at home. A retrospective study conducted in the region of

Extremadura (Spain) in 2003 with 944 patients who had died, showed that the risk

of hospital admission (odds ratio) was 50% higher for patients who did not have a

social support network at home. The reason for admission to a hospital was related

to the lack of social support rather than to difficulties of symptom control. Patients

with a Karnofsky index <50% (highly dependent) and lack of social support

network, had a chance of 65% versus 45% of those who possessed social support

network (Herrera et al. 2006a, b).

If it is not addressed as a cornerstone in the reorganization of the health and

social care systems, it will result in their failure in the coming years. The lack of a

supportive network increases the demand for more formal or informal social care,

but the solution is not to compensate it by super specialized physicians and

increased hospital-based services.

24.4 Goal of Integrated Care

24.4.1 What Needs Do End-of-Life Patients Have?

The complexity of each situation at end of life and the variety of psychosocial

factors lead to a wide range of needs with different grade of severity, all of which

need to be addressed. For example:

• Care needs regarding the patients’ dependency: Assistance to perform daily

activities, reduction of loss of sensory capabilities and compensating deteriora-

tion, training habits for improving personal autonomy, safety and protection

measures as well as environmental adaptation.

• Caregivers’ needs and social support network: Information about available

support services, training of professionals and/or informal care givers, develop-

ment of communication skills, psychosocial support of family members, balance

of care activities/tasks and working life, prevention of family collapse, sharing

experiences with other caregivers.
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• Protection of the social role of the patient: Autonomy in decision making and

communication of last wills, spiritual expression, leisure and entertainment,

privacy vs. intimacy, interpersonal and social relationships.

From the health care perspective, the palliative care range of support should not

only be limited to provide specially trained medical and nursing services, but also

seek to provide emotional support (psychotherapy, counseling, support services and

caregiver relief). It should also support dependency care (support in home work/

task/activities, support by personal care and occupational therapy) (Librada et al.

2015).

24.4.2 Health and Social Integrated Care Based on Empathy
and Compassion

As the discipline of palliative care has been evolving, practitioners have gradually

realized that palliative care cannot be considered solely from the health perspective

(Juvero 2000; Georghiou et al. 2012). Health and social needs of the patient at the

end of life and his/her family are closely related and have mutual influence. If any

of these aspects is not well addressed, it can result in misuse of resources and

overcharge. The lack of adequate social support causes increased consumption of

healthcare resources. Although it is still necessary to improve specialized palliative

care health teams, it is also relevant to meet the needs of social support for patients

and their families (Herrera et al. 2013).

The call for coordination and integration of health and social care services

patients at the end of life has featured strongly in recent declarations of international

organisations. For example, the 2014 European Declaration on Palliative Care has

called for

a paradigm shift in health and social care towards basic palliative care skills for all health

care professionals, to empower them to deliver patient-centreed family-focused care for all

people with a life-limiting illness, based on personalized or tailored care plans, with

attention to all needs of the patient and his or her family (European Declaration on

Palliative Care 2014; WHO 2014a, b).

Health and social care staff need to work in interdisciplinary teams, using

empathy as the basis for analyzing the needs of patients and their families. The

2014 European Declaration on Palliative Care understands empathy as the cogni-

tive ability to perceive in a common context, what another individual may feel. Also

it is described as a feeling of emotional involvement of a person in the reality that

affects another with the aim to identify individual patients’ and family caregivers’

unique combination of needs (European Declaration on Palliative Care 2014).

While empathy is a cognitive ability, compassion is the attitude towards others in

trying to alleviate other’s suffering, “an evolutionary construct that compels us to

be concerned about the welfare and suffering of others” (Busek 2014). In sum,
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quality in palliative care requires people to have both empathy and compassion,

forming interdisciplinary teams who are able to work together in a coordinated

manner.

24.5 The Integrated Care Path

The specialist literature on integrated care has referred to a number of key elements

that make possible integrated care at the service-delivery level, including the

existence a single point of entry to holistic care assessments and joint care planning,

delivered by multidisciplinary teams where one professional in particular act as

care coordinator for patients (Goodwin et al. 2014). The home or the homely setting

within the community are “the hub of care” (Ham et al. 2012), the preferred

locations, alternative to hospitals, to provide palliative care services. Home is

also the “preferred place of death” (Addicott 2010). Thus, the integrated palliative

care path is built around these elements and has the home as the primary location

of care.

These elements are embodied in the number of international innovative

experiences that are providing high-quality integrated palliative care to end-of-

life patients (Hall et al. 2011). For example, the Midhurst Macmillan Community

Specialist Palliative Care Service in England is a community-based, consultant-led,

specialist palliative care programme (UK) “which covers approximately 150,000

people in a largely rural area” (Thiel et al. 2013: 7). A multidisciplinary team of

nurses (who act as care coordinators), palliative care consultants, occupational

therapists and physioterapists work along side Macmillan Cancer Support volunters

to enable patients to be cared for at home. The team liaise with other health care

providers, including general practitioners (GPs), district nurses and continuing care

teams (Thiel et al. 2013).

The Marie Curie Nursing Service (MCNS) provides home-based care to around

28,000 people at the end of life annually in the UK. Although it initially focused on

caring for people with cancer, it has increasingly provided care to people with other

conditions. Staffed by registered nurses and senior healthcare assistants, the MCNS

offers a number of different models of care, ranging from overnight nursing care

booked in advance to urgent support in response to crises.

Similarly, in Andalusia, Spain, the Home and Ambulatory Care programme of

the Cudeca Foundation embodies these same key elements (OMIS 2015). Care to

oncology patients is delivered at home by multidisciplinary teams of nurses,

physicians, psychologists and social carers. Coordinated by the nurses, the team

meets weekly to discuss, evaluate and monitor patients and adjust treatments if

needed. Volunteers also have a role in the programme by providing support and

helping to transport patients from and to their home. Public patients are referred

from the regional health service. While at the Cudeca programme, there is intense

liaising with the primary and hospital care levels, with whom they are aligned

through agreed protocols.
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The Milford Care Centre (Milford Care Centre 2015) is a voluntary not-for-

profit organisation which provides specialist palliative care and older person’s

services in the Mid-West of Ireland. Services include: 47-bed voluntary nursing

home; a Day Care Centre for Older Persons; 30-bed Specialist Palliative Care

Inpatient Unit; Palliative Care Day Care Centre (Specialist Palliative Care Day

Unit); Community based, multi-disciplinary Specialist Palliative Care Team; and

an Education, Research and Quality Unit.

Referral to specialist palliative care is made through the GP or hospital consul-

tant. Patients living at home remain under the care of their GP, but they get the

support from the Specialist Palliative Care team, which comprises a nurses (Clinical

Nurse Specialists; Registered Nurses, Care Assistants), physiotherapists, occupa-

tional therapists, social workers. Then, the Palliative Day Care Centre bridges the

interface between homecare services and Specialist Palliative Care Inpatient unit,

so that patients can be referred smoothly from one to the other as required. In

addition to the professionals above mentioned, the Day Unit multi-disciplinary

team comprises dieticians, speech and language therapists, music and art therapists,

etc. Referral to the inpatient unit can be also be made through the Specialist

Palliative Care Day Unit or Hospice at Home services. Patients are accepted

based on an overall assessment of their needs (e.g. medical needs, social

circumstances, support required, etc.).

Weekly multidisciplinary care planning meetings are held in each area of care

(Inpatient Unit, Hospice at Home service and SPC Day Unit). New patients are

reviewed and care plans discussed and agreed; care plans for existing patients are

also reviewed and updated as appropriate. Decisions about discharge of patients are

discussed and agreed. Also, all deaths that had taken place since the previous

meeting are reviewed and decisions made as to what level of immediate bereave-

ment support may be required by particular family members.

In eastern Canada, the Nova Scotia Integrated Palliative Care strategy (Nova

Scotia 2015) embodies the philosophy that care is delivered in a seamless manner

by the various health care providers and services that function in the community. It

is person- and family-centreed rather than system-centreed. There is integration

between primary, secondary and tertiary care with a shared responsibility among all

care providers along the continuum. Support to patients and families is available

early in the disease process, and adapts as one’s condition advances and changes.

Support to families also continues on during the bereavement stage.

To meet the goal of keeping patients at home as much as possible, continuous

and 24/7 support is very much needed, especially at night time and weekends. This

can be delivered though telephone service or similar. In the United Kingdom, the

Partnership for Excellence in Palliative Support (PEPS) (Sue Ryder 2015) service

provides 24-h support to patients in the last year of life and coordination of

palliative care between 15 organisations across the county of Bedfordshire in

England. A telephone number held at the PEPS centre offers a single point of

contact to provide a seamless service for patients, their carers and care professionals

from qualified nurses when advice and support are needed. In Spain, the regional

government of the Basque Country launched a specialized palliative home care
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program in 2014 termed SAIATU (“to try” in Basque language) (Herrera et al.

2013; Millas et al. 2015; Nu~no 2014). The programme provided in-home social

support services rendered by specially-trained caregivers, to complement the palli-

ative clinical services offered by the public system as well as 24/7 telephone

support. Initiated as a pilot in the Basque province of Guipuzcoa, lack of funding

has prevented the experience to be sustained and scaled-up, however.

Integrated palliative care is not however exclusive of Western developed

countries. The Hong Kong Special Administrative Region of China, for example,

has introduced integrated palliative care pathways (Lo et al. 2009).

Colombia is taking promising steps towards the setting up of high-quality

integrated palliative care programs and teams, applying the NEWPALEX®method

developed by NewHealth Foundation (NewHealth Foundation 2015). This method

sets up integrated care pathways and establishes specific programmes and resources

at the service-delivery level and offers basic and intermediate training for palliative

care specialists. At present (Feb 2016), one third of Colombia’s population (around

16 million people) are registered with health insurance companies that, having

applied the NEWPALEX® method, have included integrated palliative care in the

basket of services to their insured members. For example, the model of palliative

care included in basket of services of the health insurance company SURA is

delivered by a multidisciplinary team who care for the physical, social, emotional,

spiritual and psychological needs of patients (EPS SURA 2016).

At the core of the Colombian experience is the reorganization of the funding

models by which health insurers pay health care providers for the existence and

quality of palliative care services. These insurers are contracting with more than ten

healthcare providers who have set up high-quality palliative care resources and

programs.

24.6 Results of Integrated Palliative Care

There is growing research evidence that confirms that in-home palliative care

achieves better quality of care, higher satisfaction rates and with lower costs than

traditional models of hospital-based care (Brumley et al. 2007; Gomes et al. 2013).

Results from the innovative experiences described above come to strengthen the

case for integrated palliative care for patients and their families.

According to research, home-based palliative care provided under the Marie

Curie Cancer Care MCNS model reduces the demand for costly and often undesir-

able hospital care, and allowing more people to die at home (Chitnis et al. 2012).

76.7% of those who received care under the MCNS model died at home, while only

7.7% died in hospital. In contrast, 35.0% of the controls died at home, while 41.6%

died in hospital.

The SAIATU program has shown how resources developed from a social care

perspective and with an emphasis on care integration can be cost-effective and

efficient for a healthcare system and increase the satisfaction of families. Thus,

comparison of SAIATU with traditional care (primary and specialized health care)

406 E.H. Molina et al.



and advanced care (primary and specialized health care and home care) resulted in a

reduction in the intensity of external specialized care services utilization, emer-

gency room visits, hospital admissions and length of hospital stays. Moreover,

SAIATU favored the community intervention of primary health care professionals

by increasing calls and interaction with caregivers trained by the family physician

and community nurse. In consequence, it avoided diversions to unnecessary emer-

gency services or inadequate early intervention of unnecessary specialized means

(Herrera et al. 2013).

These results support other studies confirming that the activity of palliative care

teams at home improves the performance of primary care professionals (Herrera

2006). This suggests that a more specialized palliative support, both medically and

socially, does not antagonize with a strong primary care, rather on the contrary, it

promotes synergies between levels of care and offers alternatives to unnecessary

hospital admission. SAIATU’s caregivers helped to detect problems in the patient

early, liaising with primary care staff to visit patients when necessary. Finally, the

results of the SAIATU also favored the possibility of dying at home when that was

the preference of the patient. These data show that the integration of social status

and health at the end of life enhances the overall efficiency of two subsystems: the

health and social sectors.

In Colombia, first preliminary results of the country-wide transformative

programme explained above is showing reductions of approximately 10–15% in

the costs of care at the end-of-life compared to standard treatments (mainly

provided at hospital) (Montoya et al. 2014).

24.7 A New Paradigm: Compassionate Communities

In the context of the new paradigm of people-centred integrated care models, true

integrated palliative care does not stop at the integration of health and social care

services, regardless of how crucially important this is. Community-centreed models

for end of life care have been proposed, such as the “circles of care” model by Abel

et al. (2013) “which appreciates the persons with illness in their everyday context of

living within their communities, not separate individuals with needs that have to be

met” (Abel et al. 2013: 3). The “circles of care” around the person cannot be

fulfilled just by interdisciplinary health care teams, even if supplemented by trained

social services. The care system will not be able to provide the care needed. It also

requires the involvement of society through awareness and the raising of commu-

nity networks. The real social change must come from the sensitized community,

caring for their loved ones. Thus, the keystone of the new paradigm of people-

centred integrated palliative care lies in the existence of networks of care

(Herrera 2015).

At the international level, the “compassionate communities for end-of-life care”

movement seeks to promote and integrate palliative care socially into everyday

life (Kellehear 2005). People are trained to care for people at the end of life. But this

does not stop at creating and managing volunteers’ teams. The concept goes much
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further: the aim is to enable society to accept and be involved in the accompaniment

and care at the end of life as a natural act of compassion.

The movement is quickly spreading worldwide. In Kerala (India), the Institute of

Palliative Medicine has been working for over 20 years in training community

members and in promoting awareness of palliative care, and is now a World Health

Organization (WHO) Collaborating Center for community participation in Pallia-

tive Care and Long Term Care. One of the key projects of the Institute, the

“Neighborhood Network in Palliative Care” project has more than 60 units cover-

ing a population of more than 12 million people of Kerala, and is probably the

largest community-owned palliative care network in the world (Kumar and

Numpeli 2005; Kumar 2013).

In Ireland, the Milford Care Centre is also urging forward the movement of

Compassionate Communities through awareness and leadership experiences

(Milford Care Centre 2015). In Spain, the non-for-profit organisation, the

NewHealth Foundation promotes the development of care networks between

organizations and associations under the slogan ‘A Global Community United by

the Vocation to Care’ (NewHealth Foundation 2015). Through the leadership of the

NewHealth Foundation, similar initiatives are beginning to evolve in Argentina and

Colombia as well.

24.8 Conclusion

Over the past 40 years, palliative care programmes around the world have aimed at

alleviating the suffering of people with advanced diseases who are at the end of life,

supporting them, their families and caregivers with dignified, sensitive and patient-

centred care. As the discipline of palliative care has been evolving, practitioners

have gradually realized that palliative care cannot be considered solely from the

health perspective, but needs to incorporate social care and the involvement of the

community as well.

The integrated palliative care model proposed in this chapter involves a set of

professional health and social care services, which envelop the support and assis-

tance of family and volunteers from an empowered community capable of caring

for their families and neighbours.

In the context of the growing chronic care challenge to contemporary health

systems, palliative care provides better quality, more cost-efficient ways of treating

people at the later stages of their chronic diseases and end-of-life than treating them

in acute hospitals. Thus, as a key element in any chronic care strategy, palliative

care shows the way forward in the design of a service delivery model truly

embedded in the emerging integrated care paradigm.
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25.1 Challenges Faced When Providing Care to People Living
with a Rare Disease

The following chapter focuses on presenting rare diseases and the needs of people

affected by these, as well as providing context on the provision of integrated care to

this client group in Europe.

25.1.1 Background on Rare Diseases

“When you have a rare disease it feels like you are so alone and no one cares”, Janet, mid

50s, living with Alkaptonuria (EUCERD Joint Action 2012)
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Rare diseases (RDs) affect a small number of people relative to the general

population. A disease is defined as rare when it affects less than 1 in 2000 people in

Europe (Orphanet 2012) and less than one in 1250 people in the United States of

America (Schieppati et al. 2008). Definitions vary in different countries/world

regions according to population sizes. The World Health Organisation suggests a

frequency of less than 6.5–10 in 10,000 (Aronson 2006).

There are 6000–7000 RDs (Orphanet 2012). Although each RD is characterised

by a low prevalence, they affect 30 million people in Europe and 400 million people

worldwide (World Health Organisation 2013). Most patients suffer from less

frequent diseases affecting 1 in 100,000 people or less and are consequently

particularly isolated and vulnerable (Council of the European Union 2009).

The cause remains unknown for many RDs. Most of them are genetic, but there

are also very rare forms of infectious diseases, auto-immune diseases and cancers

(Orphanet 2012). Rare disorders may affect patients in different ways and are often

multisystem disorders, affecting various organs and tissues.

Rare diseases are heterogeneous in terms of prevalence, age of onset, clinical

severity and outcome. However, they share various common features: they are

serious, often chronic, progressive, degenerative and associated with comorbidities

(Orphanet 2012). As a result, they substantially affect life expectancy and alto-

gether account for a considerable rate of the early-life deaths and life-long

disabilities in the European population (Rare Diseases Task Force 2008).

Rare diseases are the cause of various severe impairments and a high percentage

of people with a RD is affected by motor or intellectual impairments, which can

occur simultaneously (Guillem et al. 2008; Tozzi et al. 2013).

There are currently no treatments available for 4000–5000 RDs (Orphanet

2015). Scientific knowledge is growing rapidly but not translating into therapies

quickly enough. Patients are facing major hurdles to access approved new

therapies. About one third of patients do not have access to the orphan medicine

they need. Another third have access only after waiting several years, as medicines

are introduced first in the main markets and then progressively over 6 years in the

other markets. More recently, approved breakthrough orphan medicines are not

made available to patients because of their price. The sustainability of provide an

increasing number of rare disease therapies is an issue for national healthcare

budgets that are already under high pressure (Le Cam 2015).

Additionally, existing and accessible treatments are not always able to minimise

all the complex impairments generated by the disease, highlighting the need for

integrated care provision to alleviate the impact of RDs in patients’ and families’

daily life.

25.1.2 Unmet Needs of People Living with a Rare Disease

“MP has so many medical appointments, and therapy sessions that I had to stop working.

I have only 4 hours free to come back home, do the cleaning, cook, go to supermarket,

deal with the infinite bureaucratic processes to get a special school, special social wealth
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assistance and ask for budget support. Then, I pick him up, come back home and accom-

pany him in all the exercises his therapist has given him. I go to bed exhausted and I don’t

get a lot of help at home. I loved my work and I miss it a lot! At this moment, it is

impossible for me to find a job”, Sandra, mother of MP, living with Congenital Disorder of

Glycosylation (EUCERD Joint Action 2012)

The unmet needs of people with a RD and their families affect their dignity,

autonomy and other fundamental human rights expressed in the Universal Declara-

tion of Human Rights and in the United Nations Convention on the Rights of

Persons with Disabilities.

The cumulative effects of illness and disability generated by RDs amplify the

social exclusion experienced by patients and their relatives. People living with a RD

face significant challenges accessing school, employment, leisure, transport,

adapted housing and bank credit to name a few. Patients and families are therefore

psychologically, socially, economically and culturally vulnerable.

The social challenges faced by RD patients and families include; for instance,

the necessity to reduce or stop professional activity, the need to relocate to another

home adapted to their health needs and difficulties in meeting with a social worker

(EURORDIS 2009).1 RD patients and families also face challenges regarding

domestic tasks, transport and mobility, leisure activities, educational and profes-

sional activities, self-care, financial burden and feelings of discrimination in the

labour market (FEDER 2009).2

Family members—often the main carers—frequently find themselves in burn

out situations, unable to cope physically and psychologically with the situation.

RDs generate a considerable moral suffering (French Social and Economic

Council 2001) and it has been recognised that these diseases result in reduced

quality of life and affect individuals’ potential for education and learning abilities

(Schieppati et al. 2008).

Compared to more prevalent chronic disorders, people living with a RD have a

worse quality of life and experience higher losses in terms of medical care and

social and economic activities (Van Nispen et al. 2003).

1EURORDISCare Survey to 12,000 patients from 23 countries (2002–2008) - 1/3 of the

respondents reported that a patient in their family had to reduce or stop professional activities

due to the disease; an additional 1/3 reported that one member in the family had to reduce or stop

professional activities to take care of a relative with a RD; almost 1/3 of the respondents required

assistance from a social worker in the 12 months preceding the survey. More than 1/3 of those

reported they met the social work with difficulties or did not meet one at all; 1/5 of the respondents

had to move house, usually to relocate to a home better adapted to their health needs.
2Study performed in Spain (2009) - patients mentioned that they generally need support for:

domestic life (46%), transport (42%), personal mobility (40%), leisure activities (37%), educa-

tional/professional activities (39%) and self-care (32%). Only 1 in 10 did not need any sort of

assistance in daily life; 27% spend income in adapted transport, 23% in personal assistance and 9%

in adapting their house;, patients reported to feel discriminated in: leisure activities (32%),

education (30%) and daily activities (29%); labour market (32%) either when searching for a

job (17%) or at their current job (15%).
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25.1.3 Challenges in Care Provision

“Only the strong survive”, mother of rare disease patient while navigating the welfare

system (Byskov Holm and Jensen 2014)

“It is not possible to get a ‘check list’ of all the people you need to talk with. Also, service

providers differ in the amount of interest they show”, Denis Ryan, husband of Anne, living

with Huntington Disease (EUCERD Joint Action 2012)

“If anyone would coordinate my daughter’s care it would be wonderful as I’ve been doing it

for years”, parent of patient with 1q21.1 micro deletion (Brains for Brain Foundation 2014).

A patient with a RD is seldom a standard beneficiary. The combination of the

rarity, complexity and lack of treatment creates a particular set of hurdles in the

provision of holistic care:

• Expertise and information on RDs and their consequences are scarce and

difficult to access and therefore professionals lack knowledge on RDs;

• RD patients and families need multidisciplinary care, including medical and

paramedical care as well as social, psychological or educational aspects. They

need to be followed simultaneously by a set of national, regional and local

health, social and support services which are often managed by different

authorities;

• People living with a RD often need continuous and lifelong support;

• The scarcity of expertise forces many RD patients to seek care abroad.

Adding to these challenges, people with RDs experience barriers when accessing

health and welfare services (Grut and Kvam 2013):

• Care systems are usually designed around common diseases and mainstream

services are not flexible enough to take into consideration unprecedented health

needs (EURORDIS 2009);

• Care systems are extremely difficult to navigate for patients and families who

struggle to make the most of their potential throughout their life course;

• Care pathways are fragmented and obtaining the correct diagnosis, the needed

social care and support to manage the transitions between hospital and home and

between childhood and adulthood remain a challenge (Brains for Brain Founda-

tion 2014);

• There is a lack of communication and coordination within and between the

health and social care sectors, as well as between national and local services

(Byskov Holm and Jensen 2014);

• Medical and social care professionals are insufficiently informed and trained to

care for people living with a RD and tend to be reluctant to treat patients due to

the complexity of their disease (EURORDIS 2009);

• Cross border health care remains a challenge due to the fragmentation of legal

systems, different access to and reimbursement of services, lack of information
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on how and when to access it, as well as burdensome administrative

requirements;

• In most cases, the management and coordination of care has to be done by

patients and families, which places a heavy burden on family life (Dammann

2015).

These issues are of particular importance given that patients and families

perceive that their quality of life of is more closely linked to the quality of care

provided than to the gravity of their illness, or the degree of the associated

disabilities (EURORDIS 2009).

25.2 Goal of Integrated Care for Rare Diseases

When considering RD patients as a whole, the need to integrate social and medical

services becomes obvious (EURORDIS 2009) and recent studies show that

integrated care is especially beneficial for people with complex needs (Klinga

et al. 2015).

The low prevalence and complexity of RDs, as well as the significant unmet

needs of RD patients, highlight the need for the implementation of holistic,

integrated and patient-centred care pathways, which respond to the complexity of

RD challenges through an interdisciplinary approach.

Integrated care for RDs ensures:

• The transfer of scarce information and expertise on RDs;

• Coordination and communication between health, social and local care

providers;

• Optimisation of care pathways and resources, increasing patients’/families’

quality of life and reducing health care expenditure and economic burden for

society (Reich et al. 2012);

• Integration of RD specificities into mainstream services;

• An answer to some of the main challenges of RDs, such as diagnostic delays,

transitions from child to adult services and from hospital to home, access to

social and community services;

• Reduction of the burden on patients and families who will no longer be respon-

sible for coordinating care and will be supported in navigating the care system.

25 Rare Diseases 417



25.3 The Integrated Care Pathway for Rare Diseases

25.3.1 Proposals for the Provision of Integrated Care to Rare
Disease Patients

Care for people living with a RD needs to be holistic, multidisciplinary and

specifically tailored to patients’ unique needs (McGarvey and Har 2008). This

implies the provision of a set of health, social and support services, including

rehabilitation, day-care, home care, personal assistants, respite services, adapted

schools and work place, psychological support and social prescribing, among

others.

There is agreement in Europe upon the necessity of coordinating RD patients’

care nationally and internationally. The recommendations of the European Union

Committee of Experts on Rare Diseases (EUCERD)3 to the European Commission

(EC) and Member States (MS) promote a set of important measures and quality

criteria,4 supporting the development of health care pathways at national level and

European networks at international level.

The development of National Plans5 for RDs is encouraged, alongside the

organisation of national care pathways embedded into the health system, including

Centres of Expertise6 and national networks for a RD/cluster of RDs. On the other

hand, the development of European Reference Networks7 for RDs is regarded as

essential to facilitate the provision of cross border health care8 and to reduce the

burdens associated with seeking care abroad.

In regards to access to treatment, society, patients, experts, healthcare systems

and the pharma industry need to think outside the box to address new challenges

facing the rare disease community. There is an urgent need for a seamless approach

3The EUCERD was charged with aiding the EC with the preparation and implementation of

Community activities in the field of RDs, in cooperation and consultation with the specialised

bodies in MS, the relevant European authorities and other relevant stakeholders. In 2014, the

EUCERD was replaced by the European Commission Expert Group on Rare Diseases. More

information available at: http://www.eucerd.eu/.
4EUCERD recommendations available at: http://www.eucerd.eu/?page_id¼13.
5More information available at: http://www.europlanproject.eu/Content?folder¼1.
6Centres of Expertise (CEs) are physical expert structures for the management and care of RD

patients. Each CE is specialised in a single RD or group of RDs and share the mission of providing

patients with the highest standards of care to deliver timely diagnosis, appropriate treatments and

follow up. More information available at http://www.eurordis.org/sites/default/files/publications/

factsheet_Centres_Expertise.pdf.
7European Reference Networks (ERNs) for RDs should serve as research and knowledge centres,

updating and contributing to the latest scientific findings, treating patients from other MS and

ensuring the availability of subsequent treatment facilities where necessary. More information

available at: http://ec.europa.eu/health/rare_diseases/european_reference_networks/erf/index_en.

htm.
8More information available at: http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri¼OJ:

L:2011:088:0045:0065:EN:PDF.
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to European cooperation on medicines development to bridge the gap between EU

regulatory decisions and fragmented national/local pricing and reimbursement

decisions. And patients need to be engaged in these processes (Le Cam 2015).

The European Commission Expert Group on Rare Diseases (CEGRD),9 a multi-

stakeholder group including RD experts, MS and patient representatives, is cur-

rently developing recommendations to support the integration of RDs into social

services and policies.10 The group proposes various approaches to facilitate

integrated and continuous patient-centred care provision to people living with a

RD through: Centres of Expertise; individual care plans; care pathways and

standards of care; case managers; one-stop-shop services; networking and training

programmes for service providers; and the integration of RDs into national func-

tionality assessment systems. Additionally, eHealth can also be an asset for

integrated care in RDs. These approaches are explained below.

25.3.1.1 Centres of Expertise
Centres of Expertise, as health structures specialised in RDs, have a key role in

sharing information and knowledge and building networks to facilitate integrated

patient-centred care provision to people living with a RD and their families.

According to the EUCERD (2011) Recommendations on Quality Criteria for

Centres of Expertise on Rare Diseases, these centres should: bring together or

coordinate multidisciplinary competences/skills, including paramedical skills and

social services; contribute to building healthcare pathways and to the elaboration

and dissemination of good practice guidelines; provide education and training to

non-healthcare professionals; and produce information adapted to the specific needs

of patients/families and of health and social professionals.

25.3.1.2 Individual Care Plans
Simple, holistic and flexible individual care plans which can be implemented by

central, regional and local services would be of great use in the context of RDs.

Based on the assessment of individual needs, including health and social

dimensions of care, these plans should be developed and implemented in collabo-

ration between care providers, patients and families. Ideally, a coordinator should

be assigned to manage and follow up the individual care plan.

25.3.1.3 Care Pathways and Standards of Care
Care pathways and standards of care are multidisciplinary care management tools

which define the different tasks to be undertaken by professionals involved in

9The CEGRD replaced the EUCERD in 2014 in supporting the EC with the preparation and

implementation of Community activities in the field of RDs. More information available at: http://

ec.europa.eu/health/rare_diseases/expert_group/index_en.htm.
10Final document to be published in 2016 at http://ec.europa.eu/health/rare_diseases/publications/

index_en.htm#anchor0.
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patient care and are essential to create equality in the level of care and services

provided to people with a RD.

In Sweden, for example, the care pathway for RDs is organised through the Act

on Support and Service for Persons with certain Functional Impairments,11 an

entitlement law that guarantees good living conditions for people with extensive

and permanent functional impairment, ensuring that they receive the help they need

in daily life and that they can influence the support and services they receive. The

Swedish care pathway ensures a permanent contact in health, responsible for

interactions within healthcare and for coordination of stakeholders, treatments

and services in line with an individual coordinating plan. The Centres of Expertise

ensure interactions between medical and non-medical issues and there is ongoing

work on national treatment and care programs, within a holistic and lifelong

approach.12

Other EU MS are currently developing care pathways for RD patients using

standards of care. For example, France and the Netherlands are establishing

standards of care, in which the organisation of care within the national health

network is described for a certain RD.

In France, by 2012, 50 national good practice guidelines for diagnosis, treatment

and follow-up of patients with RDs were developed by expert health centres with

the support of the French National Authority for Health (HAS). In 2012, the HAS

published a new simplified method to develop these guidelines, aiming to boost the

production to 200 protocols in 4 years (EUCERD 2014).

In the Netherlands, there has been important progress concerning RDs and

integrated care, with the development of standards of care for 16 diseases, some

of which are already implemented (Vajda et al. 2012).13 The Dutch Genetic

Alliance has been an important stakeholder in this process and keeps developing

standards of care and other quality standards, according to a new national

guideline.14

25.3.1.4 Case Managers
Case managers are essential for integrated care in RDs. They can ensure coordina-

tion between centralised and local care and alleviate the care coordination burden

faced by patients and families.

Case managers have an instrumental role in adapting the existing care system to

patients’ individual needs and in supporting holistic and continuous care by

establishing networks of care providers, providing information and support to

11More information available at: http://www.socialstyrelsen.se/Lists/Artikelkatalog/attachments/

8407/2009-126-188_2009126188.pdf.
12More information available at: http://bit.ly/1M2noBZ.
13A national network of expertise is being set up for some RDs to provide integrated care.

Moreover, the Dutch Genetic Alliance hosts a website to disseminate RD quality standards.

More information available at: www.zorgstandaarden.net.
14More information available at: http://bit.ly/1WPmhgt [Dutch].

420 R. Castro et al.

http://www.socialstyrelsen.se/Lists/Artikelkatalog/attachments/8407/2009-126-188_2009126188.pdf
http://www.socialstyrelsen.se/Lists/Artikelkatalog/attachments/8407/2009-126-188_2009126188.pdf
http://bit.ly/1M2noBZ
http://www.zorgstandaarden.net
http://bit.ly/1WPmhgt


local professionals, patients and families coordinating individual care plans and

providing information on cross border care when needed.

Ideally, case managers should be trained and employed by or work in connection

with Centres of Expertise. Case managers should be located at regional/local level

in order to facilitate local care provision, and should remain the same for as long as

possible in order to ensure stability during transition periods.

A pilot implemented in France, PRIOR-RH, shows how case management can

be organised by a regional centre of expertise for RDs. Implemented at regional

level, PRIOR-RH employs a multidisciplinary mobile team—health manager,

genetic counsellor, social worker, psychologist, occupational therapist—which

undertakes the role of case management for people living with RDs in the region,

thus improving their care pathways. PRIOR-RH has built a regional network of

competence both in health and social care involving 23 partners. Additionally,

PRIOR-RH provides information on RDs, draws-up an inventory of regional

expertise, directs patients towards social and medical care services, provides social

follow up to support patients in their life course, and organises stakeholders

meetings.15

25.3.1.5 One-Stop-Shop Services for Rare Diseases
Resource Centres for RDs16 are a one-stop-shop style of service, specifically

designed for people living with a RD, often functioning in partnership with Centres

of Expertise. Resource centres commonly create a bridge between patients/families

and various stakeholders involved in patient care (EURORDIS 2013a, b) and can

coordinate with regional/local case managers.

Resource Centres empower patients, families, carers and professionals at various

levels and undertake an essential role in integrated care provision to people living

with a RD. Resource Centres’ services include information and guidance, training

courses, respite care, therapeutic education, information on social benefits and

research. Sometimes daily therapies, medical/psychological consultations and ther-

apeutic recreation are also provided.

The EUCERD Joint Action (2012–2015)17 mapped existing Resource Centres

for RDs, identifying 21 services in 12 European countries.18 Among these are NoRo

(Romania), Frambu (Norway) and Ågrenska (Sweden).
The NoRo Pilot Reference Centre for Rare Diseases is a Resource Centre

accredited both as a social service and a medical service which provides holistic

care based on a multidisciplinary and complementary approach and on the

15More information at: http://download.eurordis.org.s3.amazonaws.com/emm2015/ws4/5.DOMI

NIQUE_FRANCE_Prior%20Eurordis%20Madrid.pdf.
16More information at:http://www.eurordis.org/sites/default/files/publications/fact-sheet-resource-

centres.pdf
17The EUCERD Joint Action: Working for Rare Diseases, co-funded by the EC, supported the

activities and mandate of the EUCERD until the end of 2013 and the activities of the CEGRD,

from 2014. More information available at: http://www.eucerd.eu/?page_id¼54.
18Map and list of services available at: http://www.eurordis.org/specialised-social-services.
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individual assessment of patients’ needs. The centre ensures continuity of care

through collaboration with other services in the community and by establishing

networks with medical universities.19 NoRo runs a help line for RDs, organises

training for patients, volunteers and professionals,20 support groups, therapeutic

weekends for families and therapeutic camps for children.

Frambu’s multidisciplinary team provides services to people affected by over

120 different RDs as well as to carers and service providers. The centre

complements the services provided by the Norwegian health system and works in

connection with university hospitals. Frambu is a meeting place for families and

professionals providing competence, knowledge, documentation and guidance and

organising residential courses, summer camps, research projects and outreach

activities in local communities.

Ågrenska’s main objective is to gather, develop and spread knowledge on RDs

and their consequences. The centre provides family programmes, adult

programmes, respite care services, summer camps, a family support unit, courses

for professionals and social research. The centre aims at supporting and

empowering people to cope with everyday life and to be as independent as

possible.21

25.3.1.6 Networking and Training Programmes for Service Providers
Coordination and networking between all parties involved in care provision is

essential to supporting the transfer of the scarce expertise on RDs from central

structures to regional and local services.

National authorities should allocate funding to support the creation of multidis-

ciplinary teams composed by health (including Centres of Expertise), social and

local care providers. Networking at an international level could be facilitated via

the European Reference Network for RDs.

Training health and non-health professionals is essential to support the integra-

tion of RDs specificities into mainstream services. Centres of Expertise should take

the lead in developing training and networking programmes/tools for social and

local support service professionals involved in the different stages of the care

pathway. The EUCERD Joint Action has developed guiding principles and case

study documents essential to support the design of training programmes for social

care providers (EUCERD Joint Action 2014a, b).

19NoRo has organised a network of videoconference facilities with 7 Romanian medical

universities which aims at facilitating direct access to information/good practices and meetings

between patients and professionals.
20More information at: www.edubolirare.ro.
21More information available at: http://download.eurordis.org/documents/pdf/sss/3-RCS-

Agrenska-Gunilla-Jaeger.pdf.
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25.3.1.7 Integration of Rare Diseases into National Functionality
Assessment Systems

The integration of RDs into functioning and disability assessment systems, in line

with the United Nations Convention on the Rights of Persons with Disabilities, is a

way to ensure that health care and welfare systems take into account the complexity

of RDs. A fair assessment of patients’ functionality will support medical and social

services to develop integrated care plans.

To ensure an adequate evaluation, the assessment system should be flexible to

adapt to people with a RD affected by complex combinations of several

impairments, less visible impairments, degenerative conditions or acute disease

periods. The Orphanet Disability Project22 (de Chalendar et al. 2014) which

develops RD disability core sets derived from and compatible with the International

Classification of Functioning, Disability and Health (ICF) is an important tool that

can support national authorities to improve the assessment of functionality and

disability of people living with a RD.

25.3.1.8 eHealth to Facilitate Data Sharing and Interoperability
Integrated care for RDs can also be supported by the use of eHealth solutions which

can improve the quality of treatment, broaden access to medical care, improve

health outcomes and quality of life, get the most out of technologies and new

services and reduce pressures on public healthcare budgets.

Additionally, eHealth can help address a major issue for the RD community:

data protection and interoperability. A priority for any eHealth service should be to

enable the integration of (possibly-disparate) sources of data, based on unambigu-

ous electronic identification of patients, across countries and across databases.

25.3.2 An Innovative Patient-Centred Approach for Integrated Care
for People with Rare Diseases

INNOVCare (2015–2018),23 a new project co-funded by the EU, addresses the

issue of integrated care for people affected by RDs by developing, testing and

promoting a holistic, personalised care pathway.

The innovative approach brings together national one-stop-shop services for

RDs and regional case managers, in partnership with public bodies. In addition,

the project establishes a European Network of Resource Centres to collate good

practices vital to improve quality of care, in line with the Voluntary European

Quality Framework for Social Services.24

22More information available at: http://www.rare-diseases.eu/wp-content/uploads/2014/05/0602_

Myriam_de_CHALENDAR.pdf.
23More information at: www.innovcare.eu.
24More information at: http://www.ec.europa.eu/social/BlobServlet?docId¼6140&langId¼en.
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The care pathway of INNOVCare proposes that the case handlers at a regional

level should rely on the national resource centre to gather expertise by

concentrating patients with the same RDs and good practices. In addition, national

centres should rely on the expertise of centres in other countries and on the patient

outreach capacity of the regional case handlers.

The new care model will be implemented and evaluated in a pilot in Romania.

INNOVCare will also conduct robust data collection on the cost-benefit of the

proposed care model.

25.4 Results of Integrated Care Approaches to Care Delivery

Regardless of the scarcity of data and studies on integrated care provision to people

living with RDs, models of care which take into account integrated care methods

have proven to be effective in optimising health outcomes and quality of life of RD

patients.

An example of integrated care provision for Cystic Fibrosis patients in Europe

shows that the establishment of a centre providing multidisciplinary care for this

RD—including consultants, nurse, microbiologist, physiotherapist, dietician, phar-

macist, psychologist, social worker, geneticist and allied healthcare professionals

experienced in cystic fibrosis care—results in a significant increase in life expec-

tancy for patients (Conway et al. 2014).

A study conducted by Ågrenska’s one-stop-shop service for RDs, revealed that

this resource centre is perceived as an improvement relative to patients’ experience

within the healthcare system in terms of treatment, outlook for the future, socio-

economic support, peer support and consideration by professionals and by the

institution. Additionally, this type of holistic approach is cost-effective and leads

to a nearly three-fold decrease in costs to society (Olauson 2002).25

Various pilots of integrated care provision for RD patients and families are

currently ongoing throughout Europe. In the upcoming years, the results of the

evaluation of these pilots and the outcomes of the INNOVCare project are expected

to provide further insight into the health, social and economic benefits of integrated

care provision to people living with a RD, as well as data on the cost-effectiveness

of these services and on their impact on the optimisation of resources for national

care systems.

25Study done by the Department of Economics of the University of Gothenburg on Ågrenska: the
approach offered by the centre saves money compared to ordinary programmes for disabled

children. Moreover, a family requires less support from social services when having access to

the centre. There is a nearly three-fold decrease in costs when the child is correctly diagnosed and

accesses proper treatment, compared to a child who is improperly diagnosed and treated through

ordinary programmes. The savings appear to result from the reduction of costs with seeking

emergency help, visiting specialists and sick leaves.
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25.5 Lessons Learned and Outlook

The rarity, complexity and lack of treatment of RDs lead to significant unmet

medical and social needs and create particular obstacles to the provision of

integrated care.

The provision of integrated care is essential for RD patients to ensure the transfer

of the scarce expertise and information available, to support the coordination and

communication between care providers, to optimise resources, to integrate RD

specificities into mainstream services, to improve care and care pathways, and to

reduce the burden for families consequently increasing their quality of life.

Health services have a key role in facilitating integrated care for RD patients and

in facilitating the integration of RD specificities into social and local services in line

with the upcoming CEGRD recommendations to support the integration of RDs

into social policies and services.

Various methods can be used to promote integrated care for RDs including:

Centres of Expertise and one-stop-shop services for RDs; case managers; care

pathways and standards of care; individual care plans; networking and training

programmes for service providers; the integration of RDs into national functionality

assessment systems; and eHealth.

Studies conducted so far have shown that integrated holistic care provision in

RDs increases patients’ life expectancy and quality of life while being cost-

effective and decreasing costs for society.

INNOVCare, a new project co-funded by the EU, will conduct a pilot for an

innovative model of integrated care provision in RDs and will collect important

data on the social impact and on the cost-effectiveness of the innovative care

pathway. The results of INNOVCare and of various ongoing pilots are expected

to provide further insight into the health, social and economic benefits of integrated

care provision to people living with a RD.
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Pathways in Transplantation Medicine:
Challenges in Overcoming Interfaces
Between Cross-Sectoral Care Structures

26

Lena Harries, Harald Schrem, Christian Krauth,
and Volker Amelung

26.1 Introduction

Organ transplantation is a particularly sensitive area of medicine in which chroni-

cally severely ill patients are treated in an extremely complex care setting. Due to

the nature of the underlying disorder, transplant surgery and postsurgical care, the

transplantation process involves a variety of different healthcare institutions and

sectors. Thus, outpatient and inpatient physicians of different specializations as

well as various rehabilitation, nursing and mental care service providers must deal

with the various treatment and ethical issues associated with transplantation in an

integrated manner. The decline in the number of donors due to the transplantation

scandal in Germany has demonstrated just how vulnerable the area of organ

transplantation (Tx) and donation is: only 864 organs were donated in 2014
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compared to 1200 in 2011 (DSO 2014; Pondrom 2013; Schrem and Kaltenborn

2013).

Organ allocation is influenced by several independent variables, such as the time

on the waiting list. Patients who need a liver transplant, for example, generally wait

for approximately 5–13 months for a transplant, depending on their blood group and

urgency (Samuel 2015; Jung et al. 2008; Schlitt et al. 2011). The situation regarding

kidney transplantation is even more complicated. Once ultimate kidney failure has

occurred and dialysis is necessary, the median waiting time for a donor transplant is

about 43 months (Samuel 2015). As recent statistics point out, the time on the

waiting list can be extremely long—up to 15 years in some cases (DSO 2015).

Furthermore, because patients require continuous maintenance therapy while

waiting for transplantation, all possible drug interactions must be taken into account

throughout the entire waiting period (Schrem et al. 2009).

26.2 Structures of Care

26.2.1 Outpatient and Inpatient Care

During the organ donation and transplantation process, various stakeholders regis-

ter patients in need of transplantation, allocate and deliver donor organs, perform

transplant surgery and provide follow-up care. Additional institutions are involved

in the organization, coordination, examination and quality assurance of this process

(Veit et al. 2014). For the patients, this decentralized organization means many

separate and individual treatment steps between the sectors as well as parallel

treatments by in- and outpatient physicians (Fig. 26.1). Considering the continuous

deterioration of the patient’s organ function and the likelihood of organ failure, this

situation is precarious for the patient.

Fig. 26.1 Inpatient and outpatient treatment pathways within the process of transplantation.

Source: Own presentation
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Depending on the individual patient characteristics (underlying disease,

multimorbidity, etc.), outpatient care may require further medical specialists

besides the General Practitioner (GP). In case of chronic liver disease, those may

include gastroenterologists, hepatologists and/or oncologists. Parallel to outpatient

treatment, the patients need to visit the transplant outpatient clinic regularly, as the

transplant centre must always be aware of the patient’s health status (Niedermeyer

et al. 2001; IFB-Tx 2015).

The evaluation for inclusion on the waiting list requires certain clinical

assessments. For example, cardiological, pneumological, urological, gastroentero-

logical, endocrinological, vascular and/or hematologic examinations are needed for

kidney transplantation. This places enormous stress on the patient as the evaluation

process is time-consuming and involves a large number of physicians (Kumar

2015).

Moreover, the patient’s medical data has to be updated regularly for the waiting

list, as changes can have an impact on one’s position on the waiting list. Therefore,

it is essential that all information about medical events involving a patient be passed

on quickly and completely to the physicians in charge.

Furthermore, especially close cooperation between the several outpatient

physicians, the outpatient clinics and the rehabilitation clinics is needed for optimal

aftercare of organ transplant recipients. Long-term success in terms of the overall

goals of complete restoration of health as well as social and professional

re-integration largely depends on the quality of interdisciplinary care and aftercare.

Regardless of the complexity of the original transplantation supply chain, close

control is a high-priority success factor for a “good” outcome after transplantation.

Close control includes continuous monitoring of the compliance of the patient and

enables the early diagnosis and treatment of complications. Both aspects play a

crucial role.

The fact that there is no obligatory system for the tracking of Tx patients is a

critical issue in Germany. Some patients do not visit the outpatient clinic regularly,

so strict monitoring is not possible (Mayr 2005; Bundesärztekammer 2015). In

contrast, other countries have a transplant registry. The UK or USA, for example,

have such a mandatory registry for the centralized collection of data on organ

donation and transplantation. Therefore, each stakeholder (e.g., hospital staff,

National Organ Retrieval Service, and recipient transplant coordinators in the

UK) must report follow-up data in the registry (NHS Blood and Transplant).

Besides the aforementioned aspects, all possible drug interactions and relevant

drug safety issues also have to be considered at all times, for instance, even when

prescribing medication for a flu. Thus, the aftercare of transplant patients requires a

high quality of coordination and communication between the different actors

(Schrem et al. 2009).

In addition to the transplant physicians and surgeons, even more institutions are

involved in the context of organ donation. In Germany, these include the German

Foundation for Organ Transplantation (DSO), Eurotransplant (ET), and the hospital

administration. A practical map for visualization of this comprehensive process has

been developed by the Integrated Research and Treatment Center for Transplanta-

tion (IFB-Tx) and the Core Facility for Quality Management and Health
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Technology Assessment (HTA)—Transplantation at Hanover Medical School

(MHH) (Fig. 26.2). It clearly depicts the variety of horizontal and vertical interfaces

in the clinical workflow and identifies highly sensitive and vulnerable areas while

clarifying the simultaneous responsibilities of the various institutions involved

during each step (evaluation, allocation, etc.). The mapped actions in the transplan-

tation centre alone illustrate the parallel course of several steps and the complexity

of the clinical processes involved in transplantation medicine. The process map also

highlights the need to prepare patients for a care process carried out by a team of

various physicians, in addition to the challenges concerning their inpatient stay. The

fact that there are further interfaces to the social sector as well as to psychological

care throughout the clinical process further increases the complexity of the treat-

ment process.

26.2.2 Living Donations

Like the complex healthcare paths for transplant recipients, the pathway for living

donors is challenging in several respects as well. People who decide to make a

living donation do so for altruistic reasons, to save a loved one or even a total

stranger (Davis 2011). However, in some countries, it is not possible to donate an

organ to someone unknown for altruistic reasons. In Germany, for example, a living

Fig. 26.2 Process map liver transplantation (post mortal). Source: Own presentation based on the

process map of the Core Facility Qualitymanagement and HTA Transplantation of the IFB-Tx

(Authors: Carola Stumpp, Torsten Kirsch, Harald Schrem)
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donation is only permitted between individuals who are first or second-degree

relatives, married or engaged, or otherwise apparently close to the donor

(Bundesärztekammer 2000). Other countries such as the UK and the USA have a

solidarity approach to altruistic donors (Davis 2011; NHS Choices 2014).

Other barriers to living donation include remaining risks related to insurance

law. It is the responsibility of the state to provide health insurance coverage for a

living donor, not just during the pre- and perioperative period, but lifelong coverage

for all risks associated with a living donation. Issues like the capacity to work,

safety and medical care in the event of accident or illness are important factors

affecting the willingness to make a living donation (Davis 2011; Gold et al. 2001).

Furthermore, the expenses associated with a donation must be taken into

account. This includes not only medical costs, but also living expenses, lost salary,

and travel expenses. Moreover, it is also necessary to have a supportive employer

who is willing to approve the employee’s request for paid or unpaid leave required

for the donation process. The system must offer assistance to potential donors to

enhance access to donation (Davis 2011).

Further evidence is required to support new approaches to living donation. This

includes collecting data on the results of newer practices, such as accepting organs

from donors not traditionally accepted due, for instance, to obesity or higher risk

genetic backgrounds. Furthermore, it is important to conduct more studies on donor

outcomes, including potential harm to the donor, risks modifications and post-

donation interventions (Davis 2011). High-quality data is necessary for quality

assurance and improved performance (Living Kidney Donor Follow-Up Confer-

ence Writing Group et al. 2011).

26.3 General Key Elements for the Future

More strongly integrated cross-sectoral and cross-professional models of care are

needed to build a more patient-centreed and multidisciplinary approach to trans-

plant medicine. Several key success factors are described below.

26.3.1 Communication

In transplantation medicine, it is of particular importance that interfaces concerning

the continuity of a cross-sectoral treatment be supported through a process and

information technology link. An integrated exchange of information between

decentralized actors and institutions is essential to avoid ambiguity and prevent

information loss. The necessary unifying and merging of transplant data is best

achieved in terms of a national transplant register. Important aims of establishing

such a register include improved documentation, harmonized data flow, and

increased efficiency in the documentation and integration of data from different

sources. The prerequisite for this is the large-scale use of structured information and

communication tools. A key element of such a system is the use of electronic health

cards or electronic medical records. This expedites and simplifies the exchange of
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information between stakeholders, which is particularly important in case of medi-

cal emergencies (Veit et al. 2014; Amelung and Wolf 2012).

26.3.2 Forms of Compensation

Different forms of remuneration of doctors, such as a fixed monthly salary, case

rates or diagnosis related groups (DRGs), can also inhibit intersectional collabora-

tion between the involved stakeholders. Resource allocation between the interfaces

of the different care sectors is in need of improvement. Some of the existing

payment practices generate incentives for the stakeholders of one sector to act to

the disadvantage of those of another sector in order to ensure their own financial

benefit. A form of compensation designed to overcome the organizational separa-

tion of the sectors is the so-called bundled payments system. Here, payments are

based on a defined package of services generated in the context of a specific episode

of care and are paid in lump sum and prospectively. This compensation strategy

includes not only the separate care sectors, but also all stages of the supply chain.

This form of remuneration could help to overcome the separation of the sectors as

well as to promote the cooperation between service providers.

An essential prerequisite for bundled payments is adequate representation of the

required resources. On the basis of evidence-based guidelines, it is recommended to

determine the resource utilization for a treatment period, from which the

corresponding amount of compensation can be derived. To avoid the problem

that individual actors offer more lucrative services than less financially attractive

services, the distribution can also be regulated by guidelines. Further disincentives,

such as risk selection of patients or diminished service quality, can be counteracted

by adding various modifications as needed. Risk selection of certain patients can be

minimized, for example, by performing risk adjustment according to age or gender.

In order to integrate a quality assurance measure, this can be carried out in

combination with additional compensation. Therefore, bundled payments could

be increased by a percentage, which is subject to certain conditions.

In the field of transplantation, it could be possible to demand a lump sum

payment for outpatient and inpatient care as well as for medications. This remuner-

ation could cover the time on the waiting list, for instance. After transplantation a

further lump sum payment would then be required for the aftercare, including

outpatient, inpatient and rehabilitative services, as well as drug prescriptions.

This system supports a better interexchange between the involved actors, as each

actor has an incentive to balance their service in combination with the individual

fee, as this is part of a service and compensation package (Amelung 2013). A

unified system of payment would support a more frictionless care process and help

to achieve a reduction of costs in transplant medicine.

It is also important to consider that the costs of transplantation vary greatly,

depending on disease severity or complications. In Germany, for example, the

average cost of an inpatient stay for liver transplantation is about 52,570 €, but

the range is from 18,330 € to 397,450 € (Lock et al. 2010). The results of a meta-
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analysis by van der Hilst et al. (2009) underline the great variability of costs for

transplantation: the mean cost in the USA was US$163,438 compared to

US$103,438 in the other OECD countries evaluated.1

26.3.3 Leadership

The complex and vulnerable care structures for transplant patients as well as the

important role of the public trust require holistic management of the process besides

the established management structures. It is the responsibility of management to

develop and communicate effective strategies and involve all stakeholders. In

healthcare, this appears to be a particularly difficult task because the focus is on

the whole organization. The creation of such structures is more extensive than for a

classical organization. Concerning the transplantation process, which has a variety

of cross-sectoral and -institutional interfaces, this task is even more complex. The

implementation of a comprehensive management approach also requires a disrup-

tion of previous traditional role patterns and structures, which can mean intrusion

into previously autonomous areas. Therefore, it is equally important to integrate the

various professions, cultures and corporate structures. The leadership should be

focused on isolation from the existing structures and should be implemented

accordingly (Sydow et al. 2011; Reinertsen et al. 2008; den Hertog et al. 2005;

Schmitz and Berchthold 2009).

Although the medical profession within the treatment process is not to be

disposed of by substitution, it is important to delegate medical tasks. One strategy

is to integrate a case management system. Case managers supervise the treatment

process across the different care sectors. They plan, judge, implement, coordinate,

assess and evaluate each step. Their tasks include obtaining medical and psycho-

logical assessments and providing guidance on financial issues or occupational

difficulties. These highly ambitious functions can be performed by specially trained

nurses. Such further education enables them to provide evidence-based manage-

ment and to support the self-care of the patient (Amelung 2013; Harries et al. 2015).

26.4 Conclusions

The structures of care in the field of transplantation present a variety of complicated

paths and hurdles for the patient. Besides challenges concerning the involvement of

different sectors of care and multiple institutions, there is no so-called owner of the

process for the patients. Since the treatment path includes contacts with a variety of

specialists from various fields, it is important that GPs assist in organization and

help patients get their bearings. Though it all, the patients need to consolidate all

information and organize their own treatment process along with the different

1This was a meta-analysis with a random effects model, which included nine U.S. articles and five

OECD articles (van der Hilst et al. 2009).
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physicians. As local physicians generally do not have much experience in handling

specific issues of transplantation, the patient is kind of left to deal with it alone.

Considering the fact that transplant patients have to cope with a severe illness, this

can be an overwhelming and additional stress for the patient. Moreover, organ

transplantation is a particularly sensitive area of medicine. The failure of an

organizational structure can have a strong impact on the survival of transplantation

patients. For example, it has been shown that the transplant scandal in Germany

resulted in a sharp decline in the willingness to donate; this, in turn, reduced the

total number of organs available for transplantation (BT-Drs. 18/3566 2014).

In this context, the World Health Organization (WHO) published a report with a

“Global Strategy on People-Centered and Integrated Health Service” (WHO 2015).

For the field of transplantation medicine, in particular, this might influence efforts

in terms of optimizing the integration of different professions and ensuring better

cooperation between the different institutions and care sectors. The extremely

complex supply chain of transplant medicine is a burden for patients and a chal-

lenge to providing high-quality care in terms of continuous treatment. There is an

urgent need to improve the problems at the interface between the sectors, eliminate

the existing breaks in the supply chain, and stop the breakdown of information

flows in transplantation medicine. These efforts should be focused on supporting a

holistic course of treatment with a patient-oriented approach to the coordination of

healthcare delivery.
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Integrated Care Concerning Mass Casualty
Incidents/Disasters: Lessons Learned from
Implementation in Israel

27

Bruria Adini and Kobi Peleg

27.1 Introduction

Mass casualty incidents (MCIs) of all types tax the immediately available resources

of the healthcare system and impact on the capacity to provide optimal treatment to

all casualties and patients needing medical services (Schenk et al. 2014). At times,

especially during and following natural or manmade MCIs and/or large-scale

disasters, the medical providers themselves may be impacted by the event, and

their resources become even more dwindled (Ardagh et al. 2012). Provision of

integrated care and business continuity, that are crucial in such events, necessitate

pre-planning and implementation of actions targeted to assure stability and contin-

uous operation of vital, life-saving services (Wen et al. 2014).

The aim of this sub-chapter is to describe the methodology adopted in Israel to

assure an integrated care approach before, during and following mass casualty

incidents and disasters.

27.2 Basic Assumptions

• Actions well versed in routine will work efficiently during MCIs and disasters.

• As MCIs are frequently characterized by chaos, confusion, contradictory or

unclear information, an automatic response should be in place.

• The emergency response system and the personnel need to be acquainted,

educated and trained concerning what is expected of them in advance.

B. Adini (*) • K. Peleg

Disaster Management & Injury Prevention Department, School of Public Health, Sackler Faculty

of Medicine, Tel Aviv University, Tel Aviv, Israel

e-mail: adini@netvision.net.il; kobi.peleg@gmail.com

# Springer International Publishing AG 2017

V. Amelung et al. (eds.), Handbook Integrated Care,
DOI 10.1007/978-3-319-56103-5_27

439

mailto:adini@netvision.net.il
mailto:kobi.peleg@gmail.com


• A prepared healthcare system-based national doctrine, replenishment, order of

operations, method, trust and training is the key for an effective response

to MCIs.

• Clear and structured modes of authority and responsibility are needed in order to

assure a coordinated response.

27.3 Main Components of Integrated Care

27.3.1 The Preparatory Phase

Why is it important that the healthcare systems be prepared to MCIs and disasters?

The answer can be found in the statistics of damages inflicted by these events.

Despite the fact that in the year 2014, the annual average of disaster frequency (324)

was lower than that observed in the former decade (384 average frequency of events

between 2004 and 2013), natural disasters still killed 7823 people and victimized

140.8 million people worldwide (Guha-Sapir et al. 2014).

The responsibility of the national authority charged with assuring emergency

preparedness consists of three main functions, including the establishment of

national policies, creation of standards and criteria for the implementation of the

policies, and control as well as monitoring the actual application of the policies and

standards. Accordingly, ensuring efficient preparedness to provide integrated care

is based on five main preparatory measures: (1) development of national multi-

sectorial, multi-organizational guidelines and institutional Standard Operating

Procedures (SOPs) for emergency response (Peleg and Rozenfeld 2015);

(2) instigating training programs to assure knowledge and competencies of person-

nel (Leow et al. 2012); (3) implementing ongoing monitoring systems to assure

effectiveness and validity of the readiness of each institution (Adini et al. 2012);

(4) operating information systems to collect and distribute crucial data in all phases

of emergency management (Bar-El et al. 2013); and (5) procuring and installing

vital equipment and infrastructure (Duncan et al. 2014).

27.3.1.1 Development of Integrated Guidelines and SOPs
The Israeli Ministry of Health (MOH) has the overall responsibility to assure an

effective emergency preparedness and response of the healthcare system to all types

and scopes of MCIs and disasters (Adini and Peleg 2013). The responsibility and

authority of the MOH concerning emergency management encompasses all health

institutions regardless of their ownership, thus including all governmental, public

and private hospitals. Aligned with this responsibility, the MOH adopted an

integrated centralized approach, thus all activities are directed and monitored by

the national level. Accordingly, risk assessment procedures are in place and

implemented continuously in order to identify the emergency scenarios that may

occur in the region (Adini and Peleg 2013). Based on the results of the risk

assessment, national guidelines for emergency response are developed,

encompassing the expected mechanisms and modes of operation that must be

adopted by the different stakeholders, including the emergency medical services
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(EMS), hospitals, health district officials, and health maintenance organizations

(HMOs). Though the guidelines are prepared by the national level, representatives

from the different stakeholders and various professional sectors are involved in the

development process, consisting of the most senior experts from each entity/

profession. Resulting from this process, the guidelines are characterized by cross-

sectoral and multi-professional coordination, taking into consideration the various

needs and challenges. Following the approval of the guidelines by the Supreme

Health Authority (the highest authority in the healthcare system, headed by the

director-general of the MOH), they are disseminated to all entities, as obligatory

policies. Each medical organization is then committed to preparing an institutional

SOP, based on the building blocks that are delineated in the guidelines, modified

according to the organizational infrastructure and available resources. The SOPs

are reviewed by the MOH and the Home Front Command (HFC) to ensure their

applicability to the national doctrines and policy. Accordingly, as all SOPs are

based on the same policy and guidelines, there is great similarity between them, and

during emergency response, coordination of actions and intra-organizational

collaborations are easily attained.

27.3.1.2 Training and Exercise Programs
Cross-sector multidisciplinary joint training programs are implemented in order to

achieve the development and ongoing use of a common “disaster language”. The

training materials are centrally developed by the MOHwhich also conducts training

programs for “nucleus knowledge teams” from the different entities, designated to

provide them with the capacity to further implement the materials in their respec-

tive organizations. Using a “snowballing technique”, the trainings are then

implemented in the different entities, encompassing the various sectors, emergency

sites/wards and levels of responsibility. The effectiveness of the training programs

and the knowledge and competencies of the personnel is reviewed in a series of

exercises, commencing in institutional local drills and completed by national

exercises that are initiated and conducted by the MOH and the HFC. Each entity

participates in at least one exercise annually, designated to assure a continuous

maintenance of competencies (Adini et al. 2010a).

27.3.1.3 Ongoing Monitoring Systems
Similar to the development of guidelines and initiation of training and exercise

programs, the continuous monitoring system is also enacted centrally and nation-

ally by the MOH (Adini et al. 2012). The monitoring is designated to assure an

ongoing continuous level of emergency preparedness of all entities involved in the

response to MCIs and disasters. It is based on objective evaluation measures that

were developed and disseminated to all entities, serving as benchmarks that must be

implemented in each organization to maintain a continuous high level of emergency

preparedness to all scenarios that were identified in the risk assessment process as

potential in the region. Once every two years, an extensive evaluation is conducted

in each institution, based on expert evaluators from the MOH and the HFC, in

which all aspects of emergency preparedness including the SOPs, the equipment

and infrastructure, knowledge and competencies of personnel, implementation of
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policies, etc. are reviewed. Upon the completion of the evaluation, the organization,

as well as the senior managers of the MOH, receives a comprehensive report

delineating strengths and gaps and an overall summation of the level of emergency

preparedness. The specific organization is compelled to submit a plan to correct

gaps in a short period of time and the implementation of such steps is monitored by

the MOH.

27.3.1.4 Information Systems
Accurate and timely situation awareness is crucial to apply an efficient response to

MCIs and disasters. In order to achieve availability of and accessibility to needed

data at times of emergency, the information needs to be collected and disseminated

routinely, otherwise at the time of need, it will not be attainable. The optimal

mechanism to access data is through online continuous stream of information from

the source entities, such as from the hospitals, to the agencies responsible for the

evacuation of casualties (the EMS) and for defining the policies of emergency

response (the MOH). In order to assure the availability of the needed information,

two types of data are continuously transferred by all acute-care hospitals to the

MOH: admissions to the emergency departments and admissions to the different

hospitals’ wards. The data is streamed online from the computerized information

systems of each hospital to the MOH and is thus available at any point of time,

displaying the relative load that characterizes each entity, including crucial sites/

departments such as intensive care units, upon the occurrence of an MCI (Adini and

Peleg 2013). Nonetheless, additional information is needed concerning the load in

the respective organizations, such as in the operating rooms, availability of vital

equipment such as ventilation machines, presence of personnel, for example

surgeons, anesthesiologists etc. In order to access such data in the needed time-

frames, a web-based computerized program was developed. During routine, the

hospitals report to this system once daily, in order to accustom them to utilize the

system. During a MCI, the frequency of reporting may be accelerated, according to

the specific needs.

27.3.1.5 Equipment and Infrastructure
Assuring an effective response to MCIs and disasters necessitates the utilization of

designated infrastructure (such as decontamination sites) and expanded inventories

of vital equipment (such as ventilation machines, monitors, or unique drugs).

Significant resources are needed in order to procure these equipment and infrastruc-

ture over time and maintain their validity over time (Duncan et al. 2014). This is

achieved in Israel through a joint effort of the MOH and the respective institutions.

The initial procurement of equipment is performed by the MOH which then

distributes part of the inventories to each respective institution. Each institution is

then required to implement the needed maintenance steps designated to assure the

ongoing validity and readiness of the equipment for immediate use during MCIs.

Similarly, vital infrastructure such as helipads, decontamination sites, generatores

etc. are installed in the various entities by the MOH, and the administrations of all

respective organizations are then required to assure their proper state at any given

point of time.
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27.3.2 The Response Phase

The implementation of integrated care during the response phase is constituted on

five major components: (1) an automatic response; (2) central control and coordi-

nation; (3) collaboration and connectivity between all the emergency and the

response agencies (4) collaboration between military and civilian entities; and,

(5) coordinated risk communication.

27.3.2.1 Implementation of an Automatic Response
The SOPs for MCIs of all emergency responders, including the emergency medical

services and the acute-care hospitals, all constitute an automatic response that is

initiated upon such an occurrence, aimed to ensure an effective and coordinated

response, decrease confusion, stress and inefficiency. The Israeli EMS is a national

service operated by Magen David Adom (MDA), divided into 11 main districts.

Upon a notification that an MCI occurred or is suspected, an automatic response is

initiated, according to which the adjacent MDA regions dispatch two basic life

support and one advanced life support ambulances to the scene, to reinforce the

resources dispatched by the local operation centre. The hospitals in the vicinity of

the event are all prepared to admit casualties in the scope of 20% of their routine

bed capacity (Peleg and Rozenfeld 2015). As most hospitals are characterized by

nearly 100% occupancy levels, they implement the SOPs which delineate which

sites can be immediately deployed to expand surge capacity. Equipment that is

stored in the immediate vicinity of the emergency department is rolled in, and the

staff that is on alert reports to the admitting sites. Direct communication is imme-

diately formed between the MDA operation centre and the control rooms of the

various hospitals in the region in order to share information concerning the event

and the capacities of each entity. Nonetheless, based on lessons learnt from former

MCIs, liaison officers from the MDA are immediately sent to the emergency

departments of each admitting hospital, in order to facilitate a face-to-face connec-

tivity. These officers relay information to the MDA operation centre concerning the

capacity of the hospital to admit and treat casualties, and report to the hospitals the

scope and type of casualties that are being evacuated from the scene and their

destinations.

27.3.2.2 Central Control and Coordination
The scene of an MCI is frequently characterized by the presence of massive

emergency resources, operated by both formal and informal entities, as well as

well-meaning bystanders. Lack of coordination between these different entities

may increase the chaos that is characteristic of such events. In order to mitigate

confusion and uncoordinated operations, the lines of authority were very clearly

defined and integrated in the laws and regulations. The police force has the overall

responsibility to direct all on-site operations, and as such is authorized to control

and command the operations of all entities, including the MDA (Peleg and

Rozenfeld 2015). Under the jurisdiction of the overall responsibility of the police,

and in coordination with the MOH, the national MDA was authorized to direct all
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medical on-site operations (Adini and Peleg 2013). Accordingly, the senior, expe-

rienced MDA officer is appointed as the on-site commander of medical operations.

All ambulance services that are present at the scene act under and according to the

directives of this commander and abide to his orders. The local MDA operation

centre maintains direct communication with this commander, provides him with

crucial information concerning the capacities of the admitting hospitals and relays

his directives concerning evacuation destinations to the relevant medical facilities.

In order to ascertain effective coordination and sharing of information throughout

the response phase of the event, several operation centres are activated: an on-site

front command unit is deployed, which consists of representatives from the differ-

ent first responders that are active on the scene of the MCI; operation centres are

also immediately activated by the MOH, the HFC and the various admitting

hospitals. The information concerning the event as well as the admitting capacities

of all entities is shared by these operation centres, through the computerized

information systems as well as through direct communication. Overall coordination

is thus maintained throughout the event and facilitates sharing of information and

effective communication and coordination with all relevant stakeholders (Peleg and

Rozenfeld 2015). If needed, teams from one entity can easily assist other entities, as

the work is based on similar guidelines and milestones.

Central control and coordination is also maintained concerning the hospitals’

resources. The MOH, through the operation of the Supreme Health Authority,

directs all activities aimed to maximize the surge capacity including limiting

internal beds while expanding trauma capabilities, expanding surge capacities of

geriatric and psychiatric hospitals so that patients may be transferred from acute-

care facilities to these institutions, thus vacating additional beds to treat trauma

casualties. As abovementioned, the MOH directs the operation of all hospitals, both

public and private, and thus maximum optimization of crucial resources may be

achieved.

27.3.2.3 Connectivity Between Response Agencies
Connectivity between the various first responders and additional emergency

authorities is achieved through the implementation of three major elements. The

first is the sharing of information, which is crucial in the emergency response

(Bar-El et al. 2013). Direct communication lines are installed between the MDA

and the emergency departments of all acute-care hospitals. These systems are

utilized to transmit information concerning the occurrence of a MCI, the extent of

incurred casualties, evacuation destinations and any other relevant information,

throughout the event. Direct communication lines are also operated between the

various first responders, such as the police force, the fire and rescue commission,

and the MDA. The operation centres of these organizations maintain an open line

during the event, to ensure joint sharing of information and ongoing updates. The

HFC can access the civilian computerized information systems, which facilitates

the coordination between the two systems. The second step to assure connectivity is

the allocation of liaison officers. For example, upon the activation of an operation

centre in the MOH, a liaison officer from the HFC is appointed to that centre, in
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order to facilitate a coordinated response, concerning both policy and decision-

making as well as to monitor the implementation of all directives in the field. The

third step is initiation and ongoing maintenance of direct dialogues between all

stakeholders. Considering the importance of maintaining close communication

with the response agencies, in prolonged scenarios (continuing for over a day,

such as following major natural disasters or during periods of conflicts), forums for

daily consultations and coordination are implemented, based on tele-conference

lines. These daily discussions are used to share information concerning the events,

debate over potential solutions to various challenges, consult concerning different

needs and achieve consensus regarding modes of operation. All hospitals, MDA

and other involved stakeholders participate in these coordination meetings (Adini

et al. 2010a).

27.3.2.4 Collaboration Between Military and Civilian Entities
A very close collaboration is maintained between the military and civilian entities,

in all phases of the emergency preparedness and response. The Surgeon-General of

the Israeli Defense Forces’ Medical Corps is a member of the Supreme Health

Authority, thus is part of the highest mechanism that is responsible for both policy

and decision-making concerning emergency management. The chief medical offi-

cer of the HFC participates in all physical and virtual meetings of this Authority,

and thus is also involved in all facets of emergency management of all events. The

military medical resources can be immediately deployed to assist the civilian forces

in all emergency events. The aerial medical evacuation resources, including

helicopters and planes are frequently deployed to provide reinforcement to the

civilian limited means. Thus, the military and civilian personnel are well versed in

working together during MCIs, and their joint work is characterized by extensive

acquaintance of their respective capacities, competencies and abilities (Adini et al.

2010a).

27.3.2.5 Coordinated Risk Communication
Similar to routine operations, during emergencies all first responders and emer-

gency authorities have their respective spokespersons, responsible for dissemina-

tion of information to the public. Nonetheless, considering the impact of each

message to the population, during emergencies, coordination of messaging is

employed. Through close collaboration of both the managers and the spokespersons

of all major stakeholders, the coordination is implemented, and coordination

mechanisms are at place targeted to jointly decide upon and disseminate accurate

and applicable information. The great challenge in the last few years is the rapid

dissemination of information, both accurate and false rumors, through the social

media (Simon et al. 2015). As there is no control over the information that is

published by any person through Facebook, Twitter, WhatsApp or other channels of

the new media, the emergency responders must very quickly relay accurate and

reliable information to the public. The public’s trust in the formal entities can be

significantly damaged if this is not done. This need of urgency proves to be very

challenging to all formal responders, and thus steps are at present being
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implemented with the aim of strengthening the capacity to effectively provide risk

communication to the population during MCIs and large-scale disasters. During

prolonged emergencies, such as during conflict situations, central spokespersons

are allocated by the HFC to all major TV channels. These representatives relay

information to the public and answer questions, several times daily, thus a

two-directional communication is being attained, and crucial, rapid information is

accessible to the public. More so, a central information centre is operated by the

HFC, which is accessible 24/7 to the population.

Another facet of crucial information that the public searches for during MCIs is

the location of a relative that may have been involved in the event. In order to

provide this data, the MOH developed a designated computerized system (called

“ADAM”) which interconnects the admission systems of all acute-care hospitals

with each other, as well as with the MOH and the HFC (Adini et al. 2010b). This

information is immediately available to the public upon the onset of a MCI, by

approaching (by phone or physically) any information centre that is operated (all

hospitals, police, and local municipalities operate such operation centres in all

MCIs). Due to personal data protection, the only information that is provided

upon approach is where the person that is being searched for is located (i.e. in

which hospital).

27.3.3 The Post-Response Phase (Return to Normalcy)

Learning lessons from each training program and real MCI is crucial in order to

assure continuous improvement of the capacity to provide integrated care during

any type of emergency scenario (Wen et al. 2014). Aligned with this need, follow-

ing each training session and/or MCI, a structured After Action Review (AAR) is

implemented. This is a multi-disciplinary, multi-organizational process, based on a

series of debriefing meetings that are conducted, initially at the site/sector level,

through an institutional AAR, and up to a regional AAR, organized and directed by

the MOH. Each of these meetings is designated to identify strengths and

weaknesses, elements that should be maintained or improved, and potential

mechanisms to achieve a better preparedness and response modes of operation

(Tami et al. 2013).

The AAR meetings are conducted in a non-judgmental atmosphere, aimed at

identifying elements for improvement without laying blame to any of the

participants. This medico-legal balance must be very carefully maintained other-

wise the various involved parties will be reluctant to share actual experiences that

may not represent best-practices. It should be stressed that lack of fear from being

liable or prosecuted for any potential (non-negligent) wrong-doing is crucial not

only in the AAR phase, but also during the response phase; thus, complete insur-

ance and coverage for any liability, for both employees and volunteers, is integral in

the emergency response system.

It should be stressed that in large-scale disasters, the recovery phase may take

many years and necessitate the investment of significant resources. An effective
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response should consider the implementation of an early recovery stage, in parallel

to the response phase. Thus, care for ongoing humanitarian needs such as food,

shelter, routine medical and public health care (including immunization programs)

should be instituted at the same time as the emergency response actions.

27.4 Conclusions

The challenge in attaining delivery of integrated care during MCIs or large-scale

disasters is achieving optimal coordination and collaboration among the various

stakeholders. This crucial element is implemented in Israel routinely, and thus it is

more easily attained also during emergency scenarios. The different involved

medical entities, including the EMS, hospitals, other health providers, as well as

the additional first responders such as the police, interact continuously in develop-

ing plans and guidelines and conducting integrated training programs. These joint

collaborations facilitate an efficient coordinated response during MCIs. More so,

adopting automatic responses to MCIs enable to overcome the initial chaos and

confusion that characterize emergency scenarios. When each entity and every

member of the responding entities are well acquainted with what is expected of

them, they can more easily and efficiently react to the situation, and collaborate

more smoothly with all involved parties. Accordingly, the needs and expectations

of the public can be met and optimal care can be provided. The Israeli emergency

management system has established a clear and structured mode of authority and

responsibility, which facilitates the provision of an effective and coordinated

response to the needs of the affected population, while maintaining flexibility to

modify the response to the specific characteristics of each event.
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Integrated Care for People with Intellectual
Disability 28
Marco O. Bertelli, Luana Salerno, Elisa Rondini, and Luis
Salvador-Carulla

28.1 Definition and Classification of Intellectual Disability
(Intellectual Developmental Disorder)

Intellectual Disability (ID) is not a disease or a disability, but a syndrome grouping

similar to that of dementia, characterised by a pervasive cognitive impairment

occurring in the early developmental period. It includes a heterogeneous group of

conditions with considerable differences in the nature, ranging from genetic to

environmental factors. The prevalence rate of ID for Northern European countries

is reportedly around 0.7%, but it may rise to 4% in low and middle-income

countries (LAMIC) (Durkin 2002; Maulik et al. 2011; Girimaji and Srinath 2010;

Jeevanandam 2009). In these regions the excess rate of ID appears to be associated

to fully preventable aetiologies such as teratogens, diet deficiencies, pregnancy and

birth-related conditions (Persha et al. 2007; Bertelli et al. 2009). However, the cause

remains not identified in 60% of persons with ID.

Besides a few genetic and congenital problems, international agencies have not

given enough attention to the causes of ID (Salvador-Carulla et al. 2000). In their

review, Bertelli et al. (2009) identified five major factors contributing to this lack of

visibility. First, the ID field suffers from the lack of both a reliable construct of

intelligence and a commonly agreed and freely available tool for IQ measuring.

Second, comprehensive epidemiological data are still not available, particularly in

relation to the different levels of severity of these conditions. Third, ID is an

underfunded field, and this is a consequence of not being a key topic in many
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national health research programmes. In many countries, ID management is not

included within the health department but it is considered matter of the social or

educational area. As a result, the attention given to ID from the health sector is

constrained. Finally, the case of ID is particularly challenging due to an on-going

debate on whether it should be classified in the International Classification of

Diseases (ICD) as a health condition or in the International Classification of

Functioning (ICF) as a disability. The lack of agreement on such a basic question

reflects the complexity of this construct. As a matter of fact, many national agencies

follow the approach of the American Association of Intellectual and Developmental

Disabilities (AAIDD) that defines “Intellectual disability” as “a disability

characterized by significant limitations both in intellectual functioning [IQ < 70]

and in adaptive behaviour, which covers many everyday social and practical skills”.

The timeframe for age of onset is defined from birth to 18 years. This has oriented

the recommendations made by this group for naming and conceptualising this

condition at ICD (Tassé et al. 2013; Wehmeyer et al. 2008). Other organisations

such as the World Psychiatric Association (WPA) have defined it as a group of

health conditions, namely developmental conditions, characterized by a significant

impairment of cognitive functions associated with limitations of learning, adaptive

behaviour and skills (Salvador-Carulla and Bertelli 2008).

The latter conceptualisation was adopted by the ICD Working Group in 2011

which coined the term “Intellectual Developmental Disorders” (IDD) to define this

group of aetiologically diverse conditions, present from birth or occurring during

the developmental period, characterized by a marked impairment of those cognitive

functions that are necessary for the development of knowledge, reasoning, and

symbolic representation in comparison to typically developing peers. IDD has been

also defined as a life span condition requiring attention and support during all

developmental stages and life transitions (Salvador-Carulla et al. 2011; Bertelli

et al. 2014).

In the attempt to develop a better definition of ID, the ICD Working Group

proposed revised diagnostic criteria for ICD-11 on the basis of an articulated model

of cognitive impairment. The proposed approach aimed to assess cognitive skills in

the most comprehensive way, using tests, semi-structured observations, and direct

clinical examination. Such tests should combine measurement of IQ with measures

of the complex aspects of executive functioning, e.g. perceptual reasoning,

processing speed, verbal comprehension, and of more specific aspects, such as

attention maintenance, attention switch, visual-spatial perception, working mem-

ory, or short-term memory, along with contextualised description of the consequent

adaptive and learning difficulties. Such evaluation will allow the identification of

the specific cognitive dysfunctions that have the greatest negative impact on the

person’s lifespan, not only in the cognitive domain but also in the domains of

behaviour, ability, adjustment, autonomy, and others that rely on person-centered

health (Salvador-Carulla et al. 2011; Bertelli et al. 2014).
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28.2 General Health Issues

People with ID may present a wide range of co-morbid physical problems and poor

health related habits (Bertelli et al. 2009; Perry et al. 2010). To date, epidemiologi-

cal studies deal with a 2.5-fold greater prevalence of physical illnesses in this group

than in the general population (Van Schrojenstein Lantman-De Valk et al. 2000;

Dixon-Ibarra and Horner-Johnson 2014). The most observed medical states are

obesity, metabolic disorders, osteoporosis (Center et al. 1994; Dreyfus et al. 2014),

thyroid and cardiac diseases, sensory impairments (Kapell et al. 1998), and demen-

tia (Janicki and Dalton 2000). Furthermore, people with severe or profound ID

present a prevalence of eating problems and epilepsy (Robertson et al. 2015).

Specific physical alterations and diseases can appear both in developmental age

and at a later time. For example, in Down Syndrome some clinically relevant

anatomical and functional disorders appear after birth, others arise in infancy, in

adolescence and youth (Pueschel and Pueschel 1992), or in late adulthood, such as

epilepsy (McVicker et al. 1994) and dementia (Devenny et al. 1996). The vulnera-

bility of persons with ID results also in frequent visits to the emergency room and in

hospitalization. Persons with ID present a twofold greater prevalence of hospital

admissions rather than the general population (14% vs. 26%) (Mencap 2004),

including emergencies (50% vs 31%) (Emerson et al. 2012).

Physical vulnerability associated with ID is also shown in the causes of death.

Persons with ID present an increased risk of early death in comparison with the

general population (Hollins et al. 1998; McGuigan et al. 1995; Hosking et al. 2016).

In a recent study conducted in the state of New South Wales (Australia), the

population with ID was found to have a standardized mortality ratio (SMR) of

2.48 for all ages and an SMR of 3.15 for those aged 5–69 years; higher for females

(4.26) (Florio and Trollor 2015). The age standardized death rates (ASDR) for the

ID cohort was 4.04 (deaths per 1000) whilst the ASDR for the rest of the population

was 1.58, with a comparative mortality ratio of 2.55.

In a study conducted by Hollins and colleagues at the end of last century, the risk

of dying before the age of 50 was 58 times higher than in the English general

population (Hollins et al. 1998).

The list of causes of death in persons with ID also differs from the general

population. In the former the main death causes are cardiovascular diseases,

respiratory disorders and neoplasms whilst main causes of death in the latter are

neoplasms, ischaemic heart disease and cerebrovascular diseases (Janicki et al.

1999; Tait 1983). Significantly, other relatively frequent causes of death in ID

include epilepsy, asphyxia, and gastrointestinal disorders (Robertson et al. 2015;

Ouellette-Kuntz et al. 2015; Puri et al. 1995; Eyman and Call 1991; Raitasuo et al.

1997; O’Brien et al. 1991). Hollins et al. (1998) found that early death was

significantly associated with cerebral palsy, incontinence, and institutionalisation.

In the last two decades, the average life expectancy for persons with ID living in

high-income countries has increased, due to the improvement of life conditions and

healthcare practices, although it remains lower than in the general population

(Janicki et al. 1999; Bittles et al. 2002; Reppermund and Trollor 2016).
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Simultaneously, a rise of ageing-related diseases has been recorded (McCallion and

McCarron 2004). Nevertheless, ageing-related diseases and life conditions in

persons with ID have not yet received the attention they deserve and the few

available studies on these issues present several limitations, such as sampling

errors, distortions of clinical characteristics (Evenhuis 1997; Bittles et al. 2002),

unreliable admission practices and policies (Carter and Jancar 1983), lack of control

for concurrent illnesses and related health interventions (Edgerton et al. 1994;

Beange et al. 1995).

28.3 Mental Health Issues

In persons with ID, mental health problems are even more frequent than physical

ones. In fact, a third of this population has comorbid psychiatric disorders, and

another 10–20% has behavioural problems not related to psychiatric illness, but to

psychological, environmental or physical conditions. As a consequence, nearly one

half (0.75–2% of the total population) of individuals with ID need psychiatric care,

exceeding those with any other major psychiatric disorder in the general population

(Salvador-Carulla et al. 2000; Cooper et al. 2007; Salvador-Carulla and Bertelli

2008).

There are various causes underlying the high psychological and physical vulner-

ability of persons with ID. Some biological factors are linked to genetic or infec-

tious alterations that outline a complex syndromic framework. Other

bio-psychological factors are represented by alterations of the central nervous

system, chronic physical disabilities, hygiene problems, inappropriate eating habits,

pharmacological side effects, hypoactivity and communication difficulties (Van

Schrojenstein Lantman-De Valk et al. 2000). Most frequently reported psychologi-

cal factors are difficulties in coping, self-determination, and environmental mas-

tery. Social-environmental factors are also implicated, such as traumatic

experiences, negative life events, repeated failures, lack of satisfying relationships,

lack of interests, variable or inadequate housing conditions (Eyman and Call 1991;

Raitasuo et al. 1997; Carter and Jancar 1983).

Diagnosing psychiatric symptoms in persons with ID entails several

complications, including the hardness to recognize the impact of symptoms on

daily functioning and personal distress. Assessment, diagnosis and treatment of

mental problems in this population demand particular adjustments due to the

cognitive dysfunctions, communication limitations, sensory impairments, skill

deficits, difficulties in adaptation and other disabilities that are often present in ID

(Bertelli et al. 2015). A frequent problem is the diagnostic overshadowing between

psychiatric symptoms and behavioural alterations or expressive ways that could be

both typical for ID in general or for certain phenotypes in particular.

The prevalence of problem behaviours (PBs) in ID ranges between 5% and 60%

(Smiley 2005) with several limitations on the social functioning and the rehabilita-

tive processes. It is difficult to prove whether PBs are the outcome of organic

conditions, psychiatric disorders, environmental influences, or a combination of
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these factors (Bertelli et al. 2015). Nevertheless, some studies support the existence

of a relationship between PBs and psychiatric disorders (Emerson et al. 1999; Felce

et al. 2009; Kishore et al. 2005), with a particular strength in people with limitations

in functioning (Felce et al. 2009). Furthermore, some behavioural equivalents have

been recognized for specific psychiatric symptoms (Hurley 2006).

The difficulty in the identification of symptoms relies also on communication

problems. These persons may have poor verbal expression abilities, be inclined to

acquiescence and show deviations from the norm in the attribution of meaning to

communicative contents. In addition, some individuals present a limited introspec-

tion capacity, having difficulties in defining their own life experiences and in

communicating states of uneasiness or suffering. Furthermore, sources of informa-

tion other than the individuals themselves may be limited, heterogeneous, and

contradictory. Family members are often in difficulty in finding answers aimed at

detecting the presence of further mental functioning disorders or problem

behaviours (Salvador-Carulla et al. 1998). First-line support personnel do not

have appropriate tools for discriminating the observed behaviours and are not

able to attribute a possible pathological meaning to these behaviours. Also for

therapy outcome, self-assessment can be challenging or impossible for most

persons with moderate-to-severe ID and there is some agreement on that it could

be integrated with proxy-assessments.

Generally, ID produces a considerable burden on families and caregivers

throughout the life span (Salvador-Carulla and Bertelli 2008), which becomes

even higher in case of co-occurrence of psychiatric disorders (Martorell et al.

2011; Irazábal et al. 2012). Moreover, psychiatric problems and behavioural

disorders are the main causes of isolation and stigmatisation associated with ID

(McIntyre et al. 2002). In spite of its global burden, which surpasses the burden of

dementia, ID is regarded as a second-level condition within health care, particularly

in psychiatry. This lack of attention is evident in the limited clinical and practice

guidelines on identification, assessment and intervention for mental health needs.

Many reasons have been identified for this misconsideration, including the above

mentioned peculiarities in the presentation of symptoms and the diagnostic

overshadowing with the manifestations of the neurodevelopmental disorder itself.

However, the most relevant cause is probably the assumption that the early

neurodevelopmental impairment represents an untreatable neurological condition

which significantly and definitely compromises the overall psychic functioning, so

that there is not even the possibility to have any psychiatric suffering or at least to

use any of the psychopathological knowledge acquired with the general population.

In order to get attention from the medical sector, public health planners, and

other health organisations, these issues should be thoroughly reviewed. Results

from several studies report a lack of appropriate resources available for persons

with ID and their carers, in spite of the difficulties and health-related problems they

experience. Thus, more support should be provided to this population, especially in

the field of primary and mental health care where vertical integration across the

different levels of specialisation and horizontal integration with social services are

needed.
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28.4 Access to Care

To date, there is a significant gap between the health related needs of persons with

ID and the provision of care (Van Schrojenstein Lantman-De Valk et al. 2000;

Perry et al. 2010). As regards to the health status, the European POMONA study,

which included 13 countries, revealed that 65% of the sample of persons with ID

used one or more forms of medication, 28% had a diagnosis of epilepsy, two thirds

were either underweight, overweight or obese, 52% reported a sedentary life (Perry

et al. 2010).

Failings in healthcare provision represent a significant problem for this vulnera-

ble group of patients that requires well-timed, adequate, and sensitive care

interventions. Actually, in several European countries, healthcare does not succeed

in providing adequate services. Gaps include access to primary care, to medical

prescriptions, to the disclosure of useful information, to actual treatment for serious

mental illnesses, and to the communication between health and social services

(O’Hara 2006). According to Tuffrey-Wijne et al. (2014) the major barriers to

care provision in this population include the detection of persons with ID, the lack

of clear lines of responsibility and accountability for implementing care, and in the

shortage of financial supports and resources.

Other difficulties concern the communication of the consumer with

professionals (Ali et al. 2013; Wilson and Haire 1990) and the lack of general

practitioners (GPs) adequately trained to manage and treat these patients (Lennox

et al. 1997). This is further compounded by the lack of an adequate and rigorous

training of mental health professionals in the field. In Norway, a recent study

examined the experience and aptitude of ten GPs providing health care for persons

with ID and co-occurring mental health and/or behavioural problems. It revealed

training problems and difficulties in patient management. GPs admitted to have a

poor knowledge about communication manners and clinical peculiarities of this

population (Fredheim et al. 2013). Their knowledge came from daily clinical

practice (medical examinations and pharmacological treatment), and individual

educational paths. Training in ID is not included in the psychiatric curriculum of

professionals in many countries and the majority of psychiatrists are not prepared to

deal with the specific health needs and demands of persons with these conditions

(Salvador-Carulla et al. 2015).

Similar trends and needs have been described in other countries (Kwok and Chui

2008; Jeevanandam 2009; Werner and Stawski 2012), suggesting that problems of

manpower and service delivery may be considered as a universal phenomenon.

Usually, information coming from rigorous research trials helps the clinicians in

any field of health to take appropriate decision on intervention, and this applies also

to psychiatry. Nevertheless, an extensive search of databases spanning over

16 years performed by Balogh et al. (2008) indicated that there were only six

randomised controlled trials in the field, and virtually none on organisational

interventions, and a few more were in need of corroboration. Obviously, more

clinical training opportunities are mandatory for psychiatrists to gain the
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knowledge, competence and attitudes that are necessary to improve specialist

clinical services.

A wide disparity between high-income countries (HIC) and LAMIC with regard

to the mental health care of ID has been reported. In HIC there is no dearth of

manpower and advanced mental health facilities for the general public as well as for

people with special needs, including those with ID. Conversely, in LAMIC even the

general population struggles for basic, accessible health facilities, and therefore the

particular needs of people with ID receive less attention. However, it is not possible

to affirm with certainty that ID uniformly figures at the bottom of health care across

LAMIC. For example, in countries like India, there are some advanced facilities for

ID, mainly located at national and regional centres, and a few in the private sector,

which are usually located at urban settings. On the other hand, basic health or

rehabilitation facilities are abysmally poor in the rural settings where a majority of

the disabled population lives.

Hence, there is a greater need for high quality, holistic mental health services to

cater to mental health needs. Moreover, there is an urgent need for a multi-level

health care system that should be accessible, equitable but more importantly with a

monitoring system. In absence of such facilities, benefits might be obtained by a

system providing cost-effective screening methods and referral processes by com-

munity based workers or caregivers.

Taking all these issues into account, it is hoped that once the psychiatry training

is systematized, and information on intervention research is available to

professionals, quality services can be provided even through general settings. As

it is, there is no clear evidence in favour of general or special settings to provide

mental health services (Chaplin 2004).

28.5 Specialized Services for ID Associated to Other Mental
Disorders

Specific services for ID associated to other mental disorders (ID-MD), mainly

non-acute hospital care, are lacking across many of the European Countries and

very few areas have more than two different service types available for this

particular population. With the exception of few Northern Countries, The

Netherlands and the UK, the majority of European region lacks a full range of

specialised services including hospital care, community residential care, day care

and outpatient care for ID-MD. There is a generalised indifference towards the

ID-MD care needs in the mental health policy plans. In those places where services

have recently expanded, hospital care originally intended for acute patients have

been transformed in non-acute hospital facilities and there is still a lack of residen-

tial care in the community for this specific population group. Similar problems have

been identified in other World regions. The care gaps in integrated care have been

recently reported in New SouthWales (Australia) (Howlett et al. 2015) and Ontario,

the latter through the Health Care Access Research and Developmental Disabilities

(H-CARDD) program. H-CARDD is a partnership of scientists, policymakers and
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clinicians which uses administrative data to provide information on the health of a

cohort of adults with developmental disabilities in respect to other adults in Ontario

(Lunsky et al. 2014). The key findings of H-CARDD have been published in the

Atlas of the Primary care of Developmental Disabilities in Ontario (Lunsky et al.

2013).

Taking into account all the available data, a European expert group estimated

that 50% of the persons with ID-MD have not been offered a minimum clinical

assessment and that 95% did not received adequate clinical support (Salvador-

Carulla et al. 2013). In order to overcome this, the expert group prepared a model of

minimum standards required for basic ID-MD care. According to the plan, agreed

minimum care needs included an outpatient ID-MD unit and 6.5 beds per 1 million

population. Specialised outpatient ID services required at least one multidisciplin-

ary team per 1 million inhabitants. These facilities should include at least one ID

psychiatrist, one clinical psychologist, a nurse and a social worker, plus adminis-

trative personnel. This minimum mobile team should provide support and be an

intermediary between over 10 community mental health centres in its catchment

area and around 30 primary care centres in the same area. It should also ensure

on-site care to complex cases and set a continuity of care programme with hospital

and non-hospital community care.

As next step, care needs for the different regions in Spain were estimated. The

minimum estimate of outpatient specialized mobile services (preferably within an

already existing mental health centre) was 44, and one psychiatrist and one psy-

chologist should be present in each team. For this project, at least 277 new beds

were needed in over 20 units with 10–15 beds each. These in-patient units should be

designed for medium stay patients, usually over 6 weeks. They should give support

to the non-hospital residential care subsystem, but also to the community care

subsystem in order to support acute and sub-acute care needs for persons with

ID-MD. The services aforementioned required at least 46 new trained psychiatrists

and psychologists in Spain. In all a minimum of 134 specialized psychiatrists and

psychologists were necessary to fit the basic ID-MD services in Spain, apart from

nurses, social workers and other support staff.

Additionally, the expert group suggested to develop complementary residential

community services for this specific group, a bridging strategy that would necessi-

tate share funding and management strategies from the health and social sectors,

and recommended five centres of excellence for integrative evaluation of ID (one

per every 7 million inhabitants). These supra-regional integrative diagnosis services

should promote person-centred bio-psycho-social screening, assessment, interven-

tion planning, counselling and liaison in ID, including mental health. Finally, in

consideration of the mentioned problems regarding the information databases and

the existence of other care needs in ID-MD, it was recommended to develop a

national observatory on ID-MD. Table 28.1 summarizes why ID patients need

special attention in psychiatric care.
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Table 28.1 Factors explaining why ID patients need attention in psychiatric care

Factors

General

health issues

Presence of a wide range of co-occurrent

physical problems and poor health habits

Bertelli et al. (2009), Perry et al.

(2010), Van Schrojenstein

Lantman-De Valk et al. (2000)

and Dixon-Ibarra and Horner-

Johnson (2014)

Higher rate of hospitalizations Mencap (2004) and Emerson et al.

(2012)

Increased risk of early death Hollins et al. (1998), McGuigan

et al. (1995) and Florio and

Trollor 2015

Paucity of studies on ageing-related

diseases in IDD and interventions

Evenhuis (1997), Bittles et al.

(2002), Carter and Jancar (1993),

Edgerton et al. (1994) and Beange

et al. (1995)

Mental health

issues

Higher rates of co-morbid psychiatric

disorders

Salvador-Carulla et al. (2000),

Cooper et al. (2007) and Salvador-

Carulla and Bertelli (2008)

Assessment challenged by cognitive and

communication deficits and sensory

impairments

Bertelli et al. (2015)

Co-occurrence of problem behaviours

(PBs)

Smiley (2005), Emerson et al.

(1999), Felce et al. (2009),

Kishore et al. (2005) and Hurley

(2006)

Higher burden on families and caregivers

throughout the life span

Salvador-Carulla and Bertelli

(2008), Martorell et al. (2011) and

Irazábal et al. (2012)

Higher risk for isolation and

stigmatisation

McIntyre et al. (2002)

Lack of specific assessment tools,

clinical guidelines and expertise for

interventions

Bertelli et al. (2015) and

Salvador-Carulla et al. (2011)

Access to

care

Limited access to primary care and

shortage of adequate services

Van Schrojenstein Lantman-De

Valk et al. (2000), Center et al.

(1998), Perry et al. (2010) and

O’Hara (2006)

Poor knowledge regarding IDD patients

because of the lack of an adequate

training for practictioners

Lennox et al. (1997), Fredheim

et al. (2013) and Salvador-Carulla

et al. (2015)

Wide disparity in IDD mental health care

between high-income and low-income

countries

Maulik et al. (2011) and Salvador-

Carulla et al. (2011)

Specialized

services for

ID-MD

Dearth of hospital care, community

residential care, day care and outpatient

care

Howlett et al. (2015)
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28.6 Integrated Care and Person-Centred Approaches

Person-centred care as a model of care provision, care individualisation and life-

style support was first developed in the ID sector long before other areas of health

and social care picked it up. However, and although some agencies have actually

implemented person-centred care (PCC) over decades in the US, Australia and

Europe, the claims of adherence to the PCC goals are larger than its actual

application (Balogh et al. 2008; Kendrick 2012). Leutz (1999) defines “integrated

care” as a broad inter-sectorial system approach that aims to connect the health care

system with other human service systems in order to improve outcomes (clinical,

satisfaction and efficiency). Even though these two models, PCC and integrated

care, have evolved jointly in the field of ID, and are widely supported for improving

accessibility and quality of health care, a comprehensive shared knowledge base

about issues related to integrated care and PCC is lacking and its full implementa-

tion is slow due to barriers in the philosophy or culture of care, power and funding

structures, high levels of staff turnover and lack of training, inexperience among

service management, inadequate staff supervision, and ambiguity among some

stakeholders (Dowling et al. 2007). From a clinical point of view, integration

requires the adoption of a person-focused perspective. This is an essential aspect

to improve an individual’s overall well-being and to take into account their needs.

The main characteristic of person-focused care is defined by a bio-psycho-social

approach applied to health. From this point of view diseases are simultaneously a

medical, psychological and social problem (Valentijn et al. 2013). Comprehending

the personal meaning of a disease is at the base of person-focused care that attempts

to comply with individual needs and preferences. Conversely, focusing on the

illness reveals a clinical perspective that connects the needs of an individual to

separated biological entities (Starfield 2011; Pulvirenti et al. 2014).

Generally, Western health systems adopt a disease-focused approach which

often overlooks the implicit reasons of health or illness, but this perspective is

inappropriate in a population where more and more patients present chronic and

overlapping diseases (Nolte and McKee 2008). Therefore, adopting a person-

focused view seems to be more functional, particularly in the context of integrated

care. Actually, in this holistic vision most health and social issues are interrelated

and its adoption allows to identify the links between the different systems. Integra-

tion is also required from an organizational point of view to ensure a continuing and

comprehensive supply of services matched to the necessities of the users. The major

challenge is to convert general understandings about integrated care into practical

terms to make available more effective health services able to improving quality of

care and quality of life for the individuals.

A significant contribution has been provided by the International College of

Person-centred Medicine (ICPCM) and the Person-centred Integrative Diagnosis

(PID) multidimensional matrix (Mezzich et al. 2010), which takes into account not

only the health condition and the disability but also the positive aspects defined as

wellbeing and good functioning. IDD/ID may not be an exception in health but a

prototypical example of how the holistic and comprehensive approach
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recommended by ICPCM is useful for understand these complex constructs in

health care.

28.6.1 Integrating Care of Somatic Illnesses

Up until now, people with ID continue to experience disparities in health care

provision. Integrated care approach should be addressed to those factors which have

been identified as obstacles to their access to services and proper treatment provi-

sion. Therefore, greater efforts should be made in providing adequate training in ID

for all health professionals, in order to improve knowledge regarding the identifi-

cation and treatment for chronic health conditions which affect this population.

This will also to promote a better understanding of how to monitor health

conditions among those who are ageing. Increasing evidence shows that in the

general population adopting healthy lifestyles in old age can yield health benefits

(Kenfield and Stampfer 2013), but indications for better health habits have not been

provided and supported for persons with ID. It would be necessary to promote

adequate strategies for including this population in health and wellness prevention

programs, through an early identification of such problems, and to develop and use

structured assessment tools, coupled with tailored interventions.

According to some recent studies, mental and physical problems relate to each

other to a greater extent and in a more direct way in ID than in the general

population (Kwok and Chui 2008; Cooper et al. 2015). This suggests a collabora-

tion between psychiatrists and other specialists, such as GPs, neurologists, dental

practitioners, orthopedists, or otolaryngologists to be particularly advisable (Galli-

Carminati et al. 2006; Patja et al. 2001; Gimbel 2000; Bohmer et al. 2000).

28.6.2 Integrating Care of Psychiatric Disorders

It is important to note that the ID construct presents also several positive

implications for psychiatry. A review conducted by Salvador-Carulla and Bertelli

(2008) highlights several dimensions for which ID deserves more attention. First,

ID provides genetic models for scores of psychiatric disorders. It also provides

models for the assessment, support system and diagnostic frameworks (for exam-

ple, provision for incorporating a developmental/ideographic approach) in severe

mental and cognitive disorders. It is worth to note that models of care—such as

residential care, respite care and multidisciplinary approach to care—as well social

issues of health—such as stigma and labelling and self-advocacy—were developed

first in the ID field, and now they are widely used in general psychiatry. Similarly,

the need for close interaction between various agencies related to social, education,

legal and health sectors for the integration of services to form a holistic manage-

ment of the individual, originated in the ID field. Therefore, the mainstream mental

health organization can benefit from the field of ID regarding successful models of
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identification, assessment, care and support system. In spite of all, ID is still a

disregarded topic in psychiatry, not to say in medicine.

It is clear that ID requires full attention with regard to both general health and

mental health needs. This attention is of particular importance to face other issues

that are intricately related to the nature of ID and the settings of evaluation. First,

there will always be an overlap between the symptoms of mental health disorders

and features of the developmental problems of ID and thus mental health services

are not sought or extended (Szymanski and King 1999; Ailey 2003). Sometimes

diagnostic decisions tend either in favour of psychiatric disorders or maladaptive

behaviours depending on the setting in which evaluations are conducted, and on the

professionals involved in the examination (Nezu 1994; Einfeld and Aman 1995).

Even after accurate diagnosis, people with both ID and mental health problems slip

through the service delivery system as in many countries the services are

dichotomized into hospital-based services predominantly utilized by the non-ID

population and the rehabilitation centres and special education centres meant for

persons with disabilities, including those with ID. Furthermore, many countries

lack appropriate policies to bridge this gap and cater to the mental health needs of

people with ID within the mainstream health delivery system. As a result, unmet

mental health needs are common across the lifespan of ID, and the challenges arise

accordingly with increased severity levels of ID (Allerton et al. 2011). But the real

challenge is to both provide interventions to reduce these health inequalities and

support a structure that systematically monitors the impact of the interventions over

time. The interactions between early age-onset and older age-onset conditions may

have relevant negative effects on functional impairment in PwID, physical and

mental morbidity, and even mortality. For this reason, it seems to be particularly

useful to adopt a dynamic life-span approach since it may contribute to the

identification of improvements or consequences of specific diseases and

interventions (Hogg et al. 2000).

The Person-centred Integrative Diagnosis highlights the importance of engage-

ment, empathy and partnership in the clinical care process, and sustains the

patients’ autonomy, responsibility and dignity while advancing the recovery and

promotion of wellbeing. To assess the domain of person’s experience and values

PID uses descriptive categories, dimensions, and narratives, to cultivate patient-

family-clinician partnerships for achieving shared diagnostic understanding and

shared commitment to care. The application of this model to the assessment of

personal well-being, experiences, satisfaction and aspirations of persons with IDD

faces significant challenges in persons with IDD as the self-reported assessment of

these complex concepts is limited due to the cognitive and communication

impairments (Bertelli and Brown 2006).

The conceptualisation of ID should shift the traditional over-reliance on the

intelligence (IQ) score in favour of the daily life expression of specific cognitive

functions and the determination of the levels of severity of intellectual functioning,

that was previously based on the person’s IQ score, should be reached through a

system that is predicated on the person’s satisfaction attainment towards life

(Bertelli et al. 2014).
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28.6.3 Integrating Specialised or Secondary Mental Health Care

The usefulness of an integrated psychiatric assessment results from the consider-

ation of several factors, most of which have been already mentioned. Considering

the high vulnerability of PwID and the significant prevalence of psychiatric

disorders (PDs) in this group, it is important to adopt an approach that comprehends

as many points of views as possible in their assessment.

Also PBs may be an example of usefulness of the participatory paradigm.

Generally, PBs in PwID are pharmacologically treated and the search for a therapy

which takes into account the individual specific conditions and the improvement of

quality of life is disregarded. Actually, clinical practice suggests that an effective

intervention on PBs should be characterized by a simultaneous consideration of

organic, psychiatric, and socio-functional aspects and their pathogenetic contribu-

tion, on the basis of a multimodal analytical approach. This indication is confirmed

by recent evidence from scientific literature that support the effectiveness of

therapeutic processes developed starting from specific clinical and environmental

information related to each patient. Such procedures can also be helpful in

providing effective models for the assessment of PwID’ adaptive skills with

positive effects on their life.

An integrative assessment which consists of contributions from various

disciplines might also allow the identification of problems in the classification

systems, strictly linked to clinical practices. It can be useful also in providing

genetic models for psychiatric disorders commonly experienced by PwID, with

potential benefits for their early identification, and identifying more and more

sensitive diagnostic tools, instead of starting from very generic symptoms in

assessing skills and performances. In fact, more than any other mental health

condition, ID provides enough opportunities to explore the clinical expression of

the body-mind link. In order to have a clear understanding of it, all parameters of a

quality mental health management such as holistic consideration of individual,

sensitive diagnostic methods including skills and tools are highly relevant (Bertelli

and Brown 2006).

Multiple perspectives may lead to the development of new intervention models

based on person-oriented approaches so as to address individual preferences. For

that reason, the usefulness of Patient-Reported Outcomes (PROs) is more and more

emphasized. The adoption of PROs is widely encouraged as a method to assess the

patients and to improve the quality of healthcare. The term covers a set of potential

types of measurement which can play a significant role in assessing patients’

performances and evaluating the efficacy of the treatments. These measures include

the model of Quality of Life (QoL), widely applied with reference to PwID. The

assessment of QoL should take aim at identifying priorities and interests of each

person in order to increase satisfaction in these aspects, improving the general

satisfaction towards life.

Thus, a contextualized multimodal assessment and a multidisciplinary integrated

intervention, involving different professionals, family, and life environments seems

to be a more useful solution, with several positive implications. The aim should be
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to achieve a holistic consideration of physical, behavioural, and mental health

issues related to PwID, involving in their care a range of disciplines and health

professionals.

Traditionally, healthcare for individuals with ID has been parsed out to multiple

providers and/or agencies along disparate funding lines. Physical health, mental

health, and behavioural providers often have separate allocations and are managed

by different entities. Bringing together those disciplines who have traditionally

served individuals with ID, as to make them aligned with the person-centred

approach, challenges the status quo and implies a drastic renewal of the current

system of service provision in many countries across the world.

The main factors supporting the relevance of an integrated care in psychiatry for

ID is summarised in Table 28.2.

28.7 Conclusion

Intellectual disability is a very interesting area to explore and to understand the

design and implementation of person-centred integrated care due to its complexity

in the classification and assessment, interventions, care delivery and policy

planning. There is a significant ambiguity in the conceptualisation and classification

of this health condition and disparities emerge between the health sector and the

social and education sectors on this condition and these disparities have significant

implications for service planning and delivery.

The early development of strategies of both person-centred care and integrated

care in this field may contribute to a better knowledge of the challenges of

developing integrated care both in the interaction between primary care and sec-

ondary care and in the integration of health and social care. There is an urgent need

Table 28.2 Reasons for integrated secondary care in persons with ID experiencing mental

disorders

Higher prevalence rate of PD than in the general population

Identification of problems in the classification systems (i.e. ICD)

New understanding for intelligence

Models for the assessment of behavioural problems in severe mental disorders and cognitive

deficit

Genetic models for PD

Direct clinical expression of the body-mind link

Changes and adaptation of diagnostic criteria and diagnostic process for PD

Sensitive diagnostic skills and tools (one often has to start from very generic symptoms, like

behavioural changes or problems)

Models for the assessment of adaptive skills as well as supports

Life-span approach

Holistic consideration of the patient and requires multi-disciplinary intervention

Model for high vulnerability to distress

Person-related outcome measures, like generic quality of life
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to encompass the existing developments and models in this specific areas of care

with the general models developed in the integrated care sector, particularly in

relation to the WHO strategy on people-centred integrated care for all (WHO 2015)

and the international taxonomy of integrated care (Valentijn et al. 2015).
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Shogren, K. A., Snell, M. E., Spreat, S., Tassé, M. J., Thompson, J. R., & Yeager, M. H. (2008).

The intellectual disability construct and its relation to human functioning. Intellectual and
Developmental Disabilities, 46(4), 311–318.

28 Integrated Care for People with Intellectual Disability 467

http://dx.doi.org/10.1136/bmjopen-2013-004606


Werner, S., & Stawski, M. (2012). Mental health: Knowledge, attitudes and training of

professionals on dual diagnosis of intellectual disability and psychiatric disorder. Journal of
Intellectual Disability Research, 56(3), 291–304.

Wilson, D. N., & Haire, A. (1990). Health care screening for people with mental handicap living in

the community. BMJ, 301(6765), 1379–1381.
World Health Organization (WHO). (2015). WHO global strategy on people- centered and

integrated health services: Interim report. Geneva: WHO.

468 M.O. Bertelli et al.



Integrated Care for Older Patients:
Geriatrics 29
Sofia Duque, Elisa Giaccardi, and Tischa J.M. van der Cammen

29.1 Introduction

For our contribution “Integrated Care for the Geriatric Patient”, we have used the

WHO definition of Integrated Care: ‘Integrated care is a concept bringing together

inputs, delivery, management and organization of services related to diagnosis,

treatment, care, rehabilitation and health promotion. Integration is a means to

improve services in relation to access, quality, user satisfaction and efficiency”

(Gr€one and Garcia-Barbero 2002). An overall working definition of integrated

service delivery is “The management and delivery of health services so that clients

receive a continuum of preventive and curative services, according to their needs

over time and across different levels of the health system.” (Waddington and Egger

2008).
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Portugal

e-mail: sofia.b.duque@gmail.com

E. Giaccardi

Interactive Media Design, Faculty of Industrial Design Engineering, Department of Industrial

Design, Delft University of Technology, Delft, The Netherlands

e-mail: E.Giaccardi@tudelft.nl

T.J.M. van der Cammen (*)

Autonomous Ageing, Faculty of Industrial Design Engineering, Department of Applied

Ergonomics and Design, Delft University of Technology, Delft, The Netherlands

Section of Geriatric Medicine, Department of Internal Medicine, Erasmus University Medical

Center, Rotterdam, The Netherlands

e-mail: T.J.M.vanderCammen@tudelft.nl

# Springer International Publishing AG 2017

V. Amelung et al. (eds.), Handbook Integrated Care,
DOI 10.1007/978-3-319-56103-5_29

469

mailto:sofia.b.duque@gmail.com
mailto:E.Giaccardi@tudelft.nl
mailto:T.J.M.vanderCammen@tudelft.nl


29.2 Challenges for Providing Care for the Geriatric Patient

In humans, ageing refers to a multidimensional process of physical, psychological,

and social change, leading to functional decline. However, we must keep in mind

that ageing is not a uniform process, and that there is a large inter-individual

variety.

In old age, usually defined as from age 75 onwards, there is an accumulation of

diseases and risk factors, the so-called “cumulative complexity” (Inouye et al.

2007), and an age-related increase in functional decline (Hebert 1997).

This complexity makes the care of the geriatric patient a challenge (Table 29.1).

29.2.1 Multimorbidity and Geriatric Syndromes

Multimorbidity, the co-occurrence of two or more chronic medical conditions in

one person, correlates with age, and currently represents the most common “disease

pattern” found among the elderly (Barnett et al. 2012).

Multimorbidity is characterized by complex interactions of co-existing diseases

where a medical approach focused on a single disease does not suffice. New models

of care for these patients are needed (Roland and Paddison 2013).

Usually, the geriatric patient presents with several age-related chronic diseases

and geriatric syndromes simultaneously. Geriatric syndromes are common clinical

presentations that do not fit into specific disease categories but have substantial

implications for functionality and life satisfaction in older adults. Examples of

geriatric syndromes are immobility, instability, falls, impaired cognition, inconti-

nence, as well as sensorial impairments and dependency in activities of daily living

(Tinetti et al. 1995). Heart failure, cerebrovascular disease, chronic obstructive

pulmonary disease, osteoarthritis, dementia, diabetes and cancer are amongst the

most prevalent chronic and disabling diseases in older people.

Table 29.1 Factors of older patient complexity

Multiple chronic diseases (synergistic or antagonistic interaction)

Multiple healthcare providers and facilities

Geriatric syndromes

Polypharmacy (adverse drug reactions and events, drug-drug interactions)

Functional impairment

Cognitive impairment

Loneliness, homeboundness

Lack of caregivers

Poor social support

Poverty

Lack of knowledge and training about older patient specificities among healthcare providers

Inter-individual heterogeneity
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Consequently, commonly there are interactions between diseases, modulating

the clinical presentation of diseases, precipitating the decompensation of chronic

diseases and limiting the treatment efficacy or increasing the risk of side effects.

Also, interactions between treatments, pharmacological or non-pharmacological,

must be considered as they can lead to undesirable side effects, new symptoms and

diseases or even compromise the treatment efficacy.

Concerning Geriatric syndromes, the definition is still not consensual, nor are the

conditions that are considered geriatric syndromes (Table 29.2). Nevertheless, it is

fairly consensual that geriatric syndromes are highly prevalent conditions in vulner-

able older persons, multifactorial in nature, which can be precipitated or

decompensated by acute insults. Different geriatric syndromes can result from the

same aetiological factor and can be the atypical presentation of a chronic or acute

condition. Globally geriatric syndromes lead to disability and poor quality of life.

Complexity of geriatric syndromes aetiology makes its management a hard task

which is usually underestimated, as geriatric syndromes are frequently still consi-

dered as inevitable consequences of ageing. Geriatricians are trained in the assess-

ment and treatment of geriatric syndromes, focusing on their multifactorial basis.

Nevertheless, appropriate management of geriatric syndromes usually involves a

step-by-step approach that requires plenty of time, human capital, time and conti-

nuity of care.

Appropriate management of all these chronic conditions requires a long term

care plan, in which continuity of care is regarded. Decompensations of

chronic conditions should not be fragmentarily addressed; instead management of

Table 29.2 Geriatric syndromes

Instability

Falls

Immobility

Impaired cognition (Delirium, Mild Cognitive Impairment, Dementia)

Urinary incontinence

Urinary retention

Faecal incontinence

Constipation and faecal impaction

Sensorial impairments (hearing and vision)

Dependency in activities of daily living

Anorexia

Malnutrition/failure to thrive

Poor oral health

Pain

Insomnia

Depression

Iatrogeny

Social isolation

Poverty
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acute decompensations should be directed according to the basal status of

chronic conditions and goals previously established. Although there is considerable

evidence-based knowledge about management of single chronic diseases, little to

no evidence exists about the management of the same chronic conditions in multi-

morbid geriatric patients. Not rarely, recommendations for single diseases are

contraindicated in the management of other conditions. Management of the older

patient consequently relies more on wisdom and experience than on evidence-based

medicine.

Chronic diseases and age-related conditions are highly associated with func-

tional decline, like gait impairment or inability to perform basic or instrumental

activities of daily living. Some chronic diseases may be stronger or earlier asso-

ciated with functional impairment than others. A higher number of chronic condi-

tions seems to be associated with a greater functional impairment, higher than the

sum of disabilities for each chronic condition. Some studies suggest that disability

results from clustering of specific conditions, with interaction between diseases a

keyword in the development of functional impairment. Functional impairment not

only decreases patient autonomy, quality of life and sense of well-being, but also

can prevent access to healthcare facilities and compliance to medical recom-

mendations. In this scenario formal and informal caregivers are crucial to achieve

treatment goals and preserve the quality of life of the older patient. They should be

involved and empowered in the planning of care according to the best interest of the

patient.

29.2.2 Fragmentation of Care

Typically, several healthcare professionals of different levels of medical care

participate in the management of the multimorbid geriatric patient. For instance,

a single patient can be assisted by the general practitioner, the medical or surgical

specialists and the nursing home physician at the same time. When communication

between them is not effective, there is fragmentation of care, and the risk of compli-

cations due to interactions between treatments and diseases is potentially increased.

Some geriatric syndromes and decompensation of previous chronic diseases may

result in fragmentation of care and treatment of single diseases separately. Frag-

mentation of care and its negative consequences are more pronounced when there is

no general physician (geriatrician, general practitioner or internal medicine special-

ist) or other healthcare professional to manage and coordinate care delivered by

different providers and facilities. Such a professional can play the role of

case manager optimizing care and building one single plan of care that summarizes

all the recommendations and goals of all the providers involved in care. In a

fragmented system of care several factors contribute to inappropriate care of the

geriatric patient, namely the lack of knowledge of healthcare professionals about

the specificities of the older patient, unawareness of the importance of reconcili-

ation of care and underestimation of the role of a coordinator with training in

Geriatrics (case manager).
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Social isolation is another common problem of older people. This could be a

result from death of family members and friends of the same age group, profes-

sional and family commitments of younger family members, homeboundness due

to physical inability precluding maintenance of social relationships, and cognitive

or mental diseases. Social isolation not only affects well-being and quality of life

but can also have an impact on the access to healthcare and on the quality of care.

Nevertheless, social isolation is frequently undetected by healthcare systems and

direct intervention is usually lacking.

Financial problems also play an important role in the health status of the older

patient. Financial status of the older person depends on the reimbursement policy of

healthcare systems, the individual levels of financial capability (income, savings

and charity) and the cognitive ability of the older person to manage finances

appropriately, and to protect oneself against financial abuse. Poor financial status

can limit access to healthcare facilities, diagnostic and treatment procedures. Older

persons may not be able to financially support a formal caregiver, home care, other

social and community services (e.g. meals on wheels, mobile care teams), or even

medication acquisition.

Indeed, social and financial problems can have a great impact on the health status

and quality of life of the older patient. Therefore, care of the geriatric patient should

not be restricted to management of medical conditions but also special attention

should be given to social and financial issues. Depending on national health and

social systems, older people may not be able to afford their medical assistance, and

social and community services, especially when reimbursement policies are too

restricted. Healthcare, social and community services providers as well as policy

makers must be aware of those limitations in order to hierarchize priorities and set

goals. Coordination between providers at a local level may enable optimal allo-

cation of financial resources and delivery of high standard medical, social and

community care.

29.2.3 Place of Living: From Community to Institutions

The place of living of the geriatric patient depends not only on the health status,

functional and cognitive status, and medical needs, but also on the patient prefer-

ences and community and social resources available in a specific place or society.

Older people tend to prefer to continue living at home as long as they can, even if

they have some limitation that impairs their ability to live alone, rather than transit

to residential care or nursing homes. This requires comprehensive social and

community services, training in geriatrics for health and social care professionals

working in the community, and promoting an increased awareness of ageing in the

local community.

Maintenance of quality of life of older people that remain living at home requires

a global assessment of several aspects that interfere with daily living, and not only a

purely medical assessment.

The concept of Ageing in place is defined as “the ability to live in one’s own

home and community safely, independently, and comfortably, regardless of age,
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income, or ability level” (Centers_for_Disease_Control_and_Prevention 2013).

Older people usually see Ageing in place as an advantage in terms of a sense of

attachment or connection and feelings of security and familiarity in relation to their

homes as well as their communities. “Ageing in place” is seen to promote mainte-

nance of independence, autonomy, social relationships and therefore higher satis-

faction and quality of life (Wiles et al. 2012). In general, institutionalization is

significantly more expensive than maintaining older people living at their own

home. Indeed, OECD data published in 2011, revealed that while 70% of long-term

care users from OECD countries received home care, 62% of total cost resulted

from institutional care (Colombo et al. 2011). Therefore, ageing in place is usually
supported by policy makers, which have been more focused in building

age-friendly cities and communities. This challenging goal requires several inter-

ventions at home, as well as in the environment, community and at different health-

care levels (Kochera et al. 2005).

Home modifications might be necessary to compensate physical disability and to

avoid accidents, increasing safety of homes and facilitating performance of daily

living activities; however, older people may not be able to decide home adjustments

that should be made, and to manage bureaucratic and financial implications alone.

Counselling and orientation by social workers may be useful to accomplish these

goals. Also, urban environment must be adjusted to disabled older citizens, making

available appropriate and safe urban equipment (for example sidewalks and public

transports stops), building easily accessible social and healthcare facilities and

providing suitable and affordable public transports. Physical, occupational thera-

pists, ergonomists, designers and urban architects may have a key role in home and

environment adaptations.

Community services for older people may be developed to meet the diverse

needs of older people, to make them available at nearby facilities or even at home

by mobile teams. The services provided may include supervision or assistance in

personal hygiene, deliverance of meals at home, house cleaning, assistance in

medication management and chronic diseases monitoring (for instance glucose

and arterial hypertension control), assistance in shopping and managing adminis-

trative and financial issues. Social workers can play an important role in organizing

and handling these services but the participation of volunteers and informal support

by neighbours and friends might be considered, not only to save financial resources

but also to raise awareness of the importance of the civic engagement in an

ageing society.

Socialization, practice of leisure and recreational activities, intellectual stimu-

lation and physical activity are essential to maintain happiness, self-esteem, sense of

well-being, cognitive and physical performance. These processes must be promoted

to ensure a successful ageing. Whenever possible older people must remain active

in the society and contribute to the community as it reinforces social ties and the

sense of identity, satisfaction and usefulness. Regarding patients with highly

impaired mobility, home based initiatives must be established to warrant social-

ization, and intellectual and physical stimulation, so that cognitive and functional

decline are delayed.
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Healthcare facilities should be redesigned and reorganized to care for

community-dwelling patients with different grades of disability, including easily

accessible outpatient facilities, geriatric day care centres and rehabilitation clinics.

To achieve an age-friendly liveable community a robust network must be

established between all the healthcare, social and community providers. National

political stakeholders must be engaged and face development of a liveable commu-

nity as a major priority to achieve successful ageing. Local stakeholders should lead

the establishment of a network of providers adjusted to local geographic and social

specificities of the population, as solutions needed for city environment are not the

same as for countryside.

More physical and cognitively impaired older persons can remain living at

homes relying on the presence of formal caregivers. Assistance may be needed

24 h/day, increasing the cost of home-based care. Ideally formal caregivers should

be trained for dealing with the older person and efficiently handle their problems

and should be integrated in the local medical and social network, to ensure conti-

nuity of care but also to support them when needed. Geographic isolation of

countryside small villages can be a barrier to Ageing in place due to the reduced

offer of social and community services and may precipitate institutionalization.

The ability to continue living at home will depend on the availability of informal

caregivers, and on the older person’s income, but also on the financial support

assured by the national social and health policies. Individually, some persons may

not be able to afford expenses related to healthcare, home adjustments, regular

house maintenance, delivery of meals, house cleaning and personal hygiene assis-

tance, or services or formal caregivers, for example. These older persons turn out to

be institutionalized, if nursing homes are available and still affordable. Indeed,

sociodemographic characteristics seem to be better predictors of admission in long

term care facilities than health status and physical functioning (Shapiro and Tate

1985).

Qualification, reimbursement policy and availability of nursing homes is widely

variable worldwide; in some communities nursing homes may not be available at

all or too expensive to be afforded by poorer older persons. Indeed, reimbursement

of nursing home costs is heterogeneous worldwide and individual older persons

may have inadequate incomes to pay for nursing home costs, ending up living at

home even without basic care guaranteed. National and local governments

must work to promote a successful and dignified ageing, respecting the basic

human rights.

If older people cannot live at home anymore, other residential alternatives exist

that avoid or delay admission to traditional nursing homes such as assisted living

residences and continuing care retirement communities (Rogers 2011), which can

promote autonomy, independency and cognitive function more than nursing homes.

Overall, there is now evidence that home care is less expensive than residential

care, even taking into account the indirect costs relative to the time spent by the

informal caregiver (Chappell et al. 2004; Ostbye and Crosse 1994; Hux et al. 1998;

Weissert et al. 1997;Hollander 2001). This data favours reallocation of resources from

residential services to community and home-based services within Continuing Care.
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Previously, in the 70s and 80s, evidence revealed that enhanced home based and

community care programs were not cost-effective and did not prevent admission to

long term care institutions. Interpretation of cost-effectiveness of servicesmay depend

on social and health policies practised at country/regional level concerning reimburse-

ment and how much older people rely on informal care (for instance, in Canada,

family is expected to support older people while in USA older people usually depend

on formal care). Informal caregivers can play an important role in frail older patients

care, enabling patients to stay at own homes and promoting a sense of well-being that

formal caregivers cannot meet, despite their professionalism (Byrne et al. 2009).

Informal care can reduce financial direct costs and delay institutionalization. Never-

theless, informal caregiving represents an economic value that should be measured

and taken into account in calculation of total costs of care (Langa et al. 2001; Van

Houtven et al. 2013). Therefore, informal caregivers must be reimbursed for that

commitment, namely when their professional activity and resulting income is

undermined. Caregivers burden can result when patients require a full psychological

and physical engagement of informal carers, which can prevent effective care and

feasibility of informal care (Capistrant 2016; Schulz and Sherwood 2008;

Ranmuthugala et al. 2009; Okamoto et al. 2007). Social and health policies must

address caregiver burden, developing strategies to prevent it. Several ways to make

informal caregiving sustainable have been described such as implementation of

financial support for carers, flexible work conditions that allow caregivers to combine

work and eldercare, support services for the carer (Colombo et al. 2011), such as

respite care services, group support and information and communication technology

(Lopez-Hartmann et al. 2012; Scott et al. 2015).

Possible strategies to improve cost-effectiveness of home care are to implement

a needs-based screening to identify the best care model (home-care or residential

care) for individual patients (Weissert 1991) and case-management approach

(You et al. 2013).

As mentioned above, institutionalization occurs when older people are not able

to live alone and home care, community and social services are not able to meet the

older person’s basic needs or are not available or affordable. Some studies have

identified several predictors of institutionalization, namely older age, physical

impairment, medical burden, frequent falling, low and high body mass index,

cognitive impairment, depressive symptoms, behavioural problems, difficulty and

lack of assistance in daily living activities, lack of informal support and socio-

economic resources, living alone and limited contact with the relatives, usage of

community services, low education and lack of engagement in social activities

(Salminen et al. 2017; von Bonsdorff et al. 2006; Woo et al. 2000; Metzger et al.

1997; Luppa et al. 2010; Bharucha et al. 2004; Chau et al. 2012; Gnjidic et al. 2012;

Gaugler et al. 2007). Delay of institutionalization by home care based services is

controversial (Gaugler et al. 2007; Sarma et al. 2009; Yamada et al. 2012; Cohen-

Mansfield and Wirtz 2011).

Institutionalization has also been associated with poorer health outcomes such as

early mortality, cognitive decline, dependency in activities of daily living,
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depression and malnutrition (Gonzalez-Colaco Harmand et al. 2014; Smoliner et al.

2009; McConnell et al. 2002). Institutionalization is commonly linked to psycho-

logical and emotional dissatisfaction of the patient and caregivers, feelings of

loneliness and marginalization, development of psychiatric symptoms and poorer

health-related quality of life (Schulz et al. 2004; Scocco et al. 2006; Drageset et al.

2008).

To sum up, the geriatric patient is very complex and heterogeneous. The medical

and basic needs depend on the individual consequences of physiological ageing, the

presence of chronic diseases and geriatric syndromes, the functional and cognitive

abilities, the social and financial support, the healthcare system, the place of living,

etc. Interdisciplinary teams, including professionals of different domains and

diverse levels of care can be the keyword to establish a geriatric integrated care

network; able to cope with the multifaceted and complex needs of the older person.

Some authors have stated that care of frail elderly requires health professionals with

skills and knowledge in 3 core competencies: geriatrics, interprofessional practice,

and interorganizational collaboration (Ryan et al. 2013). The ability to plan indi-

vidually tailored interventions must be developed as each older person is a

single one, with specific needs, disabilities and functional limitations.

29.3 Goals of Integrated Care

Comprehensive integration of care of the older patient should articulate medical,

social, community and family resources. Goals for a single patient should be

defined and shared by all the care providers and also by the patient and their family.

The geriatric patient and their needs, as well as their interests and wishes, ought to

be in the centre of the care plan, also when the patient has a legal guardian due to

cognitive or mental disability. The patient’s opinion on their quality of life must

also be taken into account. This holistic approach is the standard methodology used

by geriatricians and other professionals with training in Geriatrics and Gerontology,

but other providers delivering care services to older patients, who may not be aware

of the importance of integration of care, constitute important barriers to reconcili-

ation and unification of care. A holistic and multimorbidity-focused approach is a

basic principle of a successful geriatric integrated care network, in which there is

effective communication between all the providers from the various fields, sharing

a single care plan and intervention. In order for such a care plan to succeed, a main

coordinator of care (case manager) should be appointed and accepted by all partners

participating in the care plan. A recent systematic review about the impact of case

management in the care of community-dwelling older patients revealed improve-

ment of psychological health or well-being and decline of unmet service needs

(You et al. 2012).

Management of multimorbid older patients represents a large financial expense.

Potentially, expenses are higher when: healthcare resources and providers are not

coordinated, incurring in unnecessary repetition of diagnostic procedures, over-

prescription of drugs, duplication of medical consultations, unnecessary hospital or
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nursing home admissions, avoidable travels between the place of living and health-

care facilities, underuse of financial reimbursement policies or free services. Inte-

gration of care may reduce some of this unnecessary spending (Beland et al. 2006;

Counsell et al. 2007; Bird et al. 2007; Eklund and Wilhelmson 2009) and saved

amounts can be invested in useful healthcare interventions, making healthcare more

cost-effective (Bernabei et al. 1998; Landi et al. 2001; Wiley-Exley et al. 2009;

Bird et al. 2007).

Integrated Care of the Geriatric patient is not only intended to improve financial

resources utilization and to streamline administrative procedures, but likewise to

improve clinical outcomes. Effective control of chronic diseases in multimorbid

patients is one of the major outcomes, with the aim to prevent acute decompen-

sations of chronic conditions, and to reduce hospitalization and mortality. To

successfully tackle chronic diseases in multimorbidity, patients are managed

through a single comprehensive approach rather than through several single

disease-focused approaches, which decreases antagonistic interactions between

diseases and interventions. Integration of care is crucial to implement this single

and holistic plan of care in clinical practice and across the overall network of

healthcare providers. Different services, institutions and organizations that provide

care must be coordinated, cooperate and integrate in a network centred approach

around the patient and their environment, avoiding fragmentation of care and

disruptive transitions of care. Interventions of healthcare providers working outside

this network in a fragmented pattern can result in failure of previous interventions

and reverse improvements that have already been achieved, jeopardizing the

sustainability of integrated care.

Another important aim of health care provision in the geriatric setting is to

preserve the older person’s quality of life. The great subjectivity of such outcome is

a major challenge to healthcare providers and to standardisation of procedures and

policies. Quality of life is a multidimensional outcome depending not only on the

health status but also on social and financial support. Quality of life usually relies on

maintaining self-autonomy in activities of daily living, reducing disability and

mobility limitations and preventing further functional decline. Therefore, these

are significant goals which always should be taken into account by healthcare

providers of older patients. Integration of care plays a key role in the achievement

of quality of life by joining together and coordinating the interventions of providers

of different fields such as healthcare and social services.

Older persons usually prefer to continue living at home and institutionalization

usually bears negative consequences, like further functional decline, cognitive

impairment, disruption of previous social relationships, depression and malnutri-

tion. To allow older persons to continue living at home and to maintain their

daily routine, some social support and home-based health care might be needed.

These community-based providers must be included in the global network of

care providers and their services must also be considered in the care plan.

Prevention of functional decline is a core objective of geriatric medicine, playing

an important role in autonomy and quality of life of older people. Integrated care

478 S. Duque et al.



models based on case-management revealed to be effective in prevention of

function decline (Hutt et al. 2004; Mukamel et al. 2007).

Control of chronic diseases might be quite difficult, requiring complex thera-

peutic regimens, strict monitoring and ability to recognize early signs of poor

control or decompensations, which enable timely intervention to reverse acute

complications or progression of chronic diseases. Patients and caregivers must be

educated so that they can actively participate in the management of chronic diseases

(self-management). Caregivers of physically disabled or cognitively impaired

patients may even have a more active role. Empowerment of patients and caregivers

can improve awareness about the severity of chronic disease complications and the

importance of treatment (Shearer et al. 2012; Jones et al. 2011, Lyttle and Ryan

2010). This leads to increased adherence to healthy lifestyle behaviours, increased

adherence to pharmacological therapy and follow up directives (Wendt 1998,

Crawford Shearer et al. 2010; Jones et al. 2011; Tannenbaum et al. 2014; Rabiei

et al. 2013; Boonyasopun et al. 2008; DeCostera and Georgea 2005; Figar et al.

2006). To ensure that patients and caregivers are performing monitoring and

therapeutic procedures appropriately they should be considered active participants

in establishing a care plan and given the necessary tools to effectively communicate

within the care network.

To achieve the above goals (Table 29.3), new models of care must be designed

for the multimorbid geriatric patient, not focusing on single chronic diseases but

instead on clustering of chronic diseases and age related conditions, including

geriatric syndromes.

Goals of care must include not only the control of the chronic diseases but also

functional outcomes and geriatric syndromes. Outcomes concerning chronic dis-

eases should be established according to the physiological reserve of the

older patient, and their previous functional and cognitive status. Some authors have

suggested that new models of care of the geriatric patient should replace the

central concept of chronic diseases by the concept of geriatric syndromes.

Table 29.3 Goals of integrated care for the geriatric patient

Reduce expenses, be cost-effective

Effective chronic diseases management, prevent decompensation and hospitalization or death

Provide continuity of care/effective transitions of care

Improve quality of life

Reduce disability

Prevent function decline

Reduce institutionalization

Reduce risk of death

Self-empowerment (patients and caregivers)

Self-management (patients and caregivers)
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29.4 The Integrated Treatment Plan

Recognizing the importance of integration of care in Geriatrics some projects have

been developed and below examples are presented.

Telehealth and other technology based systems may facilitate coordination of

care and cooperation between providers as information and communication may be

available immediately. Telehealth services may be used to monitor symptoms and

to improve communication between healthcare professionals but some uncertainty

may exist concerning older people as they are usually still not so engaged with

new technologies.

The K4CARE (Riano et al. 2012) launched in 2006 following an European call

under the auspice the program “Digital Agenda for Europe” intended to define a

new health care model for care of elderly people grounded in an integrated

knowledge-based intelligent technology to be available to help in the management

and provision of health care services to chronically ill patients anytime and any-

where through the Web. The final product implemented the health care model as a

web platform and intended to optimise the safe management of the care of chroni-

cally ill patients at home. All the different kinds of professionals involved are

considered in the K4Care model and the system adapts automatically to the

personal profile of each professional, allowing only the performance of specific

actions related to the user’s role. In a practical point of view through K4CARE web

platform the family doctor, at the patient’s home, consults a shared electronic health

record. During the examination, guidelines are automatically presented, standard-

ized procedures proposed and the individual set of diseases is examined. The

physician can immediately modify treatment and the electronic health record is

updated in real time from different sources, following the evolution of the patient.

Integration of medical and social information allows comprehensive interventions

(e.g. nurse reporting side effects of therapy). Shared access allows optimization of

interventions (e.g. relatives or social worker asking information on management of

feeding).

The Integrated Telehealth Education and Activation of Mood (I-TEAM) (Gellis

et al. 2014) is another technology based integrated care system of which the goal is

to improve chronic illness (heart failure, chronic obstructive pulmonary disease)

and comorbid depression in the home healthcare setting. I-TEAM intervention

comprises self-management and decision support, implementation of evidence-

based protocols for chronic disease and depression management, collaboration

with primary care for medication management and electronic medical record.

Care is mainly delivered by a trained telehealth nurse who monitors symptoms,

body weight and medication use daily as well as runs sessions of problem-solving

treatment focused on depressive symptoms and mediates communication with the

primary care physician. Evidence suggests that this kind of telehealth system can be

used in older patients, with positive outcomes (see below).

In 2008–2009 a Canadian program of integration of healthcare in Primary Care,

called Seniors Collaborative Care Program (SCCP) (Moore et al. 2012), was

developed in Ontario to improve the quality, efficiency and coordination of care

for the frail community-dwelling older people and to enhance geriatric and
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interprofessional skills of healthcare providers. The SCCP used an interprofes-

sional, shared-care, geriatric model. The interdisciplinary team comprised a nurse

practitioner, a family physician, a pharmacist, a dietitian, a social worker and a

visiting geriatrician. A case-finding strategy by telephone was used to identify

seniors at risk of falling or for cognitive impairment. In a first contact patients

were screened for several geriatric conditions followed by comprehensive geriatric

assessment. Assessment was made in outpatient clinic or in patient’s home for

housebound patients. Patient and caregiver preferences were also taken into

account. Case-based team meetings were held monthly. Twenty five patients were

included in this pilot project and selected patients were assessed by a geriatrician in

five weeks, which was a great improvement considering a 6-month delay for

non-urgent referrals to geriatricians in that region. It was considered an advanta-

geous model because care remained in the primary care setting and coordination of

care was easier and facilitated by effective communication through electronic

medical records and a messaging tool. Educational advantages were also mentioned

by the team, which recognized the importance of the expertise of the geriatrician in

teaching the other providers and solving geriatric clinical issues. One of the barriers

previously recognized by the team to provide adequate geriatric care was the

inability to offer geriatric specialized care to all the seniors due to the shortage of

geriatricians. Inclusion of a geriatrician in a multidisciplinary team can be an

effective method to improve individual patient care, to select candidates for special-

ized assessment and to train other healthcare providers. On the other hand,

geriatricians learn about the challenges that primary care providers usually face

treating frail older patients.

The American GRACE Team Care model (Indianapolis) (Counsell et al. 2006)

is another primary care based project, developed to overcome limitation of time and

resources in provision of comprehensive care to older patients in primary care

setting. The acronym GRACE stands for Geriatric Resources for Assessment and

Care of Elders. GRACE relies on Geriatric Assessment to improve diagnosis of

geriatric syndromes and guide management of care. GRACE project includes

patients’ in-home assessment by the nurse provider and the social worker, specific

care protocols to manage common geriatric conditions, integrated electronic medi-

cal records, web-based care management tracking and integration of outpatient

clinical services with hospital, pharmacy, mental health, home health and

community-based services. An individualized care plan is established, according

to individualized goals. GRACE provides caregiver support and held a weekly

interdisciplinary team conference, with participation of a geriatrician. The major

goal of GRACE is to ensure continuity and coordination of care and smooth care

transitions between different levels of care (in-hospital and outpatient services).

The GRACE team receives hospital and emergency department alerts notifying

older patients discharge to timely plan delivery of transitional care, which

comprised a home visit. The home visit is intended to offer proactive support to

the patient and caregivers, to reconcile medications, to ensure implementation of

post-discharge arrangements and to inform the primary care physician about the

hospitalization and discharge.
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Hospital-based geriatricians have also been involved in secondary, primary and

community care settings in European countries (Robertson et al. 2014), with the

major goal of avoiding hospital admission. This collaboration between community

and hospital healthcare professionals enables timely specialized geriatric assess-

ment when needed for high risk patients identified by the primary care provider and

promotes multidisciplinary team meetings for case-management. Primary care pro-

viders are also able to refer patients to a medical acute setting and interface where

geriatricians collaborate in emergency department assessment to streamline

discharges.

Another attempt to reduce unneeded prolonged hospitalization of older people

took place in the United Kingdom (Challis et al. 1991). Case–managers were inte-

grated in geriatric multidisciplinary teams and were supposed to arrange social

services to meet the patients’ needs at home. Institutionalization rate and functional

disability decreased and the intervention was cost-effective, highlighting the impor-

tance of multidisciplinary management and coordination with outpatient providers.

Some integrated care systems are mainly focused on social services, which can

play a key role in health status and quality of life of older people. In San Francisco a

daycare centre-based integrated care model (On Lok) (Kane et al. 1992;

Bodenheimer 1999) was developed for frail older Chinese people who were eligible

for nursing home admission. Each frail older person was assessed by a multidisci-

plinary team, which established a care plan and coordinated provision of health and

social care according the individual needs. Patients receiving more community-

based care were less likely to be placed in nursing homes and had lower costs than

patients not assigned to the program. This innovative project led to the national

PACE program (Program for All-Inclusive Care for the Elderly) (Mukamel et al.

2007; Borgenicht et al. 1997) in the USA, financially funded by Medicare and

Medicaid. PACE addresses the needs of disabled frail older people who are

candidates for long-term care. Its major goal is to enable patients to live inde-

pendently in the community as long as possible. Social services such as day care

centre, home care, meals-on-wheels and transportation service, are tailored to

each unique patient by an interdisciplinary team. PACE programs were shown to

improve functional status of enrolled patients.

The PACE project was replicated in Canada (Montreal, Quebec) named Inte-

grated System for Frail Elderly Persons (French acronym SIPA). SIPA was a

community-based primary care system based on a patient-focused model designed

for frail elderly. SIPA goals were to assure comprehensive care, integration of all

available services and continuity of care by all professionals and institutions

involved, including primary and secondary medical services, social services,

rehabilitation, medication and technical aids provision and long-term care

(Bergman et al. 1997). Eligible patients were those presenting moderate - severe

disability, including functional disability, mobility problems, cognitive impairment

or incontinence. A multidisciplinary team selected health care and social support

needed and managed its provision. Despite favourable health outcomes (see below),

SIPA was interrupted because of no consensus about health outcomes benefit

(Kodner 2006).
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The PRISMA model (Program of Research to Integrate Services for the Mainte-

nance of Autonomy) is another integration of care system focused on frail older

people which established a network including all the social and healthcare

providers in the geographic region of Quebec, irrespective of the source of funding

(Hebert et al. 2003). A major goal is to integrate service delivery and to ensure

continuity of care, in order to preserve patients’ functional autonomy. Eligible

participants are elderly with moderate to severe disability, able to stay at home

and needing two or more health or social services. Case-management process, a

single assessment instrument, individualized plans and computerized clinical

records shared by different providers are important components of the PRISMA

program. First three years’ results (1997–2000) were favourable to PRISMAmodel,

showing lower functional decline in PRISMA participants compared to control, as

well as reduction of the desire to be institutionalized, decrease of caregivers’ burden

and decline of the risk of readmission in 10 days after emergency department visit

or after hospitalization in acute ward.

Other integrated care models are more geriatrics based, focusing in integration

of community-based healthcare resources and social resources by Geriatric Units,

namely by a case-manager, who coordinates an intervention plan. Two trials were

performed in Italy in the 1990s.

The first one was a randomized controlled trial, performed in Northern Italy to

evaluate the impact of a programme of integrated social and medical care among

frail elderly people living in the community (Bernabei et al. 1998). 200 patients

were included and randomized for intervention or control group. The intervention

group patients received case management and care planning by the community

geriatric evaluation unit and general practitioners. The control group patients

received the conventional and fragmented primary and community care. Hospital-

ization, nursing home admission and home visits by general practitioners were

higher in the control group. Improvement of functional status was higher in the

intervention group and cognitive decline and healthcare costs were lower. This

Italian integrated care programme with case management approach showed to be

effective.

The second trial was performed in 4 distant sites of Italy which were engaged in

a national Home Care programme. A medical and social home care programme

based on comprehensive geriatric assessment and case management was delivered

to Italian frail elderly individuals. Pre-intervention and post-intervention outcomes

were compared, and hospitalization rates and length of stay decreased, supporting

efficiency and cost-effectiveness of comprehensive geriatric assessment (Landi

et al. 2001).

An integrated care model was also developed and tested in Australia. Eligible

participants were older people with complex health care needs, who had presented

to the emergency department three or more times in the last 12 months or who were

identified as high-risk patients for hospital admission. A “care facilitator” was

provided who was responsible for identifying and making accessible medical

services needed. 231 elderly were enrolled and after 12 months of follow up there
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was a decline of emergency department admissions, hospitalization and length of

stay (Bird et al. 2007).

The Walcheren Integrated Care Model (Fabbricotti et al. 2013), recently imple-

mented in the southwest of Netherlands, focuses on frail elderly—living inde-

pendently in their homes or in a specific type of assisted living facility—, and

especially on the informal caregivers. It consists of an umbrella organizational

structure and frailty screening and assessment of patients’ needs are the first step of

the intervention, performed by a multidisciplinary team. General practitioner is the

single entry point of the patient in the system. Case management approach and

multidisciplinary team meetings area also included. Caregivers are also assessed,

regarding their potential role and needs to accomplish it.

Another novel integrated elderly care model was developed in the Netherlands in

the “Embrace” project (Spoorenberg et al. 2013). Central features of “Embrace”

are: (1) self-management support; (2) multidisciplinary care teams including the

general practitioner, a geriatrician, a nurse and a social worker, focused not only on

disease treatment but also on primary and secondary prevention; social and medical

resources are provided by the nurse or the social worker; (3) decision support,

addressed through multiple decision support tools; (4) clinical information systems,

represented by an online electronic record system. Stratification tools enable char-

acterization of patients according to three profiles (robust, frail, complex care

needs). A trial to test “Embrace” effectiveness is now ongoing. Primary outcomes

are complexity of care needs, frailty, health status, and self-management ability and

caregiver burden. Preliminary results from a qualitative study based on participants

interviews indicate that Embrace has positive effects on patients, increasing the

sense of safety and security (Spoorenberg et al. 2015). Results of the randomized

control trial will soon be available (Wynia et al. 2014).

29.5 Results of Integrated Care Approaches to Care Delivery

Most literature about integrated care models in Geriatrics only reports local and

small scale experiences, mainly centred in Primary Care. Although its efficacy is

usually reported, there is not enough statistically valid evidence to support a

specific model and to disseminate it to other settings and countries.

I-TEAM technology (Gellis et al. 2014), above mentioned, was tested in frail

older homebound patients in a randomized controlled trial. Patients (n ¼ 102) were

included and telehealth-managed patients revealed lower prevalence of depression,

fewer admissions to the emergency department and improved problem-solving

skills and self-management ability.

The effectiveness of the GRACE model, described in the previous section, was

tested in a controlled clinical trial (Counsell et al. 2007, 2009), which included

951 adults 65 years or older with low-income. Patients were randomized to partici-

pate in the GRACE intervention or to receive usual care in community-based health

centres during 2 years. The intervention group revealed improved quality of care

and reduced acute care utilization among patients with high-risk of hospitalization,
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ie emergency department admissions, hospitalizations and readmissions. Overall

mean 2-year total costs for intervention patients were not significantly different

from those who received usual care but in high-risk subgroup there was a saving of

$1,500 per. patient (Bielaszka-DuVernay 2011). Patients with high risk of hospital-

ization and randomized for GRACE intervention revealed higher chronic and

preventive care costs, which however were offset by reductions in acute care

costs. Mean 2-year total costs were higher in the low-risk group. Collaboration of

geriatrics, primary care and community-based organizations, integration with com-

munity resources and social services, focus on geriatric conditions, incorporation of

care transitions strategies and home based management, were considered by the

providers important key factors for the success of GRACE program. GRACEmodel

has been further implemented in other settings with similar results.

The previously described American PACE programme is still ongoing, and the

On Lock model has been replicated in more than 100 sites and in more than 30 states

(Poku 2015). Continued outcomes analyses showed consumer satisfaction, reduc-

tion in use of institutional care and medical services, and cost savings to public and

private payers of care (Eng et al. 1997; Friedman et al. 2005; Meret-Hanke 2011;

Segelman et al. 2014; Wieland et al. 2013). Short term hospitalization was lower in

PACE participants compared to other older and disabled elders (Wieland et al.

2000). Nevertheless, Mukamel et al. (2006) considered that health outcomes of

PACE participants could even be enhanced by improving the care team

performance.

The Canadian SIPA model contributed to increasing accessibility and utilization

of health and social home care and reduction of length of stay in acute hospitals for

patients who inappropriately were not discharged (“bed blockers”). The utilization

and costs of emergency department, hospital acute inpatient, and nursing home

stays did not change significantly (Beland et al. 2006).

The Canadian PRISMA model effectiveness was also assessed comparing deliv-

ery of PRISMA with standard care delivered in other geographic areas of Canada

during 4 years (Hebert et al. 2010). A quasi-experimental study including about

1500 patients was undertaken and revealed that PRISMA model reduced functional

decline incidence, reduced health services utilization (lower emergency department

admissions and hospitalization) and increased patient satisfaction and empower-

ment. Hebert (2009) concluded that the PRISMA model improved the efficacy of

the health care system for frail older people, without extra cost. Stewart et al. (2013)

reviewed all the PRISMA evidence published since 1988 and concluded that

creation of partnerships between policy-makers, project implementers, and aca-

demic teams has an important role in establishing integrated care models for older

persons. The importance of information technology supporting integration of

services is also highlighted by the authors. Recently, MacAdam (2015) stressed

that PRISMA is one of the few, if not the only, integrated care model to have been

adopted at the system level by policy-makers.

The Walcheren Integrated Care Model study was mainly envisioned to assess

quality of life of patients and informal caregivers and burden of caregivers. It was a

quasi-experimental study. Frail older patients were included and randomized to the
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integrated care model or to usual care. In the short term integrated care model had

positive impact on patients’ quality of life. The intervention also contributed to the

increased participation of informal caregivers in household tasks and reduced

subjective caregiver burden (Janse et al. 2014).

A systematic literature review by Mirella Minkman et al. (2007) on performance

improvement based on integrated quality management models [i.e. the Malcolm

Baldrige Quality Award (MBQA) criteria, the European Foundation Quality Man-

agement (EFQM) Excellence model (Excellence award models) and the Chronic

Care Model] found some evidence that implementing interventions based on the

‘evidence-based developed’ Chronic Care Model may improve process or outcome

performances. The Chronic Care Model describes six elements–the community, the

health system within it and four elements within the health system: self-

management support, delivery system design, decision support and clinical infor-

mation systems. The authors state that successful implementation of interventions

based on the six elements may result in productive interactions between informed

and activated patients and prepared and proactive care teams and in better func-

tional and clinical outcomes. The Chronic Care Model is not specifically aimed at

geriatric patient but rather describes the organisations and institutions involved in

the model.

The evidence for performance improvement by interventions based on the

‘expert-based developed’ MBQA criteria and the EFQM Excellence model was

more limited. The authors conclude that only a few studies included balanced

measures on multiple performance dimensions. Considering the need for integrated

care and chronic care improvement, the further development of these models for

guiding improvements in integrated care settings and their specific context factors

is suggested.

29.6 Matters of Integration in Technology Design for Ageing
People

The demographic trend of an ageing society has triggered a range of new products

and services. The Ambient Assisted Living program alone (2008–2013) had a

budget of 700 million €, half of which was public funding (European-Comission

2015). A number of areas spanning the fields of engineering, information techno-

logy and Human-Computer Interaction (HCI) have developed various assisted

living technologies and care systems targeted at the ‘elderly’.

However, the ‘fool proof’ designs currently developed for ageing people—or

better their stereotypes—do not match the everyday lives, creative capital and

identities of ageing people. These constitute a group that spans from the ‘young

old’ still physically and mentally capable of living independently to the ‘old old’

with failing health and no longer able to conduct an independent life (Laslett 1991).

This group is far from being homogeneous (Peine and Neven 2011). Not only is

there great variety in the everyday lives, needs and motivations of ageing people,

these needs and motivations are also continuously changing with the changing
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capabilities and routines of an ageing body, which is the characteristic that

unites them.

In a study of the literature in both gerontology and Human Computer Interaction

(HCI) about the social relationships of older adults, (Lindley et al. 2008) found the

shared tendency to ignore heterogeneity. As emphasized in (Durick et al. 2013),

despite one of the central tenets of HCI being ‘know your user’, HCI research into

technologies for ageing people prioritizes technology over users: “the outcome is

that ageing people are subsequently defined in relation to their use of the selected

technology, which is then adapted to their supposed ‘specific needs’” (e.g. Östlund

(2005); cited in Durick et al. (2013)).

Gerontechnology specifically, often underlies the assumption that without a

technological intervention, users are somehow incapable of engaging in cognitive

or physical activity (Östlund 2005; Rogers and Marsden 2013). As a study of the

relationship between the ‘elderly’ and technological products and services,

gerontechnology emphasizes the need for “compensation” (of declining cognitive

and physical abilities) and “prevention” (of the consequences of such declining

abilities). While existing technological solutions informed by these principles offer

potential, they are unlikely to apply to all users or to remain appropriate in the

long term.

Fozard acknowledges the transitional quality of old age and suggests that

designing for an ageing body means that designs cannot stop with the use of a

designed solution (Fozard 2002). It must continue through its use:

“gerontechnology significantly expands the philosophy of human factors engineer-

ing and consumer oriented product design because the interaction between indi-

vidual aging and secular changes in the environment over time is not static” (Fozard

2002), cited in (Durick et al. 2013). This position is echoed in engineering by

(McBryan et al. 2008) with a proposition for how to design complex and dynamic

home care systems, and by (Durick et al. 2013) in HCI. Similarly in ICT,

(Winthereik and Jørgen 2007) advocate the need of developing ICT infrastructures

in support of integrated care that acknowledge that organizational practices, roles

and identities are mutually transformed and entirely new practices are created

simultaneously.

With this variety and ongoing change, the solution cannot lie in simply

‘matching better’ at the drawing table. As noted by (Hernandez-Encuentra et al.

2009) in their survey on older, frequent users of technology, ‘avoiding’ one’s loss of

ability by introducing a technology to support or augment one’s declining abilities

may lead to technology “assimilation” (when not rejection) and this is not neces-

sarily conducive to wellbeing.

We argue that empowering elderly people to resourcefully address the chal-

lenges of ageing, such as skills and self-images that are continuously changing,

requires new forms of openness in the materiality and functionality of designs. It

requires designs that can adapt and remain appropriate for the wide variety of situ-

ations they may end up in.

Countering stereotypes of elderly people and addressing the problem of inflexi-

ble technologies designed on the basis of ‘ageing myths’ (Durick et al. 2013)
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requires a design disposition that views ageing as something positive and places

emphasis on active and healthy ageing (including facilitating autonomous living

and integrated care). In line with this view, technology design for ageing people

should consider elderly people not as technologically illiterate, but technologically

differently skilled, and incorporate the idea of technology generations (Docampo

Rama et al. 2001). In this idea, elderly people are certainly very well capable of

creatively finding solutions to challenges they encounter as they age (such as

deteriorating skills and changing self-images).

From a societal standpoint, such an approach promotes a view on ageing to

technology developers at large that does not see ageing as a problem but an

achievement, and that sees elderly people not just as ‘old old’ but as a broader

category of people that are differently skilled (Neven 2011) but certainly resource-

ful, and very much capable of creatively finding solutions to the wide variety of

challenges they encounter as they age. The impact of this approach can be signifi-

cant, as it has the potential to empower a larger, growing group of ageing population

and support them to negotiate their changing bodily and mental skills while

remaining in control of their own lives.

From an economic standpoint, the approach has impact in several ways. It has

the potential to open up a new market targeted to the ‘young old’, or Third Age

people, which will broaden the potential base of users of products and services for

ageing people, and possibly generate ideas and innovations for resourceful living

that can be rewarding and fulfilling for all ages. It also introduces new ways of using

technology for design and innovation that enable to avoid the waste of investment

and lack of adoption of existing products and services for ageing people conceived

for single-use scenarios and single functionalities.

An application of this approach is the project Resourceful Ageing at Delft

University of Technology in the Netherlands (Giaccardi et al. 2016). This

interdisciplinary project focuses on how to empower elderly people to live longer

and more resilient lives. It steps away from the stereotype of ageing people as frail,

passive and technologically incompetent. Ageing people are very well capable of

creatively dealing with the high variety of challenges they encounter as they age,

and use the everyday things that surround them as resources. However, the ‘fool-

proof’ designs currently developed for them do not allow for such resourcefulness.

Think of how a walking cane is used ‘in practice’ also to reach things, push a button

or call the neighbour upstairs (Forchhammer 2006). The project researches how to

design products and services for and with elderly people that can adapt and be

improvised with while in use. The approach is facilitated via a ‘research-through-

design’ process that enlists as participants a community of both Third Age people

and the things they ordinarily use and ‘mis-use’ (from mundane objects to everyday

technologies) across a living lab of sixteen households. Together with the elderly

community, this community of familiar objects is instrumented with small wireless

sensors, and data on their daily lives and interactions with their ageing owners are

gathered and analysed in support of design ideation and conceptualization of

novel products and services for older adults.
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We believe the understandings that underpin this project are fundamental and

can be useful also to the development of integrated care systems.

29.7 Lessons Learned and Outlook

Most models of chronic care that have been planned usually focus on a single

disease, a single healthcare provider or a single standard transition. Given the

clustering of conditions and complexity of geriatric patients these models are

unsuitable in geriatric care, leading to undertreatment, overtreatment or

mistreating.

Comprehensive and coordinated systems of care focusing on the older patient

with several chronic diseases, several providers and different kinds of transitions

are lacking.

Not only are new models of care of the geriatric patient needed but also models

must be individualized according to national and regional specificities of the

population, and the health and social policies. Moreover, research is needed about

the effectiveness of those models, comparing outcomes related to chronic diseases,

function, cognition, quality of life, life expectancy, mortality and costs. Neverthe-

less, the heterogeneity of the geriatric patient makes that an effective model applied

in a specific population is not suitable for other groups/populations of patients.

Effective communication across all the healthcare providers involved might be a

key factor in efficiency of integrated care models. New information technologies

may help organizing, summarizing and integrating clinical and social data delivered

by different healthcare providers, so that a case manager can establish a single care

plan prioritizing demands and goals, that is shared with all the partners providing

care. Ideally, clinical informatics systems must allow continuous interaction with

the patient and caregivers, who can report their feedback about interventions or

present new problems and ask for advice. Distance technologies for patient moni-

toring allow early identification of decompensations, medication error and ineffec-

tive treatment, triggering prompt interventions, with less time and human resources

spent than in standard consultations. However, it is also important to acknowledge

that in the design of such technologies, older people must be considered more

holistically, not just as patients. For such technologies to be effective, societally

relevant and economically sustainable, designs must allow for some sort of

resourcefulness on the part of the elderly. Older people must be able to incorporate

technologies for integrated care systems in the uniqueness and variety of their

own lives. Therefore, systems and technologies must be designed with this principle

in mind.
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Canada: Application of a Coordinated-Type
Integration Model for Vulnerable Older
People in Québec: The PRISMA Project

30

Réjean Hébert

30.1 Integrated Care in Québec and Canada

Canada is a confederation of ten provinces and three territories. In the province of

Québec, the population is mostly French speaking. The health care system in Canada

was developed in the sixties, based on a Beveridgian model of universal, public,

tax-funded coverage of hospital and physician services. Under the Canadian consti-

tution, health care is the responsibility of the provinces and territories. However, in

1966, the federal government set out four principles for implementing a national

health care system: public administration, comprehensiveness (all “medically neces-

sary” services), universality, and portability (between provinces). The Canada Health

Act (1984) consolidated the four original principles and added a fifth: accessibility

(without any financial barriers). Although not responsible for delivery of health care,

the federal government used its spending power to introduce the public health care

system and committed to partially fund provinces that complied with those

principles. Originally, the federal share was 50%; now it is around 25%. The health

care system in Canada covers hospital and physician services (“medically neces-

sary”). Dental care, professional services (other than from physicians) provided

outside hospitals, and drugs are not included, except in the province of Québec

which introduced a universal mixed pharma care program in 1997. Hospital services

are delivered through public or not-for-profit organizations. Physicians work mostly

in private clinics and are paid directly by the government without overbilling.

The province of Québec set up its system in 1971 (Act Respecting Health and

Social Services) with full integration of health and social services at the local,

regional and provincial level. There was a Ministry of Health and Social Services,

Regional Authorities for health and social services, and local institutions that
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integrate those services. Québec is still the only province in Canada to integrate

health and social services. The Ministry sets policy, pays for physician services and

allocates budgets to the 18 Regional Authorities. Regional authorities were respon-

sible for adapting services to their particular population and allocating budgets to

the local institutions. Locally, services are provided via hospitals, rehabilitation

centres, youth centres, and nursing homes. In addition, Local Community Services

Centres (Centres locaux de services communautaires, CLSC) were designed to be

the primary care portal for health and social services in the community.

Private for-profit operations are virtually non-existent in the Québec health care

system, except for residential facilities for older people. Voluntary agencies are well

developed, particularly for home services. Social economy agencies (not-for-profit)

are also very active in providing support for domestic tasks and personal care.

30.2 Integrated Care in Practice

30.2.1 Problem Definition

The population of Canada and Québec is aging quickly. In 2014, 17% of the

population in Québec (1.4 million people) was over 65 years old. Since the baby

boom in the fifties, particularly in the French-speaking Québec population, it is

expected that older people will make up over 25% of the population by 2031

(Azeredo and Payeur 2015). Despite the integration of health and social services,

delivering services to a growing vulnerable older population was a challenge.

Prior to 2003, many public organizations (hospitals, nursing homes, rehabilitation

centres, CLSCs), together with social economy and voluntary agencies, delivered

care, without coordination. Multiple assessments, delays, redundant services,

gaps in services and multiple providers created inefficiencies, compromised service

quality and increased costs probably unduly. There was a pressing need to integrate

those services (Hébert 2010).

To address these challenges, two large experiments were carried out simul-

taneously from 1997 to 2001. First, the SIPA (Integrated Services for Older People:

Services intégrés pour les personnes âgées) project in Montreal was an attempt to

test a fully integrated model in the Québec context. Experimental implementation

took place from 1999 to 2001 across two sites in Montréal, The SIPA team of

professionals (case managers, nurses, physicians, physiotherapists, social workers)

was responsible for the care of frail older people at home, with some services

outsourced to the usual health care organizations. An evaluation of SIPA using a

prospective randomized controlled trial demonstrated its efficacy in improving the

use of home services instead of institutions (Béland et al. 2006). However, the

capitation funding that was part of the model was never implemented in the experi-

ment. Since the SIPA organization operated in parallel with the usual health care

system, generalization of such a model was deemed difficult within the uni-

versal health care system in Québec. The SIPA model was abandoned after the

experiment.
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PRISMA (Program of Research to Integrate Services for the Maintenance of

Autonomy) was the second large project designed to better fit the health care system

in developing a coordinated-type integration model. PRISMA was developed by a

steering committee including policy-makers at the provincial and regional levels,

health care managers, clinicians and researchers. The coordination level of integra-

tion was originally suggested by Leutz (1999) as one of three types of integration

(in addition to liaison and full integration), but at that time there was no model

developed to operationalize it. Unlike fully integrated systems such as SIPA, this

model includes all public, private and voluntary health and social service

organizations involved in caring for older people in a given area. Each organization

keeps its own structure but agrees to participate under an umbrella system and to

adapt its operations and resources to the agreed requirements and processes. At this

level, the integrated service delivery system is not just nested in the health care and

social services system (like fully integrated models); it is embedded within it.

30.2.2 Description of the PRISMA Model

The PRISMAmodel comprises six components: (1) coordination between decision-

makers and managers at the regional and local levels, (2) single entry point, (3) case

management, (4) individualized service plans, (5) single assessment instrument

coupled with a case-mix management system, and (6) computerized clinical chart.

Coordination between institutions is at the core of the PRISMA model. Coordi-

nation must be established at every level of the organizations. First, at the strategic

level (governance), a Joint Governing Board (JGB) is created involving all health

care and social services organizations and community agencies (public, private and

voluntary) and the decision-makers agree on policies and orientations and what

resources to allocate to the integrated system. Second, at the tactical level (man-

agement), a service coordination committee, mandated by the JGB and comprising

public and community service representatives together with older people, monitors

the service coordination mechanism and facilitates adaptation of the service con-

tinuum. Finally, at the operational level (clinical), a multidisciplinary team of

practitioners surrounding the case manager evaluates patients’ needs and delivers

the required care and services.

The single entry point is the mechanism for accessing the services of all health

care institutions and community organizations in the area for a frail senior with

complex needs. It serves as a unique portal that older people, family caregivers and

professionals can access by phone or written referral. A link is established with the

Health Information Line available 24/7 to the general public in Québec. Callers are

screened using a brief 7-item questionnaire (PRISMA-7) (Raı̂che et al. 2008) that

has shown good levels of sensitivity and specificity in identifying older people with

significant disabilities. PRISMA-7 is also used by health professionals in physi-

cians’ offices, emergency rooms, and flu shut clinics to screen older people. A

detailed assessment of disabilities is then undertaken for those screened positive;

individuals deemed eligible for the integrated service delivery are referred to a

30 Canada: Application of a Coordinated-Type Integration Model for Vulnerable. . . 501



case manager. The eligibility criteria are to be over 65 years old and present

significant disabilities as defined by a SMAF score over 15 or an Iso-SMAF Profile

over 4 (see Box 30.1).

Box 30.1 Functional Autonomy Measurement System: SMAF (Système de

mesure de l’autonomie fonctionnelle)

The SMAF (Hébert et al. 1988, 2001; McDowell 2006) measures functional

ability in five areas:

• Activities of daily living (ADL) (seven items)

• Mobility (six items)

• Communication (three items)

• Mental functions (five items)

• Instrumental activities of daily living (IADL) (eight items).

For each item, the disability is scored on a 5-point scale:

• 0: independent

• �0.5: with difficulty

• �1: needs supervision

• �2: needs help

• �3: dependent

The resources available to compensate for the disability are evaluated and

a handicap score is calculated. The stability of the resources is also assessed.

A disability score (out of�87) can be calculated, together with sub-scores for

each dimension.

A case-mix classification system based on the SMAF has been developed

(Dubuc et al. 2006). Fourteen Iso-SMAF profiles were generated using

cluster analysis techniques in order to define groups that are homogeneous

with regard to their profile.

• Profiles 1–3: slight disabilities in instrumental activities of daily

living only.

• Profiles 4, 6 and 9: moderate disabilities predominantly in motor functions.

• Profiles 5, 7, 8 and 10: moderate disabilities predominantly in

mental functions.

• Profiles 11–14: severe disabilities (those people are usually cared for in

nursing homes).

The Iso-SMAF profiles are used to establish eligibility criteria for different

services and to calculate the organizations’ required budget, based on the

disabilities of their patient groups (Tousignant et al. 2003, 2007).
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TheCase Manager (CM) model included in PRISMA draws directly from those

described as a Clinical CM (Scharlach et al. 2001), Neighborhood Team (Eggert

et al. 1990), or Basic CM (Phillips et al. 1988). The case manager is responsible for

conducting a thorough assessment of the patient’s needs, planning the required

services, arranging patient access to these services, organizing and coordinating

support, directing the multidisciplinary team of practitioners involved in the case,

advocating for, monitoring and reassessing the patient. The CM is legitimate by the

JGB for working in all institutions and services. The CM can be a nurse,

social worker or other health professional and should be specifically trained. An

ideal caseload is around 40 patients per CM. Figure 30.1 summarizes the flow of

patients through the coordinated PRISMA model.

The Individualized Service Plan (ISP) results from the patient’s overall assess-

ment and summarizes the prescribed services and target objectives (Somme et al.

2009). The ISP is led by the CM and established at a meeting of the multidisciplin-

ary team including all the main practitioners involved in caring for the older person.

The ISP should be confirmed with the patient and informal caregivers so that they

are empowered in the decision-making process.

The single assessment instrument is used to evaluate the needs of clients in all

organizations and by all professionals working in home care organizations or in

hospitals and institutions. The instrument implemented in the PRISMA model is

the SMAF (French acronym for Functional Autonomy Measurement System),

Fig. 30.1 Flow of patients through the coordinated PRISMA model (reproduced with permission

from the Journal of Integrated Care—Emerald Group)
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a 29-item scale developed according to the WHO classification of disabilities

(see Box 30.1) (Hébert et al. 1988, 2001).

Finally, the PRISMA model includes a Computerized Clinical Chart (CCC) to
facilitate communication between organizations and professionals. This shareable

clinical chart specific to the care of elderly people uses the Québec Ministry of

Health and Social Services Internet network and is interconnected to other clinical

electronic records (hospitals, physicians’ offices).

30.3 Experimental Implementation and Impact

After being pretested in the Bois-Francs area with promising results (Tourigny et al.

2004), the PRISMA model was implemented in July 2001 in three regions of the

Eastern Townships in the province of Québec: (1) the city of Sherbrooke, an

urban area (population: 144,000 of which 18,500 were over 65 years of age) with

many institutions (university regional hospital, university geriatric institute,

regional rehabilitation institution, and many nursing homes); (2) the rural Coati-

cook region (population: 16,500 of which 2300 were over 65) with no local

hospital; and (3) the Granit region a rural area (population: 22,000of which 3300

were over 65) with a local hospital.

The PRISMA model was subject to rigorous evaluation, including an implemen-

tation study that sought to monitor the degree and the process of implementation,

and an outcome study, using a population-based quasi-experimental design.

The implementation evaluation study was carried out using an embedded multi-

ple case method (Yin 1994), with each region being a case. Mixed methods,

quantitative and qualitative, were applied using multiple sources of evidence

(policymakers, managers, clinicians, patients, caregivers, and administrative

data). Multiple data collection methods were used: documentation analysis

(minutes, charts, CCC data), individual interviews (policymakers, managers,

clients, caregivers), focus groups (CM, clinicians), postal questionnaires

(physicians), and standardized questionnaires. Detailed results from these studies

can be found elsewhere (Hébert et al. 2005, 2008a, b). Postal questionnaires were

used to measure the opinion of family physicians regarding the integrated service

delivery network and CMs. The response was very positive, with CMs being

perceived as very useful by family physicians (Milette et al. 2005).

A method was developed for monitoring the degree of implementation, based on

specific indicators for each of the six elements of the PRISMA model (Hébert and

Veil 2004). The indicators were weighted according to their importance and the

different elements of the model were also weighted to obtain a score out of 100.

Overall, the degree of implementation reached 70% after 2 years. This was the

a priori threshold set for defining a significant degree of implementation. After

4 years of implementation, the rate reached 85% in Sherbrooke, 78% in Granit and

69% in Coaticook (Hébert et al. 2008a).

To evaluate the impact of the PRISMA model on health, satisfaction, empower-

ment and services utilization of frail older people, a population-based, quasi-
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experimental study was conducted with the three experimental and three compar-

ison areas. From a random selection of people 75 years and over, 1501 persons

identified as at risk for functional decline were recruited (728 experimental,

773 comparison). Over 4 years, participants were measured for disabilities

(SMAF), unmet needs, satisfaction with services and empowerment. Information

on utilization of health and social services was collected via bi-monthly telephone

questionnaires (Hébert et al. 2010).

Over the last 2 years (when the implementation rate was over 70%), there was a

6% reduction of functional decline (62 fewer cases per 1000 individuals) in the

experimental group (p < 0.05). In the fourth year of the study, the annual incidence

of functional decline dropped by 14% in the experimental group (137 cases per

1000; p < 0.001), while the prevalence of unmet needs in the comparison region

was nearly double the prevalence observed in the experimental region (p < 0.001).

Satisfaction and empowerment were significantly higher in the experimental group

(p < 0.001). For health services utilization, fewer visits to emergency rooms

(p < 0.001) and hospitalizations (p ¼ 0.11) than expected were observed in the

experimental cohort (Hébert et al. 2010). Using growth-curve analysis, Dubuc et al.

(2011) showed that the needs of elders living in the area where PRISMA was

implemented were better met over time. An economic analysis comparing the cost

of care in the experimental group, including the cost of the PRISMA component, to

the comparison group showed that the costs were similar. This means that the

PRISMA model was more efficient than the usual care.1

30.3.1 Dissemination and Replication

During the study in 2003, the Québec Minister of Health was convinced that the

model would be successful (even before the results were formally published) and

decided to undertake the major health care reform merging the different public

organizations involved in caring for older people within a local area (hospitals,

nursing homes and CLSCs) in the CSSSs (Health and Social Services Centres)

(Levine 2007). This structural integration was seen by the Minister as providing

strong support for improving the coordination of services. However, as demon-

strated in other contexts, structural integration does not necessarily foster functional

integration (Demers 2013). The reverse was actually observed in Québec over the

first 4 years of the reform. According to the Québec Ministry of Health, the

implementation rate of the PRISMAmodel, based on the same indicators developed

in the experiment, was only on average 38% in 2008, although wider roll-out of the

PRISMA model was included in the Ministry’s 2005–2010 action plan

(Gouvernement du Québec 2005). It was noted that the newly created CSSSs

(health and social service centres) struggled to implement the strategic planning

1All the publications on the PRISMA model and experiments, in both French and English are

available on the following website: http://www.prisma-qc.ca/cgi-cs/cs.waframe.index?lang¼2
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process and the reorganization of services. The roll-out of the PRISMA model was

slowed considerably and even stopped momentarily in many regions because, first,

the CSSSs’ different programs continued to work in silos and, second, this new big

organization in the system (the CSSS) no longer prioritized coordination commit-

tees and collaboration with the voluntary agencies, social economy enterprises and

private providers also involved in delivering services for frail older people

(INSPQ 2014).

This natural experiment showed that it is not always desirable or necessary to

structurally integrate different providers into a common organization in order to

implement a functional integration model like PRISMA. Nevertheless, after

10 years, implementation of the PRISMA model reached 70% across the province

in 2014 (Fig. 30.2). Implementation of the computerized clinical chart, the sixth

element of the PRISMA model, was delayed because the Ministry wanted to

develop new, more powerful Web-based software. This allowed for the utilization

of the management tool (Iso-SMAF Profiles) and completed the implementation of

the fifth element of the PRISMA model. In 2014, a module to support the elabo-

ration of the Individualized Service Plan and the allocation of services was added to

the software, boosting the implementation of this element.

In 2015, a new structural reform was implemented in Québec, merging all the

public institutions in a region, including rehabilitation and youth centres this time.

These new Integrated Health and Social Services Centres (CISSSs) replaced also

the regional authorities. From a three-tiered system (provincial, regional, local),

Quebec moved toward a two-tiered system by abolishing the regional level. In each

region, only one public institution provides all the health care and social services to

the population. Although improving integrated services was one of the reasons for

the reform, this new structural integration will likely have negative impacts on

functional integration as it was the case in the 2003 reform.

Fig. 30.2 Implementation rates of the PRISMA model in Québec, Canada from 2008 to 2015
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The experience of the PRISMAmodel influenced integrated care models beyond

Quebec. For example, in France, where the comparatively high number of actors

involved in funding and delivering care to older people was seen to be a challenge

for coordination, the PRISMA model was adapted in three experimental imple-

mentations (Somme et al. 2008). Following this experiment, the model was applied

to people with dementia in the so-called MAIA model of care (Maison pour

l’autonomie et l’intégration des malades d’Alzheimer) as part of the 2008–2012

Alzheimer Plan (République française 2008). In 2013, the MAIA model was

extended to cover all frail older people, and over 350 MAIA homes were set up

across France. The acronym MAIA was then used for Méthode d’Action pour

l’Intégration des services d’aide et de soin dans le champ de l’Autonomie.

The PRISMA model is also being implemented in several areas in Spain.

30.3.2 Lessons Learned and What’s Ahead

The PRISMA model can be seen to be a good illustration of an effective transfer of

scientific knowledge to public policy. The continuous presence, right from the

beginning, of representatives from the Ministry of Health and Social Services and

regional authorities on the PRISMA steering committee was one of the factors that

led to this success.

However, wider dissemination of the model following the experimental phase

was not optimal. Implementation has been very slow, due mainly to the structural

reforms, delays in designing the new computerized clinical chart, and budget

restrictions that slowed the recruitment of case managers. Additional financial

resources to hire case managers were spread over a long period of time. One of

Leutz’s laws (1999) was confirmed: “Integration costs before it benefits”. Despite

the experiment showing that PRISMA was cost-efficient, implementation requires

investments upfront to generate the expected benefits.

The role description and training requirements for case managers were not

precise enough; in many areas, case managers received only minimal training.

This was not sufficient to induce a real role change away from that taught by

previous professional education. In some areas, there are still waiting lists to get

access to case managers and the waiting time can be very long, with inevitable

consequences for frail older people. The Joint Governing Boards are no longer

active in many areas, not only because of the recent structural reform but also

because this mechanism is not considered critical by new managers coming on

board. Contrary to the experimental setup, administrative collection of data to

generate indicators is not verified independently. There is also evidence that,

when completing the instrument measuring implementation, some areas reported

false results. In one area, we observed that the official rate was more than 10% over

the actual one.

Institutionalization of an innovation is a challenge and there is a real risk of the

system returning to its previous state without sustainable change. Although the

PRISMA model is not very prescriptive and elements of the model can be adapted
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to the local context, it should be acknowledged that it is being implemented within

complex organizations and networks in which self-regulation mechanisms can

prevent any significant change (Begun 2003).

In PRISMA, a necessary seventh component was not included in the model,

namely financing which is usually one component of integrated models (Kodner

2006). This was not possible since the Québec health care system is a universal,

publicly funded, Beveridge-type system. Long-term care is included in the overall

funding of health and social services. This arrangement makes it impossible to

prioritize long-term care and home care, especially during a period of budget

restrictions since with global funding, hospital care drives most of the budget. In

the new CSSSs (and more so in the CISSSs) most of the funding is directed to

hospitals and nursing homes, which leaves home care programs with insufficient

funds to really make a difference in the way care is provided to frail older people

with multiple care needs. Improving the efficacy of the PRISMA model and case

managers’ actions would require a specific funding scheme for long-term care

modelled on the public long-time care insurance programs which are in place in

many European and Asian countries (DaRoit and LeBihan 2010; Ikegami 2007).

Following the needs assessment by the case manager, an allowance corresponding

to the disability level of the frail older person could then be managed in order to

outsource the appropriate services to the client. Such a financial incentive could

give the case manager real power to obtain the necessary services from providers.

Québec and Canada will have to move towards this type of funding scheme,

coupled with the integration of services, in order to cope with the rapid aging of

the population (Hébert 2011). An attempt to implement an autonomy insurance plan

in Québec was unfortunately stopped for political reasons in 2014 (Hébert 2016).

PRISMA-type integration needs the funding model to be adapted in a Beverid-

gian context for long-term care by borrowing characteristics of social insurance

systems. This type of integration can be facilitated in Bismarkian systems, where

such funding is already in place. This was the case in France.

The PRISMA model has been adapted to other populations. In Québec, it is used

for young patients with mental and physical disabilities. It could be used to meet the

needs of patients with mental health problems.

Integrating services for a given population (e.g. frail older people) may conflict

with disease-oriented integration (e.g. diabetes, cancer). According to another

Leutz law (1999): “Your integration is my fragmentation”. An older patient with

diabetes, cardiovascular disease and cancer may have three different disease-

oriented case managers and another from the frail older network. In such cases

meta-integration mechanisms are necessary. With an elderly population with

comorbidities, only the case manager from the frail older people network should

get in touch with the patient and communicate with the other case managers, who

would not deal directly with the patient.

The PRISMA model shows that it is feasible and efficacious to improve integra-

tion functionally without—or in spite of—structural integration and merging of

organizations. Implementation of the innovation should be closely monitored and

adequate resources should be allocated to support the implementation and training
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for professionals and managers. Funding is a key issue in integration, and budget

incentives and mechanisms should be adapted to the integration model. The most

difficult challenge is to institutionalize the innovation, given the complexity of

health care systems.
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Hébert, R. (2016). Still-born autonomy insurance plan inQuebec: Example of a public long-term care

insurance system in Canada. Healthcare Papers, 15(4), 45–50.
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Germany: Evolution and Scaling Up
of the Population-Based Integrated Health
Care System “Healthy Kinzigtal”

31

Oliver Groene and Helmut Hildebrandt

31.1 Integrated Care in Germany

Germany’s health system is based on social health insurance (SHI) contributions

and provides universal access to a comprehensive basket of services. Residents can

freely choose their social health insurance fund. A risk-compensation mechanism

balances differences in the age and morbidity structure of the pool of

insured between the insurance funds in order to prevent excessive risk selection

(Busse and Blümel 2014).

Ambulatory care is mainly delivered by office-based primary and specialist care

physicians who are paid via a combined capitation and fee-for-service basis.

Patients have the freedom to choose any provider in the ambulatory care sector

and some choice of hospital upon referral (Kringos et al. 2015a, b). Hospitals

receive activity based reimbursement of services based on a diagnosis-related

group (DRG) system (Busse et al. 2011). International comparisons demonstrate

that the system provides high quality health services independent of income, and

has low access barriers (Riesberg and W€orz 2008). However, the German health

system is also among the most expensive in the OECD (national health expenditure

was 11.0% of GDP in 2013, compared to the OECD average of 8.9%) but the

system only performs averagely on overall population health indicators status

compared to similar high income countries (OECD 2015). The reasons are largely

seen in the disincentives embedded in the organisation of health services that are

not fit to cater to the needs of chronically ill patients (OECD 2015).

The strict separation of primary and secondary care with insufficient care coordi-

nation is widely seen to be at the core of the problem, shown to lead to unnecessary

duplication of services, poor care coordination and suboptimal health outcomes,

despite the high level of funding for health care in Germany (OECD 2015).
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Various solutions have been proposed to overcome care fragmentation towards the

development of more integrated care approaches and population-oriented care pro-

vision (SVR 2007, 2009, 2012). However, these have yet to be implemented at large

scale, partly because of the continued complexity of a system that is characterised by

incentives that reward acute care rather than health promotion and disease preven-

tion, alongwith a lack of alignment of budgets, and payment systems acrossmultiple

SHI funds, hospitals and ambulatory care providers (Amelung 2011).

Reforms since 2000 have given purchasers and providers more options to

develop contracts to overcome fragmentation, and to improve the quality of care.

These included the 2000 Health Care Reform act, which introduced provisions for

the delivery of more integrated care, the 2001 Risk Structure Compensation Reform

Act, which introduced disease management programmes, the 2004 Social Health

Insurance Modernisation Act, which introduced a legal framework for integrated

care provision and strengthened primary care, and the 2008 Long-term Care Act,

which introduced provisions that permit delegation of tasks that were traditionally

performed by doctors to non-medically trained staff. More recently, the 2012

Health Care Reform Act and the 2015 Act to Strengthen Care Provision within

SHI sought to strengthen primary care further, with the 2015 reform additionally

establishing an Innovation Fund to support the scaling-up of innovative forms of

care delivery. Of these, the 2000 and 2004 reforms can be seen to be pivotal to

introducing integrated care approaches in Germany. Specifically, the 2004 reform

required SHI funds to allocate 1% of their total income to selective contracts with

GP-centred or integrated care networks, and to thus facilitate establishing such

networks (Amelung et al. 2012).

Between 2004 and 2008 some 6400 integrated care contracts were set up under

this scheme, covering approximately 4 million insured, with a health care expendi-

ture of 811 million euros (Grothaus 2009). The participation in such schemes was

voluntary for both patients and providers. The majority of contracts addressed

specific target populations in the field of cardiology, neuro-surgery or emergency

orthopaedic care, for example introducing surgery in the ambulatory setting or

other interventions that were previously performed as inpatient care. Only a small

number of contracts sought to introduce more sector-wide approaches across the

patients´ pathway and even among these, the majority only targeted parts of the

pathway (e.g. integrating hospital and post-hospital rehabilitation services). More-

over, a large number of contracts were terminated when the start-up financing

ran out after 2008. We here report on one model of integrated care, the ‘Healthy

Kinzigtal (HK)’, in operation since 2005 can be seen to be the sole population-

based integrated care contract in Germany that provides care across all sectors and

disease areas and has been subject to rigorous external evaluation.
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31.2 Case Study: Healthy Kinzigtal (HK)

The integrated care contract HK sought to systematically address fragmented ser-

vice delivery, which was seen to place patients at particular risk of suboptimal

outcomes, in particular those with chronic conditions and frail older people. There

was a particular perception that care delivery was overly focused on (cost-

intensive) services to treat disease and its sequelae, rather than incentivising more

cost-effective approaches to prevent them.

The Healthy Kinzigtal model seeks to address these inefficiencies. It is based on

the Triple-Aim approach, which seeks to simultaneously pursue three aims:

(1) improving the patient’s experience of care (including quality and satisfaction),

(2) improving the health of the population; and (3) reducing the per capita cost of

health care (Berwick et al. 2008). The triple aim approach posits that the three

dimensions are not independent of each other and need to be balanced in order to

ensure sustainable achievements at the health system level. In line with the triple

aim approach, the principal components are (a) the identification of a specific popu-

lation that is covered by the integrated care system (b) minimising the risk of

adverse selection (ideally by a total budget for the population served) and (c) the

establishment of an “integrator” who has the know-how and competences to guide

the development and implementation of health improvement programs (McCarthy

and Klein 2012). For HK, the triple aim approach was seen to provide a valid con-

ceptual model to guide the design of the interventions targeted at patients, popu-

lations and providers, but also to provide a framework for the evaluation studies of

the initiative.

31.2.1 Governance and Participation

The population-based integrated care health system is coordinated by Healthy Kin-

zigtal Ltd, a regional integrated care management company founded in 2005 by the

then existing physician network ‘Medizinisches Qualitätsnetz Kinzigtal’ (MQNK)

and OptiMedis AG, a German health care management company. OptiMedis AG

provides the management know-how, investment capacity, public health and health

economics knowledge, and state-of-the art data-warehouse and health analytics.

Healthy Kinzigtal Ltd is owned two-thirds by MQNK and one third by OptiMedis

AG. Cooperating organizations of Healthy Kinzigtal currently (2015) include

27 general practitioners, 24 specialists, 1 paediatrician, 5 psychotherapists,

6 hospitals, 10 physiotherapists, 11 nursing homes, 5 home care services,

16 pharmacies, 38 sports clubs and associations and 6 gyms. Recently, eight

small and medium sized companies have joined this network in order to offer

classes in health promotion to their 3500 employees and to reorganise their struc-

ture towards a healthy company approach.
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31.2.2 The Business Model of Healthy Kinzigtal

The business model of HK has some distinctive characteristics: at its core is a value-

oriented population-based shared savings contract (Hildebrandt et al. 2010). This

model maintains existing reimbursement schemes and financial flows, but the

integrator (Healthy Kinzigtal Ltd) assumes virtual responsibility for the develop-

ment of the so called contribution margin. The contribution margin is the difference

between the amount the social health insurance company receives from the central

health care fund for the expected (risk-adjusted) mean costs of care of all SHI

insured and the costs that were actually incurred by their population, adjusted for

baseline differences before the start of the intervention. A positive contribution

margin is then shared between the insurance companies and the integrator. Another

key characteristic of the model is that Healthy Kinzigtal Ltd is financially account-

able for all people in the population served, not just for those that are registered

members or receive care from physicians that form part of the network. HK thus

serves a clearly defined population, works on a global budget and draws on the

support of Healthy Kinzigtal Ltd, who—with the support of OptiMedis AG—acts

as the regional integrator. The financial goal is thus to increase the insurer’s

contribution margin which will provide the stimuli to integrate care delivery and

engage all partners in working towards the Triple-Aim (via ‘shared-savings’,

see Fig. 31.1).

Fig. 31.1 Business model of Healthy Kinzigtal: the shared savings approach. Adapted from:

Hildebrandt et al., Gesundes Kinzigtal Integrated Care (2010, p. 6)

514 O. Groene and H. Hildebrandt



31.2.3 Coverage and Programmes

The valley of Kinzigtal has about 71,000 inhabitants; of these about 33,000 are

members of the regional SHI (AOK-BW), a SHI fund that traditionally insured

blue-collar workers and has a less favourable risk pool, while about 1700 are

members of the LKK-BW, a SHI fund for farmers, farm workers and their depen-

dents, which has a similar risk pool as the AOK-BW. By 2015, of those insured by

AOK-BW and LKK-BW nearly 10,500 were registered members of Healthy

Kinzigtal.

In order to reach the Triple Aim, a set of activities and programmes were esta-

blished, which all draw on a common set of underlying features: (a) individual

treatment plans and goal-setting agreements between doctors and patients,

(b) enhancing patients’ self-management and shared decision-making, (c) care

planning based on the Chronic-Care Model (Barr et al. 2003), patient coaching

and follow up care, (d) providing the right care at the right time, and (e) overarching

support through the introduction of a system-wide electronic patient record (18).

A list of current prevention and health promotion programmes is shown in

Box 31.1.

Box 31.1 Prevention and Health Promotion Programmes that have been

developed so far:

– Strong heart (programme targeting heart failure)

– Healthy weight (for metabolic syndrome, including diabetes)

– Good prospects (care services for children)

– In balance (blood pressure)

– Strong muscles—solid bones (osteoporosis)

– Staying mobile (treating early stage rheumatism)

– Strong support—healthy back (chronic back pain)

– Better mood (depression)

– Good counselling (help, advice and support in critical times)

– Psycho Acute (acute psychological issues)

– Disease management programmes

– Smoke-free Kinzigtal (including pre-surgery smoking cessation)

– Social support (to reduce stress where patients are in critical situations)

– Liberating sounds (in tune with music) and,

– New: a self-management training programme (based on the Stanford

Chronic Disease Self-Management Programme).

While the local planning and implementation of the disease prevention and

health promotion programmes is conducted by Healthy Kinzigtal Ltd, OptiMedis

AG provides the overarching management support, business intelligence and health

data analytics, whereby the data driven health analytics propel both the planning of
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health programmes and guide local practice improvements via feedback reports to

participating physicians.

An example of the latter is shown in Fig. 31.2, which illustrates a quarterly per-

formance feedback report (dashboard) (Pimperl et al. 2013). These reports are

based on a balanced scorecard approach, which uses structure, process and outcome

indicators and is designed to be interactive in that it allows users to select indicators

to retrieve more detailed information. Some indicators are supported by targeted

improvement activities. For example, the dashboard indicates problematic

Fig. 31.2 Health services dashboard for a GP practice. Adapted from Pimperl et al., Case Study

Gesundes Kinzigtal (2013, p. 27)
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prescription behaviour (e.g. a high proportion of drug prescription according to the

PRISCUS or FORTA D classification models for potentially hazardous prescrip-

tions for older people) (Holt et al. 2010; Kuhn-Thiel et al. 2014). This indicator is

supported by two-monthly geronto-pharmaceutical consultation meetings for which

physicians prepare a patient case report and which discusses potential problems

jointly with a pharmacologist to optimise medication regimes. The infrastructure

utilised to produce the dashboards has the capacity to integrate and transform multi-

ple data sources (such as claims data, health records, patient survey), to analyse the

potential effectiveness of a programme or identify high-risk patients, and provide

automated benchmark reports to participating physicians. This business intelli-

gence solution was awarded with the Best Practice Award Business Intelligence

by the German Business Application Research Center (BARC).

31.2.4 A Cross-Cutting Theme: People Involvement/Service User
Perspective

The patient-centred care approach is paramount to the success of HK and embedded

at three levels: at the structural level, in the planning of interventions, and in the

interactions between physicians and patients. At the structural level, patients are

represented in patient advisory boards, which elect their representatives on a

biannual basis and are given the opportunity to contribute to identifying and

developing new programmes. At the level of intervention planning there is a strong

focus on shared-decision making and self-management support, which is embedded

in design and development. At the level of individual interactions of patients with

health professionals, patients joining HK first undergo a comprehensive health-

check (including a self-assessment questionnaire) based on which they may be

offered to participate in any of the health promotion and disease prevention pro-

grammes offered by HK. Patients are also given the opportunity to develop health-

related goals (such as engaging in more exercise, quitting smoking, reducing

alcohol consumption, or losing weight), which are discussed with the doctor and

then monitored over time, accompanied by individual support and participation in

patient education and self-care programmes as needed. In order to support the

patient-centred care approach, physicians, other health professionals and practice

staff are offered training. Underlying all these efforts is an understanding of the

patient as a co-producer of their health (Batalden et al. 2015).

31.2.5 Impact

The HK has been subject to rigorous evaluation in order to assess its impacts

focusing, in line with the triple aim approach, on improving patient experience,

improving population health and reducing per capita costs of care. External evalu-

ations are conducted by independent research institutions, which are coordinated by
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the ‘Evaluation-Coordination Function Integrated Care’ at the University of Frei-

burg and includes two main evaluation studies: First, a survey of a representative

random sample of HK members assessing their perceived health and satisfaction,

along with self-reported changes in health behaviours, health-related quality-of-life

and levels of activation, conducted every second year (Siegel and St€oßel 2013).
Second, an analysis of over-, under- and misuse of health services using routine SHI

claims data., This analysis is conducted as a controlled quasi-experimental study

comparing the intervention population to a random sample of about 500,000

members of AOK-BW and LKK-BW not resident in the Kinzigtal region

(Hildebrandt et al. 2015). These evaluation studies are complemented by further

research studies, including European Union funded research projects. In addition,

the AOK-BW and OptiMedis AG each conduct internal evaluations of the impact of

the HK integrated care system. The financial results are assessed in relation to the

development of the contribution margin described above. Key findings of the range

of evaluation studies that have been carried out thus far are summarised in

Table 31.1.

31.2.6 Dissemination and Replication

The Health Kinzigtal integrated care contract was initially negotiated for a period of

10 years (2005–2015). Renewed in 2016, it now runs, based on the positive evalu-

ations, as an unrestricted contract, thus providing a stable context to pursue long-

term health interventions in the region. In addition, an expansion of the model to

various other regions in Baden-Württemberg and other parts of Germany is being

discussed. Key questions that remain to be answered include the extent to which the

positive results of the HK can be attributed to the specifics of the HK region or their

population, and how can similar results be achieved elsewhere (Kringos et al.

2015a, b)? While all regions will have their idiosyncratic features and particular-

ities, we argue that the general model, interventions and evaluation frameworks are

widely applicable. For example, all key aspects of the model are deeply rooted in

the scientific literature and in models that have shown to be effective elsewhere,

such as the triple aim approach (Whittington et al. 2015), the chronic care model

(Barr et al. 2003), audit and feedback strategies (Ivers et al. 2012), the focus on

patient activation (Hibbard et al. 2015), or pharmacological consultations to

improve the safety of drug prescriptions (Phatak et al. 2015). The results of

HK are based on and consistent with the scientific literature.

In order to successfully transferred and scale-up this model elsewhere, a number

of experiences should be taken into consideration. Their relevance may differ

depending on the health system context and the organizational model applied,

but in HK the following issues proved relevant

• First, a key component of the triple aim model is the role of the “integrator”. In

our experience, this should be a regionally-based organisation, partly owned by

local providers, which is familiar with local (health) services issues, plans and
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Table 31.1 Selected evaluation findings of impacts of the Health Kinzigtal integrated care

system

Triple aim Method Result

Improving the

patients’

experience of

care

– Random, postal survey amongst

the insured

– Questionnaire with items

regarding perceived health, patient

satisfaction, changes in health

behaviour, health-related quality-

of-life and levels of activation

– Participants: 3038 GK members,

response rate 23.6%

– First assessment in 2012, since

then biannual trend study

– Very high levels of overall

satisfaction: 92.1% state they would

recommend joining Healthy

Kinzigtal

– Health-related goal setting: 25.1%

of risk patients voluntarily agree a

goal with their physician in a

consultation (which will be tracked

in subsequent consultations with the

patient)

– Positive change in health

behaviour: 19.7% state that, overall,

they live a healthier life than before

joining Healthy Kinzigtal (with 0.4%

stating the contrary and 79.9%

stating no change)

▪ Amongst insured with an

agreed health-related goal 45.4%

state they live a healthier life

(compared to 0.6% stating the

contrary and 54% stating no change,

p > 0.001)

Improving the

health of the

population

– Analysis of routinely available

claims data

– Controlled quasi-experimental

study comparing the intervention

population to a random sample of ca

500,000 members of the same SHI,

but that are not from the Kinzigtal

region

– Six indicators of overuse and ten

indicators of underuse of health

services

– Overuse of health services:

▪ Five out of the six indicators

demonstrate an improvement

compared to control group

(prescription of anxiolytics,

antibiotics for higher respiratory

tract infections, non-steroidal anti-

rheumatics, non-recommended

prescription for vascular dementia,

non- recommended prescription for

Alzheimer dementia), one no

difference (% avoidable

hospitalization)

– Underuse of health services:

▪ Four indicators demonstrated

an improvement compared to the

control group (patients with chronic

coronary heart disease (CHD) on

antiplatelet drugs, CHD patients on

statins, acute myocardial infarct

(AMI) patients on statins, heart

insufficiency patients with

cardiology contact), four indicators

suggests no difference (CHD

patients on beta blockers, heart

insufficiency patients with indicated

medication, diabetes patients with

(continued)
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delivers local intervention and maintains the communications with all stake-

holders. The “integrator” needs to be supported by an organisation capable of

providing investments, engaging in negotiations with high-level decision-

makers, and of providing advanced health data analytics while at the same

time (supported by shareholders) pursuing long-reaching value-development

instead of short-term profits.

• Second, during the first years, considerable start-up investment is needed to

set up the organisational structures, integrate stakeholders, and to design inter-

ventions, which in turn means that appropriate funding has to be ensured for at

least 3 years until income can generate a return-on-investment. This is because

of two types of delay: (a) the time lag between intervention onset and successful

health improvements (at least 1 year) (b) the time lag in obtaining the data

reflecting such improvements (which often amounts to another year).

• Third, a vision to go beyond traditional institutional boundaries in the planning

of health interventions is needed, in particular in the form of interventions that

place a focus on improving population health. This competence may not be

readily available a priori in existing structures.

Table 31.1 (continued)

Triple aim Method Result

ophthalmologist contact, diabetes

patients with CHD and statins), and

two indicators suggest a

deterioration (AMI patients on beta

blockers, osteoporosis patients with

indicated therapy)

Reducing the

per capita cost

of health care

– Calculation of the contribution

margin: the differences between the

risk-adjusted expected costs for the

insured, compared to the actual

incurred costs (high-cost cases are

winsorized)

– Note: the calculation is based on

all inhabitants of the region (based

on the postcode of residence), and

not restricted to GK members from

that region

– Positive development of the

contribution margin

▪ i.e. the costs for the
AOK + LKK insured in the GK post

codes lie 5.613 million euros under

the morbidity-adjusted expected

costs of 75.353 million euros

▪ i.e. for every AOK/LKK

insured person living in the region,

the costs are on average 150€ lower

than expected

– The incurred costs amongst

AOK-BW and LKK-BW insured in

Kinzigtal consistently lay below the

risk-adjusted expected costs. This

difference is expected to further

increase in the coming years as some

of the health programmes will only

start paying off years after the initial

intervention
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• Fourth, the size of the population needs to be appropriate to ensure networking

among providers, the identification of local solutions and the exchange of ideas

amongst all stakeholders. Population sizes smaller than 100,000 appear ideal

(assuming the number of stakeholders that can be managed should not exceed

100). While it may be tempting to establish much larger regions, it is unlikely

that the local “kit” (a common culture, mental models, mutual understanding of

local issues, and trust) needed to motivate stakeholders towards a common goal

can be easily established.

• Fifth, a comprehensive information-technology package (including shared

patient records) and competencies for advanced health data analytics to inform

intervention planning, feedback reports to providers, and internal evaluation are

crucial in order to ensure seamless care and monitor performance.

• Sixth, an approach focusing on ´coopetition´ (a portmanteau of cooperation and

competition) through transparency and benchmarking and based on management

theory is needed to support the continuous strive towards improvement and to

facilitate effective knowledge sharing in cross-functional teams (Ghobadi 2012).

• Seventh, a balanced payment system oriented towards achieving the triple aim

which is incorporated in the shared savings approach is needed. This level of

accountability which allows providers to make decisions on how cost savings are

(re-)invested is an important governing factor supporting regional autonomy. In

HK, the majority of these savings are used to reinvest in the population health

management strategy, for example; by constructing a new comprehensive health

centre (partly supported by the cost savings), by distributing tokens to citizens

that can be used to support local entities (such as schools, sports club or

church entities), or by providing some additional financial incentives for

good performance.

• Eight, in order to have long-term success, both an innovative culture and

friendly interactions are essential to harness value from the relationships with

all stakeholders.

• And finally, a long-term (10 year) contract with the purchasers is required to

provide stability for the planning of health interventions.

Bearing in mind the scientific evidence-base underlying the HK experience and

considering the nine implementation prerequisites above, we argue that the results

from the HK can be successfully transferred and achieved elsewhere, including in

regions that are different in population structure and health service organisation.

The existence of a stable physician network previous to the set-up of Healthy Kin-

zigtal Ltd was certainly a factor that facilitated the implementation. Likewise,

purchasers willing to share long-term savings and a robust method to monitor

costs and quality over time are a qualifying condition. However, of greater impor-

tance is that the conditions reflected in the nine prerequisite can (to some extent) be

created by the integrator.

Programme expansions are currently being discussed with various regions in

Germany (and abroad), taking into consideration the lessons learned in HK. We

anticipate a much faster learning curve in new regions, bearing in mind that various
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prerequisites and interventions are ready to scale-up, such as quality indicators,

evaluation protocols, programme outlines, incentive systems, management guide-

lines, data warehouse and reporting systems etc. Ideally, if multiple regions could

be set up and implemented simultaneously, that would generate a unique source of

data for advanced health analytics to further evaluate the impact of integrated,

population health management systems, and moreover, to allow a systematic pro-

cess evaluation of how the model could be further scaled up nationally and abroad

(Ovretveit and Klazinga 2012). The decision of the German government to provide

1.2 billion € funding over 4 years (2016–2019) to support innovative forms of care

delivery and health services research provides a promising context to pursue these

questions. Hopefully, at the end of this 4-year period, not only will relevant inte-

grated health systems in Germany have undergone the necessary evaluation, but

actionable knowledge will have been generated to scale up innovations at

national level in order to overcome the health systems challenges that have been

documented in Germany over the last 15 years (Busse 2014).
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Scotland 32
Elaine Mead

32.1 Introduction

Scotland is part of the United Kingdom (UK) and covers the northern third of Great

Britain and shares a border with England to the south1. At the last census (2011) the

population was 5.3 million, the highest ever recorded (Scotland’s Census 2014).

Population density is low in comparison with the rest of the UK due to large

remote and rural areas, particularly in the Highlands and Islands. While the popu-

lation has remained stable over the past 50 years, the proportion of people aged

65 and over has grown and is projected to increase by around two-thirds over the

next 20 years (Ham et al. 2013).

Healthcare in Scotland is mainly provided by National Health Service (NHS)

Scotland, the country’s public healthcare system. The NHS was founded by the

National Health Service (Scotland) Act 1947 and took effect on 5th July 1948 to

coincide with the launch of the NHS in England and Wales.

Over the past two decades, there have been some significant changes in how

Scotland is governed. Following political devolution that took effect in 1999, the

Scottish Parliament was set up with powers to make laws across a wide range of

areas including health (Taylor 2015; Mooney and Scott 2012; Keating 2010;

Mcfadden and Lazareswich 1999). These new arrangements also saw a move to

Scottish parliamentary elections being held every 5 years.

Since 2001, NHS Scotland has been organised into 14 regional-based health

boards, 7 national or special boards and one public health body. Regional boards

have overall responsibility for the health of their populations and they plan and

commission secondary care (which is generally provided by medical specialists in
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acute hospitals) and community health and primary care (which is provided in the

community for people making an initial approach to a medical practitioner or

clinic for advice or treatment including GPs, pharmacists, dentists and optometrists).

Healthcare funding and policy is the responsibility of the Scottish Government.

Each NHS board is accountable to Scottish ministers reporting to the Cabinet

Secretary for Health, Wellbeing and Sport. This is supported by the executive

functions of the Scottish Government’s Health and Social Care Directorates. NHS

Scotland operates with an annual budget of around £12 billion (Scottish Govern-

ment 2014)2 and there is a national formula that deals with the allocation of funding

for each regional board.

Adult social care and social work is the responsibility of 32 local authorities

(councils). While 85% of their funding comes from central government in the form

of a block grant, councils are autonomous bodies, independent of central govern-

ment and accountable to their electorates for the delivery of services. The remainder

of their funding is raised from local taxation (‘council tax’) and discretionary funds.

Integrating health and social care has been on the policy agenda in Scotland for

the past 20 years or so (Taylor 2015). Of particular relevance is the Community

Care and Health (Scotland) Act 2002, which enabled health boards and local

authorities to delegate some of their functions and resources. The subsequent

NHS Reform (Scotland) Act 2004 required boards to establish one or more com-

munity health partnership (CHPs) with local authorities in their area. These were

seen as a focus for integrating health promotion, primary and specialist health ser-

vices at a local level (Ham et al. 2013; Taylor 2015).

In 2011, the Scottish Government’s 2020 Vision articulated a clear aim that

“everyone is able to live longer at home or in a homely setting”. It included a plan

for achieving sustainable quality in the delivery of health and social care (Scottish

Government 2011). The subsequent Public Bodies (Joint Working) (Scotland) Act

2014 set out the most recent legislative framework for integrating health and

social care.

Under the Act, statutory responsibility for social care functions remains with

local authorities but with the provisions that allow for the delegation of some of

these functions. This is either through the formation of an integration joint board

that is responsible for planning and resourcing service provision for adult health and

social care services (Option 1); or alternatively, the health board or the local

authority takes the lead responsibility for planning, resourcing and delivering inte-

grated adult health and social care services; known as the ‘lead agency’ model

(Option 2) (Taylor 2015; Bruce and Parry 2015).

Health boards and local authorities were required to put in place their local plans

by April 2015 with the full integration of services expected by April 2016. Notably,

31 of the 32 local authorities are implementing Option 1. The Highland Council is

2£3.9 billion was also spent on social care services (Expenditure on Adult Social Care Services,

Scotland, 2013–2014).
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the only local authority that is implementing the lead agency model, and in the

following sections, we focus on this specific model of integrated care in Scotland.

32.2 Integrated Care in Practice

32.2.1 Problem Definition

NHS Highland health board3 was established in October 2001 and since then has

undergone a number of re-organisations, including the establishment of community

health partnerships in 2004 (The Highland Council area), and in 2006 the taking on

the responsibility for part of the former NHS Argyll and Clyde region. In doing so,

NHS Highland became responsible for the largest health board area in Scotland. It

includes some of the most remote and rural parts of the country including

36 populated islands (see Map in Fig. 32.1) (Box 32.1; NHS Highland 2015a).

Box 32.1 NHS Highland at a glance

• Co-terminus with two local authorities (The Highland Council and

Argyll & Bute)

• Covering an area of 32,500 km2 ¼ 41% of the landmass of Scotland

• 36 populated Islands

• Population of 320,760 (National Records 2014)

• 10,088 employees (8000 whole time equivalent)

• Annual revenue budget 2015/16 c£789 m

• 100 GP practices

• 25 hospitals, made up of the following:

– 1 district general hospital

– 2 dedicated mental health units

– 3 rural general hospitals

– 19 community hospitals

• 15 care homes (The Highland Council area)

• 39,000 attendances Raigmore Hospital Emergency Department per annum

Arguably, however, the biggest re-organisation for the health board came in

April 2012 with the signing of a partnership agreement between NHS Highland and

The Highland Council.

3NHS Highland is managed by a board of directors and is accountable for the performance of NHS

Highland. It is underpinned by committees, including: Clinical Governance, Area Clinical Forum,

Highland Health and Social Care Committee.

32 Scotland 527



Fig. 32.1 Overview of NHS Highland
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With an ageing population, particularly for those aged over 75 years, and the

expectation that public expenditure would fall in real terms, while pressures on

health and social spending would increase, the status quo was not seen as a

viable option (NHS Highland 2011, 2012a, b).

Furthermore, the Highland Council and NHS Highland recognised that the way

some services were organised was not delivering the best outcomes for people. This

was despite efforts by frontline staff and managers to overcome day-to-day barriers.

Delayed decision-making, conflicts over budgets and accountability, and at times a

blame culture, were all considered to be barriers with some significant impacts

including:

• Lack of alternatives to emergency hospital admissions

• Limited care-at-home

• Lack of ‘joined-up’ responses and delivery of services

• Early (young) admissions to care homes

• Limited collaboration with third and independent sector

Against this background, there was a perception that more radical reform was

needed. A number of fact-finding visits were carried out and various models were

considered, including Torbay in England (Thistlethwaite 2011). Following on from

this a joint meeting of The Council and the Health Board was held in December

2010 and a joint statement of intent was issued:

We will improve the quality and reduce the cost of services through the creation of new,

simpler, organisational arrangements that are designed to maximise outcomes, and through

the streamlining of service delivery to ensure it is faster, more efficient and more effective.

A joint board was created to deliver a 15-month programme of work to establish

new arrangements to fully integrate services, particularly in relation to adult and

children. Some 2 years later, on 21 March 2012, The Highland Council and NHS

Highland signed a formal partnership agreement to establish the first lead agency

model in Scotland.

32.2.2 Description of the Lead Agency Model

Under the lead agency model all adult social care services were transferred to NHS

Highland from the Highland Council in April 2012, and in a reciprocal arrange-

ment, The Highland Council took on responsibility for the delivery of community

children’s services (Mead 2015; Baird et al. 2014; Brown 2013; Highland Partner-

ship 2012).

For NHS Highland this meant taking on new responsibilities including the man-

agement of 15 care homes, the in-house care-at-home service, day care services,

tele-care services and a wide range of contracts with the third and independent

sectors.
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It also involved 1400 adult care staff transferring under Transfer of Undertakings

(Protection of Employment)4 from Highland Council to NHS Highland while main-

taining their terms and conditions. Alongside this 200 NHS Highland staff trans-

ferred across to the Highland Council. Some of the other practical implications are

summarised in Box 32.2 and set out in more detail in Mead (2015) and Highland

Partnership (2012).

Box 32.2 Legal, financial and management implications of lead agency model

Legal Arrangements

• Changes to the Adult Support and Protection Act (Scotland) 2007 were

necessary and were approved by the Scottish Parliament

• A legal partnership agreement (detailing legal, professional leadership,

governance and performance arrangements) was required

• Some staff contracts had to be transferred across employers (NHS High-

land, Highland Council)

• Change was required to pension’s legislation to permit staff that were

transferred to remain in their existing pension scheme.

Financial Arrangements

• New single budgets had to be prepared along with requisite resource

transfer

– £89 million annual budget was transferred from the Council to NHS

Highland

– £8 million annual budget was transferred from NHS Highland to the

Council

• Different VAT reporting mechanism for each organisation had to be

reconciled

Management and Governance Structures

• Existing management and governance structures, such as community

health partnerships, had to be reorganised

• Outcomes had to be agreed along with associated performance manage-

ment frameworks

32.2.3 Governance

At the point of integration (1st April 2012), new governance and management

arrangements were put in place for the lead agency model which followed legis-

4Transfer of Undertakings (Protection of Employment) Regulations (TUPE) provide rights to

employees when their employment changes when a business is transferred to a new owner.
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lative requirements (Fig. 32.2). These confirm that in terms of adult services the

Council remains accountable but NHS Highland is responsible for the delivery of

the service. Reciprocal arrangements are in place for children’s services.

To make this change, three community health partnerships (north, mid and south

east) were dissolved. These were replaced by a new Highland Health and Social

Care (HHSC) Partnership which was established as a committee of the board. The

Partnership directly oversees the governance but report into the board via the chair

who is a non-executive director of the board (Fig. 32.2). A monitoring framework is

also in place.

32.2.4 New Ways of Working

There have been many examples, some small and some bigger, of the posi-

tive benefits of integration (Highland Council 2015) and some of these are

summarised here.

Co-ordination and Professional Communication More effective integrated dis-

trict teams have been created. Each of the nine integrated district teams within The

Highland Council area has a core team of key health and social care professionals

representing, for example, care homes, care at home, occupational therapy,

GP practices and community nursing.

By working together in a co-ordinated way, a group of key professionals are now

more able to ensure clients’ and patients’ health and social care needs are met. Each

part of the team is linked to a care co-ordinator who ensures that each patient and

Scottish 
ministers

Scottish 
Parliament Electorate

Highland 
Council

Integrated Joint 
Monitoring 
Committee

NHS Highland 
Board

Integrated services delivered by localities

Accountability

Functions and resources

Recommendations

HHSC 
Partnership

Fig. 32.2 How the lead agency model is structured
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client gets fully co-ordinated care in a timely and efficient manner (NHS Highland

2013).

Commissioning Arrangements and Partnership Working An adult services

commissioning group has been established so as to involve as many sectors and

representatives as possible, in the making of strategic decisions about investment in

adult social care.

In effect, The Highland Council commission services from NHS Highland,

while it remains accountable for the delivery of the services. The transaction is

delivered through a five-year plan which is reviewed annually and monitored in

terms of delivery of agreed outcomes.

Since integration there has been evidence of much closer working with third and

independent sector, with a number of documented benefits.

One example is the introduction of the living wage for the independent care-at-

home sector. Contracts are in place between NHS Highland and independent sector

care at home providers. The Living wage was implemented in April 2014 and since

this time, providers have been required to pay their staff the living wage, and

provide evidence of having done so, in order to receive an increased fee.

NHS Highland has also been successful in the innovative application of The

Social Care Self-Directed Support (SDS) (Scotland) Act which was implemented in

April 2014. This supports the vision that care should be based around the citizen,

not the service or the service provider. It provides a means through which all clients

are given a choice as to how they wish to receive their services and support.

This Act places a statutory duty on Local Authorities and integrated partnerships to

offer four choices as to how people are assessed as requiring care and to how they

received their care or support.

Self-Directed Support option two is known as an Individual Service Fund (ISF)

and enables a service provider of the individual’s choice to manage their budget.

Given the shortage of care at home provision in many remote and rural locations in

parts of the Highlands, NHS Highland worked in partnership with independent

providers and local communities to put in local solutions to provide care at home.

This has proved successful in delivering a care at home service where previously

traditional models of care at home could not be sustained (NHS Highland 2015c).

Service and Quality Improvement The appointment of a NHS Highland service

improvement lead for care homes has brought a more consistent and multi-

disciplinary approach to training, and closer working across all professionals.

A new service was introduced to ensure the safer use of medicines in the

care homes managed by NHS Highland. This is because medicines are frequently

prescribed for residents of care homes and carry risks, such as adverse drug reac-

tions, which are increased in frail populations. The service involves a pharmacist

providing a medication review for every care home resident within 2 weeks of

admission and every 6 months thereafter.

In order to ensure adequate staffing, in particular in social care, where recruit-

ment to social worker posts has been challenging in some areas, NHS Highland has
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taken steps to ‘grow our own’ by introducing a trainee social work scheme which

got underway in 2015 (Highland Council 2015).

Furthermore, additional community geriatricians have been recruited to provide

in-reach to community hospitals and care homes, and primary care. This has

supported a much more multi-disciplinary and joined up approach to ensure care

provision to people outside of acute hospitals.

This has built on work over many years carried out by NHS Highland to improve

anticipatory care planning5 (Baker et al. 2012), poly-pharmacy reviews (NHS

Scotland 2015) and virtual wards6 all designed to take a pro-active approach to

reducing hospital admissions (Ham et al. 2013; Somerville 2012; NHS Highland

2011).

Major Service Re-design Under the new integrated arrangements NHS Highland

has been able to plan new service models at district level across all health and social

care resources. This has included proposals for developing community and care-at-

home capacity and which will allow community hospitals beds to be reduced

(Blackhurst et al. 2015; Thompson et al. 2015).

32.2.5 People Involvement/Service User Perspective (Value)

There was significant public engagement in order to inform the development and

shape of the lead agency model. During the early discussions, NHS Highland held

meetings with various stakeholder groups and every community care service user or

carer group was contacted by letter to invite them to feed-back on their experiences.

Focus groups were also undertaken by NHS Highland staff with people who used

particular services and public meetings were held across the region (Highland

Partnership 2012).

The vast majority of the feed-back confirmed the support for change. Those who

had direct experience of accessing services expressed frustration about the often

disjointed approach. Overall the feed-back provided a strong mandate to continue

with integrating services. Qualitative research conducted subsequently pointed to a

common theme: generally, public respondents were surprised that NHS Highland

and The Highland Council did not already work in a highly co-ordinated way

(Beswick 2013).

In Scotland, there is national guidance around how NHS Boards should inform,

engage and consult with their local communities, service users, staff and partner

agencies about proposed major service change (Scottish Health Council 2010). In

5In 2010 NHS Highland introduced an Anticipatory Care Patient Alert (ACPA) form. This is

completed for patients who have one or more pre-existing conditions which may have resulted in

them being admitted to hospital as an emergency on several previous occasions.
6The Virtual Wards work just like a hospital ward, using the same staffing, systems and daily

routines, except that the people being cared for stay in their own homes throughout.
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the case of major service redesign as described above, this included having a steer-

ing group made up of service users, public members, elected members, staff and

partner agencies. This culminated in a formal 3 month consultation with the public

(Blackhurst et al. 2015; NHS Highland 2015b; Thompson et al. 2015).

The public consultation is a requirement and feed-back was considered by the

board of NHS Highland and ultimately the Cabinet Secretary. The feed-back from

the public endorsed the proposed new models of care, as well as highlighting areas

of concern to be addressed. A tangible example of how consultation shaped

redesign proposals was the requirement to develop an integrated transport plan

and for it to be in place before closing any hospitals. Another was to develop

capacity in care home to provide for flexible use of beds to avoid hospital stays or

support end of life care.

Two major service re-designs in Highland were the first to be approved by the

Scottish Government since 2007. Arguably working in an integrated way has

fostered more collaborative ways of working on moving away from a focus on

buildings and beds to investing more in community services (NHS Highland

2015c).

Recently, NHS Highland made a commitment to ‘My Home Life’. This is a

UK-wide initiative to promote the quality of life for individuals who live, die, visit

and work in care homes for older people (Help the Aged 2007). This is achieved by

engaging with the community using various approaches to discover what they are

prepared to contribute to help develop services.

This approach has led to improvements in community involvement. For exam-

ple, several homes now hold community events, supported by residents. Other

managers of care homes have used the listening tree for residents, relatives, and

community as a way of facilitating feed-back. As an example, one care home now

hosts a monthly dementia cafe, and another hosts monthly coffee mornings. Over-

all, there is increased voluntary input. This builds on work since 2012 to strive to

make care homes part of their communities (NHS Highland 2013).

32.2.6 Impacts

Delivering integration and necessary organisational change was a significant chal-

lenge, and there was a risk that any effort devoted to integration could have led to

deterioration in service delivery. However, during the year following integration

(2013), there was no documented evidence of any adverse effects on key perfor-

mance indicators (Westbrook 2017).

There has been an overall steady improvement in Inspectorate Grades for Care

Homes operated by NHS Highland. While there is no reporting mechanism that

allows this to be compared across Scotland within Highland, a general improve-

ment was not similarly reflected in care homes run by other providers. Furthermore,

the age of people being admitted to any care home has increased by around 2 years

since integration.
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In addition, NHS Highland continues to perform better than most mainland

boards on the performance of the 4-hour emergency target: 98% of patients wait

less than 4 hours from arrival to admission, discharge or transfer for accident and

emergency treatment. This has been sustained 3 years after integration (Scottish

Government 2015a, b, c).

A one-year pilot on medicines management in North Highland demonstrated

that the new service made medicines safer and more effective for care home

residents. This service is now provided permanently to all care homes in North

and West Highland and elements of the service are also being rolled out to care-at-

home service users (Claire Morrison, personal communication).

A Medicine Sick Day Rules card was also developed. The card promotes better

management of long-term conditions through the safer, more effective use of

medicines. Hospital admissions data were collected for 9 months and showed a

small fall in admissions since the cards were introduced. This was set against a

trend of increasing admissions in previous years, indicating that the cards are

effective. No increase in admissions for heart failure was observed, highlighting

that use of the cards are also safe (Morrison and Wilson 2015).

Considerable challenges remain to further optimise integrated service delivery.

Moreover, there is a need to better understand the complex relationships between

services and ‘flow’ and any possible unintended consequences. For example, in

2014/15, only 63% of privately-run care home places were available to admissions;

five homes were subject to temporary closures and some were permanently closed

due to poor quality. However, this created a shortage of care home places and

increased demand on acute and community hospitals increasing the number of

people who had delayed discharges—one of the key drivers to integrate health

and social care services.

The University of Highlands and Islands has been commissioned to conduct an

independent review of performance against the original aims of the Partnership

Agreement. Initial (unpublished) results suggest that a majority of indicators show

improvements with the exception of delayed discharges.

Since integration NHS Highland has shifted significant resources from health

across to social care. An additional £9 million (recurring) was invested in 2015/16

to develop services to support people to live independently at home including to

deliver the living wage. Whether this would have happened prior to integration is

debateable but what is clear is that given single budgets, single management and

single governance this was a decision that NHS Highland could take more readily

and rapidly compared to other NHS boards in Scotland. This has allowed a clear

understanding of the direct consequences of one part of the system on another and

now with the direct authority and oversight to act.

New ways of integrated working have also been a catalyst for wider reform

within NHS Highland. The only District General Hospital in the area (Raigmore in

Inverness) has merged with community and primary care services to become one

operational unit. Now with single management, single budgets and single gover-

nance the aim is to facilitate greater integration of health services.
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32.2.7 Dissemination and Replication of the Case Study

The lead agency model, as established with Highland Council in Scotland, can be

seen to constitute a very specific model of integrated care, with its focus on a largely

rural area of Scotland. However, the lessons on joint working that can be learned

from this model appear to be entirely transferrable to other health and care

partnerships. At the same time it is important to reiterate that the Highland Council

was the only council in Scotland that adopted this model, while all other councils

are setting up Integrated Joint Boards from April 2016 boards (Bruce and Parry

2015).

Many of the service interventions that have been introduced since integration

have been or are being rolled out across all districts and in some cases across

Scotland. For instance, the Medicine Sick Day Rules card, developed, tested and

evaluated in Highland (Morrison and Wilson 2015) has now been made available

nationally. This was to complement the publication of the updated NHS Scotland

Polypharmacy Guidance (March 2015).

32.2.8 Lessons Learned and Outlook

The lead agency model as established with Highland Council in Scotland has

clarified governance and maximised the expertise of individual professionals.

Nothing prevented these changes from taking place prior to 2012, but perceived

barriers and different cultures and management structures appear to have had the

effect of not enabling effective change in Highland and indeed across Scotland.

Some of the key lessons learned and outlook may be summarised as follows:

• Leadership and management capacity are required to ensure that changes get

embedded, sustained and rolled out across all relevant areas. In some cases, there

have been practical challenges to overcome inevitable competing priorities.

• Senior leaders across both organisations demonstrated a ‘can-do’ attitude and

knocked down organisational barriers to change.

• A formal project management approach was not adhered to. Given that inte-

gration is a complex, multi-faceted process, leaders accepted a degree of

uncertainty.

• Support for integration was garnered by avoiding a focus on cost-savings.

Respondents were convinced by the argument that, in the long term, integrated

services would be more cost-effective because they would involve less dupli-

cation and allow greater support for care at home (cf hospital care).

• Practitioners pointed to the importance of leaders recognising professional

identities. Professional leadership was put in place outside of line management

structures, and was significant in allaying some professional mistrust and

concerns.
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• Partnership working (i.e. mutual trust and decision-making between staff and

employers) was also significant in resolving terms and conditions issues arising

from the staff transfers.

• There are inherent difficulties in trying to measure and interpret the impact of

integration both at the macro and micro level and in particular at points of time

especially over short time scales. A 2014 review of reviews on the economic

impacts of integrated care found that evaluative information was scant, and that

its scale, complexity and lack of agreed definition made this a very difficult

undertaking (Nolte and Pitchforth 2014). They also pointed to a number of

reasons why there is a lack of evidence around integration including evaluation

not being prioritised.

• There is no doubt this has been a challenging area for this study but data has been

collected pre and post integration which will hopefully contribute to the evi-

dence base (Westbrook 2017).

• Some things may appear to, or actually, do get worse before they improve. Fully

realising some of the benefits may take many years and indeed this has been the

experience of others (Goodwin et al. 2014). The significance of taking a long-

term view is therefore highlighted, and there needs to be recognition that there

will inevitably be some ups and downs.

• For what was one of the biggest reforms in Highland, and indeed Scotland for

over a decade, integration received remarkably little media attention and mini-

mal interest from communities or groups. This is in stark contrast to how

changes to service models or changes in practice have generally been reported

in Highland.

• Overall, the one key lesson has to be to focus on the needs of the local population

and to reconfigure services around this need rather than the organisational

boundaries and limitations of institutions. As this case study has illustrated,

however, this is anything but as simple as it sounds.
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33.1 Integrated Care in the United States of America

Examining the past and current state of health insurance and care provision helps in

understanding recent attempts to foster integrated healthcare delivery in the United

States. Most strikingly, high fragmentation among payers characterizes the

U.S. healthcare system. A number of different, and only partly complementary,

insurance systems exist. Most citizens under age 65 are covered by private insur-

ance, which comes in two ways. Employer-sponsored group contracts predominate

among workers in larger firms and their families, while direct-purchase insurance

covers individuals who are not offered insurance through their employers. The first

option is community rated, but the second was traditionally subject to risk rating

and medical underwriting. The latter has been changed by the Patient Protection

and Affordable Care Act (ACA) in 2010, which introduced a third option, the

so-called health insurance marketplaces. The marketplaces offer more standardized

insurance products, partial community rating, and public subsidies for low-income

individuals. In Fig. 33.1, both the second and the third option are summarized in the

category of direct-purchase. The figure illustrates the percentage of people in each

category as well as the dynamics triggered by the ACA (Smith and Medalia 2015).

The United States also has public payers in the form of Medicaid and Medicare.

Medicaid is run by the states and covers low-income individuals who meet certain

requirements—in context of the ACA, the coverage has been expanded to more of

the population. Medicare is run by the federal government and primarily covers

people of 65 years and older. While Medicare’s beneficiaries account for a little less

than 20% of the U.S. population, the program’s expenditure is the second largest

item of the federal budget, adding up to $600 billion a year. Medicare on average
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contributes more than 40% to providers’ total gross revenue (Aspen Publishers

2015); for many providers, it accounts for more than 50% of their business volume.

The U.S. healthcare system has a history of continuous organizational change

(Bazzoli et al. 2004). Cracks in the system and fragmentation have spurred both

large-scale health reforms and individual entrepreneurial initiatives. The result is by

no means a perfect healthcare system. From 1980 to 2010, national health expendi-

ture as percentage of U.S. GDP almost doubled, from 8.9 to 17.4% (CDC 2015),

with access and quality still being criticized as mediocre (Squires 2012). Fragmen-

tation also still prevails, and issues that were already discussed 30 years ago, such as

community accountability or patient outcomes, remain subjects of debate. A

byproduct of this history is a large number of experiments, making the

U.S. probably the largest laboratory for healthcare delivery reform in the world.

Many of these attempts have failed, while others endured longer than anyone would

have predicted and adapted to the changing environment. Kaiser Permanente, Mayo

Health System, and Geisingers Health System are just three of the largest and best-

known examples of innovative healthcare delivery but not the only ones from which

we can learn. The many failures can teach valuable lessons, too.

The era of managed care began in 1973 with the U.S. Congress passing the

Health Maintenance Organization Act. This act popularized the term “health

maintenance organization” (HMO), removed many state restrictions, and mandated

that employers with more than 25 employees that provided health insurance include

at least one HMO option. Over the following two and a half decades, various forms

of managed healthcare delivery prospered. They proved, among many other things,

two facts. First, capitation is a powerful incentive to make organizations more

efficient, as it reduces care volume and eliminates unnecessary services—and

occasionally more than just the unnecessary ones. Second, health reform cannot

succeed without patient acceptance. Patients value the freedom to choose their

providers and rank care quality higher than cost containment. Thus a consumer

backlash—triggered also by patient opposition to reduced formularies, red tape, and

patient-endangering pre-authorization requirements—brought the managed care

Fig. 33.1 Health insurance coverage in the U.S. Source: Smith and Medalia (2015)
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movement to a halt by the mid-1990s. As a result, the term “managed care” was

stigmatized and remains basically taboo in health reform. This being said, today

almost all the care delivered in the U.S. has some elements of managed care, though

these elements are not pushed as aggressively as they were by the original HMOs.

Today, the structure of the provider market illustrates, to some extent, outcomes

of this history. The boom of managed care fostered the consolidation of services

providers. To provide service along the full continuum of care for populations in

defined areas and create countervailing power against large insurers, providers

merged. In 2014, most of the roughly 5000 community hospitals were part of

fully integrated hospital systems (more than 3200) or part of more loosely

organized networks (about 1600). There is a mix of public (20%), private not-for-

profit (58%), and private for-profit hospitals (21%) (AHA 2016). Physicians are

mostly organized in groups with varying degrees of economic and legal integration.

They contract with both hospitals and insurers. As hospitals still rely mostly on

attending physicians—hospitalists have gained popularity but are not common—

physician groups are important players in the market. The past also saw waves of

vertical integration, such as hospitals buying physician groups, followed by waves

of disintegration.

33.2 Integrated Care in Practice: Accountable Care
Organizations

33.2.1 Problem Definition

Both quality and costs are pressing issues for U.S. healthcare reform. Efforts to

address these issues by means of integrated care delivery and innovative payment

models are mostly driven by the Centers for Medicare and Medicaid Services

(CMS), an agency within the U.S. Department of Health and Human Services

(HHS). CMS administers the Medicare program and the federal part of the Medic-

aid program. The high relevance of Medicare spending makes providers very

sensitive to CMS’s policy changes. And with the baby boomers hitting retirement

age, the importance of Medicare looms ever larger. Many of CMS’s reform efforts

can be linked to goals that are known as the Triple Aim: improving the experience

of care and the health of populations while reducing per-capita costs (Berwick et al.

2008). These aims conflict with traditional, fragmented delivery structures and fee-

for-service (FFS) payments, which are still the norm for reimbursing providers.

In early 2015, HHS made a bold announcement, stating that it would drastically

reduce traditional FFS spending (HHS 2015). While in 2011 almost all traditional1

Medicare spending was FFS, the agency’s goal is to reduce the share to 70% in

2016 and 50% by 2018, replacing FFS with alternative payment models. In 2018,

the agency says 90% of the remaining traditional Medicare payments will be tied to

1That is, spending outside of Medicare Part C.
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value and quality measures. CMS’s goal is broader than just reforming the Medi-

care payment scheme; it aims also to incentivize private players in the market to

foster patient-centred insurance and care delivery. While just a declaration of intent,

this policy statement received considerable attention from providers.

33.2.2 Description of the ACO Model

One of the most discussed alternative payment models is the accountable care

organization (ACO).2 According to CMS’s definition, ACOs “are groups of

doctors, hospitals, and other health care providers, who come together voluntarily

to give coordinated high quality care to their Medicare patients” (CMS 2015b).

ACOs have been conceived as a means for achieving the Triple Aim of improving

population health and the experience of care while containing costs while focusing

on defined patient populations. Their payment system creates the corresponding

incentives. The FFS scheme remains in place, but providers are evaluated finan-

cially with regard to the performance of a benchmark population and must meet

quality standards. In the Medicare Shared Savings Program, savings (one-sided

option) or savings and risks (two-sided option) are shared to varying degrees

between providers and Medicare, mimicking incentives of a capitation-like system.

Payments depend on quality targets.

ACOs can also serve patients from the private (non-Medicare) insurance market,

but the largest push fostering this model came through the ACA and CMS’s

subsequent targeting the Medicare population. While private insurers can steer

their enrollees towards their dedicated ACO—for example, by charging higher

co-pays for physician visits outside of the preferred network—Medicare does not

impose such restrictions. An algorithm assigns patients to a specific ACO if the data

suggest that this is their primary care provider. The ACO is then accountable for the

patient’s care quality and costs, but the patient may also choose providers outside of

the ACO. There is no requirement for an ACO to be a fully integrated company. In

addition, purely contractual arrangements between participating providers to coor-

dinate care processes and share risks and benefits are possible.

In consequence, a broad range of institutional arrangements has emerged.

Muhlestein et al. (2014) have sketched out a taxonomy of ACOs, identifying at

least six different setups characterized by their degree of integration across outpa-

tient and inpatient care, the complexity of services covered, and the degree of

centralization. On a general level, ACOs are either led by hospitals, physician

groups, or fully integrated health systems.

Besides the Medicare Shared Saving Programs, CMS also offered the Pioneer

ACO Model, a two-sided option, putting providers on a faster track for taking on

2Other concepts are, for example, bundled payments or patient centred medical homes (Jackson

et al. 2013; Schmid and Himmler 2015). Predecessors of the ACO programs were the Medicare

Physician Group Practice Demonstration projects from 2005 to 2010 (Wilensky 2011).
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larger risks and cutting down on the relevance of the standard FFS share of their

revenues. But by the end of 2015, 16 of the 32 organizations that had signed up in

2012 had left the program, mostly converting to the less ambitious Medicare Shared

Savings Program. CMS thus has closed enrollment for this type of ACO. Reasons

for the high dropout rate are its considerable financial uncertainty, implementation

challenges, new information technology, etc. This matches with the trend in the

Medicare Shared Savings Program. In April 2015, a bit more than 3 years after the

start of the program, 401 ACOs operated under the one-sided regime, and only three

under the two-sided regime.

A more recent alternative arose as an add-on to the Medicare Shared Savings

program. The ACO Investment Model3 addresses difficulties faced especially by

smaller ACOs, particularly those in rural and underserved areas, which had strug-

gled to come up with the investment budget to implement required changes of

processes and information technology. This model pre-pays shared savings and thus

tries to solve the problem of front-end investments with delayed payoffs. But CMS

remains active in trying to promote new and ambitious ACO approaches. Building

on the lessons from the Pioneer ACO Models, a new two-sided option is being

promoted under the label Next Generation ACO Model, starting in 2016 with

21 participants. A key goal is to provide participants with better predictability of

financial outcomes (CMS 2016).

33.2.3 Impact

A much-debated issue is the benchmarks used to establish savings or losses. As

Douven et al. (2015) point out, the original version of the Medicare Shared Savings

Program had created unintended incentives. The financial benchmark was defined

for a full three-year contract cycle and referred to a weighted cost average of the

attributed population over the preceding 3 years, giving the highest weight to the

most recent year. This created situations in which inflating costs pre-enrollment

paid off heavily during enrollment periods. What’s more, very successful ACOs

ended up being punished, as their benchmarks became the more challenging the

more they had saved. With each new version of ACO models, the benchmarking, as

well as the risk-adjustment schemes, have become more sophisticated to minimize

these drawbacks. The weights have been adjusted to capture more of the long-term

cost structure, and past savings are taken into account to avoid unintended penalties.

It is still too early for a judgment on success or failure based on financial or

quality indicators. The experience is too recent and brief. Too many different

models have emerged. High shares of new entrants and drop-outs obfuscated the

results. And only a few providers and Medicare beneficiaries have participated.

However, preliminary assessments can be made. The high turnover rate from the

3The Medicare Advance Payment Model can be seen as a predecessor to this model featuring

35 participating organizations in 2015.
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Pioneer ACO model indicates that, while many ACOs can realize savings, not all

providers are successful in this respect (Casalino 2014). In 2015, CMS announced

that the net savings of Medicare amounted to $411 million for the year 2014 (CMS

2015c). This accounts for all realized savings minus savings shared with providers

($422 million), plus losses shared by ACOs in two-sided models ($9 million

dollars). A closer look at the ACOs in the Medicare Shared Savings Program by

Introcaso and Berger (2015) shows a mixed picture. Among the 333 ACOs, only

86 received shared savings payments, that is, realized savings above a pre-set

minimum savings rate while at the same time providing complete quality informa-

tion. These ACOs saved $777 million and received $341 million. An additional $41

million of payments would have been issued, if ACOs had performed better on

quality criteria. However, the most successful ACOs in financial terms were also

the ones with the highest benchmark—the highest pre-ACO cost level. Further-

more, among the 86 successful ACOs, payoffs were highly concentrated, with a few

contributing most to the overall savings. Another notable aspect is that physician-

based organizations performed better than hospital-led ACOs. This dovetails with

earlier results on Pioneer ACOs (McWilliams et al. 2015).

To qualify for shared savings, ACOs must meet quality standards. CMS

established 33 measures, covering four domains: patient experience, care coordina-

tion, preventive health, and at-risk population. Performance is captured through a

mix of surveys, claims data and other data sources (CMS 2015a). Early findings

indicate that participating institutions do improve on these indicators. As McClellan

et al. (2015) point out, the data do not suggest that there is a correlation between

financial and quality performance. Furthermore, all results must be considered in

the context of overall Medicare volume. Total savings in 2014 were just about

1/1000 of the total Medicare budget. While the number of covered individuals has

grown considerably, the 477 ACOs nationwide still serve less than 9 million

Medicare beneficiaries. Provider participation is also still voluntary, suggesting

that selection effects may confound some of the successes. Difficulties, for example

experienced by Kaiser Permanente, have shown that transferring models that work

in some regions to others can present severe challenges (Gitterman et al. 2003).

33.2.4 Dissemination

The ACA brought large momentum on various levels, changing the landscape for

insurers as well as for providers. One should not underestimate the impact that the

Medicare ACO programs also brought to the private market (Berenson and Burton

2012). While fragmentation continues to be a key challenge for healthcare delivery

and for the health system in general, reforms such as the ACO programs give reason

for optimism. The CMS-led programs have shown that ACOs can improve quality

and contain costs. Even so, no ACO template has emerged; successful models still

need to be identified and scaled up, and knowledge needs to be shared. At this point,

too little is known about the actual changes successful (and unsuccessful) ACOs

made in their care for patient populations. CMS needs to continue improving its

546 A. Schmid



benchmarking and incentivizing providers to embrace new approaches while not

overtaxing their ability to implement them. At the same time, unintended side

effects, such as growing market power on the provider side, must be addressed.

33.2.5 Lessons Learned and Challenges Ahead

Critics dismiss ACOs as repackaged HMOs, but there are key differences. CMS has

taken a strong stance in favor of patients having free choice of providers; they are

not limited to providers within their ACO and can leave if they are unhappy with

their ACO. Furthermore, HMOs tried to reduce utilization through restrictive

formularies and strict control of access. Today’s approach aims at more patient-

centred care, especially in primary care, while also paying attention to population

health. There is at least some hope that this will live up to expectations and show

that concepts like the Triple Aim and ACOs are more than just buzzwords. What

may make a big difference, in contrast to the situation 20–30 years ago, is the ability

to create and analyze large data sets. These can help to identify patients at risk and

effective preventive services and then measure the quality of the care patients

receive. “Big Data” is a buzzword itself, and many providers grumble about feeling

the pain of these new technologies while receiving few of the promised rewards.

But the promise in this field is enormous, so optimism seems appropriate. Still,

there are concerns, especially with regard to the considerable investments required

to take advantage of big data, which may overburden smaller providers, thus again

driving even more consolidation of services.

Further consolidation among providers would be worrisome, as the U.S. have

produced strong evidence that regional markets dominated by few large health

systems tend to result in higher prices due to market power (Gaynor and Town

2012a, b; Cutler and Scott Morton 2013). Various forces are driving consolidation

in the wake of the ACA. Providers need to leverage large investments and need to

cover a share of the population sufficiently large to enable them to operate effi-

ciently. As more risk is passed on to them, they need more patients to spread this

risk among. Several provisions of the ACA favor the formation of large local and

regional entities and have triggered a new wave of mergers and acquisitions in the

U.S. hospital market (Pope 2014), adding up to 457 deals affecting 999 hospitals

between 2010 and 2014 (AHA 2015).

High administrative costs are another concern. Driven, among other things, by

extensive contract management and billing needs, they are one of the causes of the

high healthcare costs in the U.S. (Himmler and Jugl 2016). It is unlikely that ACOs

can damp this. These sorts of concerns, along with the worry that inertia will

triumph and healthcare delivery will change much less than expected, can lead to

skepticism about ACOs’ long-term potential (Marmor and Oberlander 2012). As

Casalino (2014) puts it: “The fledgling ACO movement involves two large risks.

The first is that it will fail. The second is that it will succeed, but for the wrong

reasons.” (p. 1750) ACOs, in other words, may endure not because they provide
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better quality or lower costs but because they have become dominant players in the

market.

Another aspect of ACOs likely to receive attention is that physician-led ACOs

seem to be more successful in reducing costs than their hospital-led counterparts

(Introcaso and Berger 2015). This may indicate a dilemma for providers. Hospitals

still run a largely volume-driven business model. For them, the incentives to reduce

admissions are mixed, especially if they cannot adjust capacity and thus reduce

costs on the same scale.

ACOs are unlikely to be a panacea. However, together with many other reform

initiatives that have been proposed—such as the patient-centreed medical homes or

linking payments to value—they highlight both the relevance and the potential of

integrated approaches to healthcare delivery in the U.S. and beyond.
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34.1 Integrated Care in Switzerland

Switzerland, which includes three main linguistic regions (German, French and

Italian) and comprises a population of about 8 million in 26 cantons, is a democratic

state in which government responsibilities are divided among three levels: the

federal level, the 26 cantons and the over 2500 municipalities. The Swiss healthcare

system is highly decentralised, with each of the 26 cantons responsible for securing

healthcare provision for their populations. Cantons finance about half of hospital

and are in charge of issuing and implementing the majority of federal health-related

legislation; they also carry out prevention and health promotion activities

(De Pietro et al. 2015; OECD/WHO 2011).

The 1996 Health Insurance Law and its subsequent revisions were of great

importance to the Swiss healthcare system. It sought to strengthen social solidarity,

guarantee equal access to healthcare and reduce healthcare expenditures, building

on the principles of universal health insurance coverage (compulsory for all

residents), risk compensation among health insurers (protection of small insurers

and vulnerable categories of patients), obligation to conclude contracts (insurers

must refund all providers), insurance contributions that are independent of income

and that are subsidised if they exceed 8% of taxable income, cost sharing (annual

deductible in ambulatory care, with additional co-payments for hospital stays over
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and above the deductible) and a comprehensive basket of health benefits (De Pietro

et al. 2015; OECD/WHO 2011).

Healthcare coverage, defined by the Federal Department of Home Affairs,

includes inpatient services, general practitioner and specialist outpatient services,

pharmaceuticals, home healthcare service, non-medical services if prescribed,

medical devices and some preventive or screening measures. Outpatient services

are financed through social health insurance (above deductible and patients’ 10%

participation), which also covers half of the expenditure on inpatient services, using

diagnosis-related group (DRG), with cantons covering the remainder. In 2012,

total (public and private) healthcare expenditures were mainly devoted to inpatient

hospital and long term care (46.2%), ambulatory (30.6%) and pharmaceutical

(11%) care (De Pietro et al. 2015). Healthcare expenses are financed by mandatory

health insurance and social insurance (46.5%), households (33.2%, e.g. out-of-

pocket payments such as co-payments, deductibles, uninsured services and drugs,

complementary private insurance), and direct spending by government (20.3%)

(De Pietro et al. 2015).

Ambulatory care is provided by primary care physicians and specialists working

mostly independently in private practice, but also in small group practices, in net-

works of physicians and sometimes in health maintenance organisations that work

on the principles of managed care; hospitals also provide regular general and

specialised ambulatory care. Residents principally have direct and unrestricted

access to primary care physicians and specialists. The only exception are those

who have opted for an alternative health insurance plan (approximately two thirds

of insured residents of Switzerland) (De Pietro et al. 2015), which offers lower

premiums for those signing up to voluntary gatekeeping. Inpatient care is provided

by public and private hospitals that receive financial subsidies from the state if they

are considered of “public interest.”

Because of the high level of decentralisation, governance of the system at the

national level is weak. Several reform initiatives were undertaken that aimed to

strengthen system governance and to build a national consensus on healthcare in

Switzerland, but this has remained challenging (Cheng 2010). While consensus

building has been successful with regard to hospital care financing, involving a shift

from a daily-tariff system to a national DRG system (“SwissDRG”) in 2012

(De Pietro et al. 2015), this has been difficult to achieve in other areas. One example

is a recent reform proposal that aimed to develop integration of care, introduce

population-oriented services and strengthen efficiency and cost containment (the

‘Managed Care’ proposition of 2012). This reform, which would have established a

national framework for integrated care into the Swiss Health Insurance Law, was,

however, rejected by three quarters of the voters in a national referendum in 2012

(Swiss Federal Office of Public Health 2012). Likewise, a health promotion and

prevention law was developed but rejected in parliament in 2012 because parties

were unable to reconcile views on the targets, modes of governance and financing

of health promotion and prevention.

In January 2013, the Federal Council approved the comprehensive strategy

Health 2020 (Swiss Federal Office of Public Health 2016), which may be the first

overarching national health policy Switzerland has ever had. It focuses on four
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domains (maintaining quality of life, increasing equal opportunities, raising quality

of care and improving transparency) that are complemented by 12 objectives and

includes a total of 36 measures that will be implemented over the coming years with

the involvement of all key stakeholders. The overall objective is to prepare the

Swiss health system for the challenges ahead, at affordable costs.

Integrated care in Switzerland can be traced to general practitioners’ networks

that were first initiated in 1992 (Réseau Delta in Geneva, Schaller 2008) and

amounts now approximately 75 networks including approximately 50% of all

general practitioners in Switzerland (Berchtold and Peytremann-Bridevaux 2011;

ForumManaged Care, n.d.). Networks work on the principle of GP gatekeeping and

almost all have entered into contract with social health insurance funds in which

they assume budgetary co-responsibility. More recently, there has been increasing

interest towards programmes to strengthen coordination of care for patients with

one or more chronic diseases (Berchtold and Peytremann-Bridevaux 2011;

Peytremann-Bridevaux and Burnand 2009) with a 2013 survey identifying

44 small-scale programmes targeting chronic diseases or multimorbidity in 14 of

the 26 cantons (Peytremann-Bridevaux et al. 2015; Ebert et al. 2015).

34.2 Integrated Care in Practice

34.2.1 Problem Definition

The Swiss healthcare system is considered to be among the best performing health-

care systems among countries that are members of the Organisation for Economic

Co-operation and Development (OECD) (OECD/WHO 2011; Commonwealth

Fund 2014). Its citizens are highly satisfied with the health system (Interpharma,

n.d.), mainly because of an almost unconstrained freedom of choice and overall

large supply of healthcare providers and hospitals. However, a 2011 analysis of the

Swiss healthcare system identified fragmented provision of services, along with

lack of coordination and integration as major deficits and suggested that the rela-

tively high healthcare expenditures were not being used efficiently. Whether

Switzerland “receives value for money for its major financial investment in

healthcare” (OECD/WHO 2011) is being questioned.

In this section, we focus on one cantonal programme, the “Programme cantonal

Diabète” (PcD, Hagon-Traub et al. 2010), which was launched in 2010 in the

canton of Vaud, a Swiss canton with a population of approximately 720,000

(about 10% of the Swiss population). The programme aimed to reduce the impact

of diabetes, which affects about 7% of the population in the canton (Firmann et al.

2008) and which has been associated with a total cost of 500 million CHF to the

system in 2009 (Jeanrenaud and Gay 2013), through limiting the increase in the

incidence of diabetes and improving the quality of diabetes care. It further seeks to

address a projected shortage of healthcare professionals, quality of care gaps and

fragmentation inherent in the current structure of the Swiss healthcare system.

Following both a top-down and bottom-up approach, the PcD has integrated,
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since its inception, all stakeholders, including patients’ representatives and health-

care professionals involved in the provision of diabetes care. Based on a previous

smaller scale project (Arditi and Burnand 2011), the PcD emphasises a population-

based perspective, and was seen as the solution that allowed the integration of all

healthcare professionals and all levels of care delivery of the canton.

34.2.2 Description of the “Programme cantonal Diabète”

Intended for the whole canton of Vaud, projects developed within the PcD initially

followed four main targets: people with diabetes (children and adults), practicing

healthcare professionals, the healthcare system and the general population (Hagon-

Traub et al. 2010). Regarding the latter, it was left to individual organisations and

institutions to develop projects on health promotion and disease prevention

although the PcD retained oversight, through for example, the promotion and reiter-

ation of health promotion and disease prevention messages when appropriate.

Between 2010 and 2015, a wide range of complementary projects have been

considered, with more than 85 single projects implemented across the following

axes (Table 34.1) (Programme cantonal Diabète 2011, 2012, 2013, 2014):

• Self-management education and support: to strengthen empowerment, self-

efficacy and support of patients with diabetes. This axis aims at helping patients

with the daily management of their life with diabetes.

• Diabetes care and management: to improve diabetes care and management

through the development of care that is evidence-based, considers interdisciplin-

arity and is better integrated, coordinated and continuous. This involves the

consideration of structural and organisational changes, as well as the develop-

ment of documents and care pathways for specific clinical situations, for the

community and for ambulatory and inpatient care sectors. It is accompanied by

the development of an electronic patient record and a shared care plan. While

stretching from prevention to tertiary prevention, the PcD does not currently

specifically consider social and palliative care. It should, however, help patients

navigate the healthcare system and have access to appropriate care in any region

of the canton of Vaud.

• Information and communication: to provide information and practical tools on

diabetes (broad spectrum of topics) and the PcD for the general population,

people with diabetes and healthcare professionals, as well as to improve com-

munication between care providers and between care providers and patients.

• Training of healthcare professionals: to give access to and encourage the use of

evidence-based practice guidelines, to propose various multidisciplinary training

and conferences, and to reinforce coordination between healthcare providers

• Monitoring and evaluation: to assess the way the PcD is being implemented and

how single projects should be monitored, to evaluate whether the PcD has any

impact on the health of patients with diabetes in the canton of Vaud, and to

explore fields necessitating more attention in the future.
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Table 34.1 Summary of main projects of the Programme cantonal Diabète (2011, 2012, 2013,

2014)

Target Axis Project Period

Patients with

diabetes

Self-management

education &

support

• DIAFIT (3-month intensive physical activity

programme for patients with type 2 diabetes)

2010–

• EVIVO (6-week Stanford Chronic Disease

Self-Management course)

2010–

• Adaptation and dissemination of the Diabetes

Passport

2011–

• Physical activity for children with diabetes 2011–

• Expert patient programmes 2015–

• Common diabetes documents and

information sheets for patients and healthcare

professionals throughout the canton

(DocsDiab)

2015–

• Patient guidelines (developed by patients) 2015

Diabetes care &

management

• Regional diabetes coordinator position 2010–

• Care transition for children and adolescent

patients

2011–

• Gestational diabetes pathway 2012–

• Diabetic nephropathy pathway 2014–

• Diabetes schemes or arrangements in each of

the four health regions

2013–

• Paediatric diabetes pathway (in the eastern

health region)

2013–

• Development of tools and documents for

appropriate inpatient diabetes care

2014–

• Development of regional structures offering

specific services (e.g. nurses follow-up,

podiatric care, coordination activities) not

remunerated under the current pricing systems

2015–

Healthcare

professionals

Information &

communication

• Various campaigns and publications during

diabetes world day and other times of the year

(diabetes screening in pharmacies, web-based

diabetes screening tool, free foot consultations,

Diabetes Barometer, availability of a list of

accredited healthcare professionals caring for

patients with diabetes)

2010–

• Status report and web dissemination on

available “diabetes-specific” healthcare

professionals and courses

2011–

• Electronic diabetes patient record (e-diab)

and shared care plan

2014–

• Common diabetes documents and

information sheets for patients and healthcare

professionals throughout the canton

(DocsDiab)

2015–

(continued)
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The development of the PcD and its individual projects followed several steps.

First, preliminary work was undertaken between 2008 and 2010 by groups of

experts in collaboration with healthcare professionals, their professional associ-

ations and institutions, as well as patients and their associations, and academic

institutions. It was followed by a qualitative project evaluating the experiences and

needs of both patients with diabetes and healthcare professionals regarding the

management of diabetes in the canton of Vaud (Peytremann-Bridevaux et al. 2012).

From this preliminary work, further informed by the Chronic Care Model (Epping-

Jordan et al. 2004) and a logic model specifically designed for the PcD. The PcD,

which is continuously being developed and adapted to the field and the needs and

expectations of all stakeholders, offers a framework and a variety of tools to be used

by patients and healthcare professionals. This framework aims at facilitating care

adapted to the patients’ complex needs. On the basis of risk-stratification and

evidence-based recommendations, patients are cared for by regional healthcare

professionals and regional specialised structures and hospitals. This perspective

needs strong and sustained coordination between individual providers and provider

organisations.

Financed by the Department of Public Health, which oversees the development

and implementation of the PcD, the projects are steered by the PcD and are mainly

conducted by public institutions (e.g. university and regional hospitals, the Institute

of social and preventive medicine of Lausanne) or non-for-profit organisations

(e.g. patients’ and healthcare professionals’ associations). In 2013, the steering

committee, the grouping of projects within the PcD and the funding of the canton

relating to diabetes were reorganised. In addition, the association of the PcD with

the not-for-profit patients’ diabetes association of the canton of Vaud (Association

Vaudois du Diabète), was decided. Linking with the patients’ association was seen

to strengthen the PcD’s legitimacy for patients and their families, who might per-

ceive the programme as a ‘state’ project; it also makes it possible for PcD and the

association to develop common projects because of the patients’ association admin-

istrative and geographical embeddedness.

Table 34.1 (continued)

Target Axis Project Period

Training of

healthcare

professionals

• Adaptation and dissemination of diabetes-

specific guidelines for the Swiss setting

2011–

• Awareness-raising 3-day course for

healthcare professionals on patient education

and self-management

2010–

• Multidisciplinary meetings and conferences 2010–

Healthcare

system

Monitoring &

evaluation

• Cohort of patients with diabetes residing in

the canton of Vaud (CoDiab-VD)

2011–

• Evaluation of the PcD 2014–
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34.2.3 People Involvement/Service User’s Perspective (Value)

Patients or their representatives (patients’ association—Association Vaudoise du

Diabète) were actively involved in the initial phases of development of the PcD

through their participation in the expert groups and the focus groups that explored

the experiences and needs of patients and healthcare professionals. In 2016,

patients’ representatives were still active in the PcD steering group. In addition,

patients who attend the 6-week chronic disease self-management course or the

3-month physical activity course for patients with type 2 diabetes meet regularly

and are supported by peers. Across the canton, patients have been trained as ‘expert

patients’ in order to enable the sharing of experiences and help other patients cope

with diabetes in their daily life. In addition, on the basis of clinical guidelines

developed for healthcare professionals, patients developed their own version of

diabetic foot prevention and care recommendations. Finally, patients with diabetes

who are included in the CoDiab-VD cohort annually complete the follow-up

questionnaire, which targets their health and care as well as specific topics of

interest for the development of the PcD, that need to be investigated. The

CoDiab-VD follow-up questionnaire also considers questions on awareness of,

and participation in, projects proposed by the PcD. Additionally, satisfaction and

opinion questionnaires are often included in the self-evaluation of PcD projects.

34.2.4 Impact

The development and implementation of the PcD was complemented by an external

evaluation process that targeted both the overall implementation of the PcD and the

individual projects. To date, an evaluability assessment in 2011 (Dubois-Arber and

Bize 2012) and a formative evaluation in 2012 (Bize et al. 2012) have been con-

ducted. Evaluability assessments usually precede full evaluations and are con-

ducted to make sure that the future evaluation is apt to provide appropriate and

useful information for the programme. In the case of the PcD, two evaluability

assessment objectives were targeted, one at the project level to evaluate the

projects’ self-assessment capacities, and one at the programme level to assess over-

arching evaluation possibilities of the PcD and suggest solutions to meet the second

objective. The analyses of the 11 projects implemented during 2010 and 2011

showed that although all projects collected data on their activities, coverage and

impact (intermediary outcomes) data were almost non-existent (Dubois-Arber and

Bize 2012). At the level of the programme, the evaluability assessment helped draft

a first version of the programme’s logic model and confirmed the need to conduct a

full evaluation. More specifically, the necessity both to collect a minimum set of

common data across projects and to repeat population-based measures to assess the

impact of the PcD on the whole population was highlighted. The formative evalu-

ation that followed in 2012 (Bize et al. 2012) aimed at conducting a qualitative

assessment of the PcD by using semi-structured interviews with main stakeholders,

at updating of the logic model, and at synthesising data collected during the first
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2 years of the programme. This formative evaluation confirmed previous findings

and highlighted the ability of the PcD to bring together a wide range of healthcare

professionals aiming at better coordinating diabetes care and management as its

main strength. At the same time, it also pointed to weaknesses in the organisation

and functioning of the programme, which then led to the proposition of a structural

reorganisation of the programme in 2013. The evaluation process described above

will be complemented by an assessment of the impact of the PcD on the population

of patients with diabetes. The latter will use data that are being collected among

participants in the CoDiab-VD cohort described above (Zuercher et al. 2015), as

well as by data collected among newly recruited patients with diabetes in 2017. The

evaluation will include both longitudinal analyses of patients recruited in

2011–2012, as well as a comparison of cross-sectional analysis of data collected

from 2011–2012 (baseline) and 2017 while recognising that it will be difficult to

establish robust links between processes or outcomes of care improvements and the

activities of the PcD using this approach. These comparisons will include the

following primary outcomes: processes-of-care indicators (annual checks of feet,

eye, microalbuninuria and HbA1C and yearly influenza immunisation) and

outcomes of care such as HbA1C values, (health-related) quality-of-life measures

(Short Form-12 Health Survey—SF-12, Audit of Diabetes-Dependent Quality of

Life 19—ADDQoL) and Patient Assessment of Chronic Illness Care (PACIC).

Data on diabetes, health status, healthcare utilisation, health behaviour, self-

management activities and support, self-efficacy, knowledge of, or participation

in campaigns or activities proposed by the PcD, and socio-demographic data will

also be collected.

34.2.5 Dissemination and Replication

Based on the Chronic Care Model (Epping-Jordan et al. 2004), the PcD has been

implemented from the perspective of a case study that could then form the basis for

future extensions to other chronic diseases. Even though replication in other

settings (i.e. cantons) per se seems difficult because such healthcare developments

depend so much on the cantonal context, tools and experiences could be built upon.

The evaluation of single projects of the PcD, and of the PcD itself and its elements,

will help stakeholders to identify their appropriateness for other contexts or

domains as well.

34.2.6 Lessons Learned and Outlook

The political will and support for this innovative programme, at the level of an entire

canton, is unique in Switzerland. Although the programme built on a partnership

with healthcare providers of the canton of Vaud, the PcD has faced resistance from

these partners around issues of modifying the tasks and roles of the healthcare

providers. Yet, implementation of integrated care requires not only systemic
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changes in terms of organisation and communication (for example, patients’ elec-

tronic medical records), as well as additional budgets for facilitating and imple-

menting coordination activities, but also a clear definition of tasks and roles of

healthcare providers, which need to be adapted to integrated care and its underlying

elements. However, the provision of financial resources, although key, is not enough.

Healthcare authorities must show clear and firm political will that includes partici-

pative leadership, as much as they must develop an unequivocal vision about

integrated care and the future of healthcare, as well as addressing related communi-

cation. Such a course will allow a progressive but positive change in the

cantonal healthcare system and its delivery.
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Netherlands: The Potentials of Integrating
Care via Payment Reforms 35
The Case of Dutch Diabetes Care

Jeroen N. Struijs, Hanneke W. Drewes, Richard Heijink,
and Caroline A. Baan

35.1 Integrated Care in the Netherlands

This chapter provides insight in the potential of integrating care through payment

reform in the Netherlands. We begin by briefly outlining the main characteristics of

the Dutch health care system, which has been transformed into a system of managed

competition in the past decade. We focus on health care, because our case study is

situated in this setting. We then describe the implementation of the bundled

payment for diabetes care as one main example of stimulating nationwide imple-

mentation of integrated diabetes care in the Netherlands. This case study is based on

our previous work on integrated care and related issues, which we have described in

detail elsewhere (de Bakker et al. 2012; de Bruin et al. 2013; Struijs 2013, 2015a, b;

Struijs and Baan 2011; Struijs et al. 2010, 2012a, b, 2015a, b; de Jong-van Til et al.

2013; Lemmens et al. 2015; Mohnen et al. 2015).

35.1.1 The Dutch Health Care Reform in 2006: The Introduction
of Managed Competition

In the past decades, the Dutch health care system has been gradually transformed

into a system of managed competition in which market forces and competition play
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a prominent role (Van de Ven and Schut 2009). The introduction of managed

competition provided a much more prominent role for the three market players in

the system, i.e. the patients or consumers, the care providers and the insurance

companies. The health care market consists of three interrelated subsidiary markets:

the health care provision market, the health care purchasing market and the health

insurance market (Fig. 35.1) (Van den Berg et al. 2014).

In the health insurance market health insurers provide health insurance policies

to all Dutch citizens. Since the introduction of the 2006 Health Insurance Act

(Zvw), all health insurers are private companies and allowed to make a profit and

pay dividend to shareholders (Schäfer et al. 2010). However, most health insurance

companies operate on a non-profit basis. The content of the basic health insurance

package to be offered by health insurers is determined by the government. Health

insurers can however determine the content (and price) of any additional insurance

packages, on which basis they can compete, in addition to the quality of care and the

insurance premium. Following the 2006 reform, competition between health

insurers led to all insurers incurring losses (Van de Ven and Schut 2009). Under

the Zvw, insurers have an obligation to accept all applicants living in the

Netherlands or abroad who are compulsorily insured under the Zvw (Van den

Berg et al. 2014). To compensate insurers for enrollees with predictably higher

care consumption and thereby to prevent risk selection, a risk equalization scheme,

which, through the Health Insurance Fund, distributes funds across health insurers

on the basis of risk-profiles of enrollees. Residents chose a health insurance policy

with the insurer of their choice. They may change their insurer on an annual basis

and about 6–8% of enrollees do so.

In the health provision market health care providers deliver care services to

services users. However, information on quality of care is still hardly available,

although some websites, such as Kiesbeter.nl and VolksgezondheidEnZorg.info,

Insurers

Health care insurance market
Health care purchasing market

Health care delivery market

Health care
providers

Patient/
consumer

Fig. 35.1 The Dutch health care system and it three interrelated markets. Source: Schäfer et al.

(2010)
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provide basic information to inform consumer choice. The suboptimal information

on quality makes it difficult for the care consumer to make an informed choice

regarding care providers. Besides GPs and other providers’ advice, service users are

increasingly using the internet to look for information on care providers and quality

of care.

In the health care purchasing market, health insurers aim to purchase good-

quality services at competitive prices. In reality, purchasing services on the basis of

quality remains a challenge, given the scarcity of robust information on care quality

as mentioned above (Ruwaard et al. 2014), despite efforts by the government to

make quality of care more transparent (Van den Berg et al. 2014). Possibilities for

negotiating on the price of care were limited at the start of the 2006 health care

reform, but have increased gradually over time. For instance, in 2006 about 7% of

hospital care was freely negotiated, while in 2014 this figure was about 70%. For

the remaining 30%, prices of hospital care rates are, at present, non-negotiable (Van

den Berg et al. 2014). In pharmaceutical care, price negotiations between health

insurers and pharmacies were implemented in 2012. Health insurers have restricted

the reimbursement of pharmaceuticals to preferred medicines (mostly generics) in

case a choice can be made between different brands. The price of GP services is

negotiable for a small part only and this is presently limited to multidisciplinary

integrated care services [diabetes, chronic obstructive pulmonary disease (COPD)

and vascular risk management (VRM)] are being negotiated, as we shall see below.

Health insurers may also stimulate competition through selective contracting and

substitution of care (e.g. services delivered by a nurse rather than a physician),

although this option has not been implemented widely thus far.

35.2 Integrated Care in Practice

35.2.1 Problem Definition

The rising burden of chronic disease has been recognised as a challenge in the

Netherlands, with for example about 4% of the population diagnosed with diabetes

and this proportion is expected to increase in the next coming decades (Van den

Berg et al. 2014; Baan et al. 2009). This poses a major challenge to health services,

in particular in combination with the rising prevalence of multi-morbidity, involv-

ing complex health care needs vis-a-vis a lack of co-ordination between different

components and professional groups within health systems. In addition, there was

evidence that the quality of care provided to patients with chronic disease was

variable, with patients not receiving all the care they needed.

To address these challenges, the Dutch government initiated a range of policies.

These included the introduction of integrated care programmes based on multidis-

ciplinary cooperation in primary care, which sought to improve the effectiveness

and quality of care and to ensure affordability. The first integrated care programme

focused on diabetes care, based on the principles of a bundled payment, developed

by the Netherlands Ministry of Health, Welfare and Sport (de Jong-van Til et al.
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2013). The payment mechanism enables all the necessary services to be contracted

as a single package or product. The aim of the new pricing model was to accelerate

the implementation of diabetes care programmes, and those for other chronic

diseases more widely. In 2007, groups of affiliated health care providers known

as care groups began working with bundled payment arrangements for diabetes,

initially on an experimental basis. In 2010, bundled payment for the management of

diabetes, COPD and VRMwas introduced as regular payment mechanism, although

contracting under the previous pricing system involving is still permitted. By that

year, there were about one hundred care groups operating integrated care

programmes for diabetes, covering about 85–90% of all diabetes patients in the

Netherlands (Mohnen et al. 2017) (see also Fig. 35.2).

35.2.2 Description of the Bundled Payment Model for Diabetes Care

In the Dutch bundled payment model, insurers pay a bundled payment to a principal

contracting entity—the care group—to cover a full range of diabetes-care services

for a fixed period of 365 days. The care group, a new legal entity in the Dutch health

care system, comprises multiple providers, often exclusively general practitioners

(de Jong-van Til et al. 2013). By entering the bundled payment contract, the care

group assumes both clinical and financial accountability for all diabetes patients

assigned to its care programme. The contract is limited to general diabetes care

provided in the primary care setting, that is services to manage the underlying

disease and reduce risk for complications, and it does not include services to

address complex complications that may arise. General decisions about services

covered in the diabetes care bundle were made at a national level and, in 2007,

codified in a Health Care Standard for type 2 diabetes (Dutch Diabetes Federation

2007). For the various components of diabetes care, the care group either delivers

services itself or subcontracts with other providers (Fig. 35.3). Health insurers and

care groups negotiate the price of the bundle, and the care group negotiates with the

Fig. 35.2 Principle structure of the Dutch bundled payment model. Source: Struijs et al. (2010)
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subcontracted care providers about fees for specific services. All services are

covered under the basic insurance package for all Dutch citizens.

Fig. 35.3 Roll out of bundled payment model for diabetes care during 2007–2010. Source: de

Jong-van Til et al. (2013)
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35.2.3 People Involvement/Service User Perspective

At national level, patient associations were actively involved in specifying the

minimum requirements for optimal diabetes care. Patient associations agreed on

the services described in the Diabetes Federation Health Care Standard (DFHCS),

which sets the criteria on quality improvement (Dutch Diabetes Federation 2007).

At regional level, patient involvement is mostly limited to care groups informing

and consulting patients. Lemmens et al. (2015), in an assessment of patient

involvement strategies employed by nine diabetes care groups, found that informa-

tion was typically accessed through care groups’ websites, brochures or information

letters provided upon enrolment into the care programme (Lemmens et al. 2015).

They further reported that about half of the care groups also consult with patients

through surveys, meeting with patient groups, or implementing patient panels.

More direct forms of patient involvement, such as advising, co-producing and

(shared) decision-making, do currently not appear to be regularly implemented by

care groups. Lemmens et al. (2015) noted that there appears to be an implicit

assumption among care groups and patient representatives that patient involvement

is an instrument to improve (Raaijmakers et al. 2015) the quality of care and they

are therefore committed to collaborate with each other but both parties found it

difficult to translate this commitment into practice (Lemmens et al. 2015). At the

same time, both groups expressed similar preferences regarding future themes for

and shaping of patient involvement in the care group context while there was

agreement that several issues such as lack of evidence for effectiveness, differences

in viewpoints on the role and responsibilities of care groups and perceived barriers

for patient involvement would need to be addressed to take patient involvement to

the next level (Lemmens et al. 2015).

35.2.4 Impact

The diabetes care groups were subject to multiple evaluations in terms of assessing

the impact of the bundled payment on the health care delivery process, quality of

care and medical spending (de Bakker et al. 2012; de Bruin et al. 2013; Struijs 2013,

2015a, b; Struijs and Baan 2011; Struijs et al. 2010, 2012a, b, 2015a, b; de Jong-van

Til et al. 2013; Lemmens et al. 2015). These evaluations reported that care

providers experienced improvements in the care delivery process due to the intro-

duction of bundled payments and related care groups. Providers specifically men-

tioned that the coordination among care providers improved, as did protocol

adherence, attendance at multidisciplinary consultations, and further training of

subcontracted providers to facilitate protocol-driven work processes and the use of

the electronic health records. For instance, For instance, a survey of providers in

2010 and 2013 found that, in 2013, some 89% reported that they perceived

themselves to be working largely or completely in accordance with the Dutch

Diabetes Federation Health Care Standard (DFHCS) compared to 79% in 2010

(Raaijmakers et al. 2015). It was also shown that in 2010, 3 years after bundled

566 J.N. Struijs et al.



payments had been introduced, 66% of the care groups had implemented web-based

electronic health records (EHRs), requiring subcontracted providers to record their

data (de Jong-van Til et al. 2013).

Studies further demonstrated that slight to modest improvements in outcome

measures, such as percentage of patients with LDL-levels below target levels and

percentage of patients with blood pressure levels below target level, were achieved

during the first 3 years after the implementation of the bundled payment model

(Struijs et al. 2010). In addition, fewer patients were found to have used specialist

care that resulted in a reduction in diabetes-related outpatient specialist and inpa-

tient diabetes hospital spending, but overall hospital care spending and conse-

quently per-patient medical spending increased as compared to care as usual after

a 2-year follow-up period (Mohnen et al. 2015). The observed increase in spending

growth might have been due to the start-up costs of the bundled payment reform.

Also, a 2-year follow-up period may have been too short to gauge the full impact of

the bundled payment model as quality improvements within primary care tend to

take time. Moreover, development and implementation costs were not included in

these analyses and such costs can be substantial. For example, Tsiachristas et al.

(2014) demonstrated that development costs varied from€5891 to€274,783 while

the implementation costs varied from €7278 to €387,879 across integrated care

programmes (Tsiachristas et al. 2014). Key cost drivers were the duration of the

development phase and the staff needed to develop and implement an integrated

care programme. Overall, empirical evidence of the effects of primary care oriented

bundled payments models is scarce, and most support is still based on conceptual

grounds.

35.2.5 Lessons Learned

The implementation of the Dutch bundled payment model can be seen to have

been a success for three key reasons, which can be summarised as follows

(Struijs 2015a, b):

1. The diabetes care standard was codified. The DFHCS, agreed on by all national

provider and patient associations, specifies the minimum requirements for opti-

mal diabetes care and sets the criteria for improvements. By law, the bundled-

payment contract must include all services described in the DFHCS, which

identifies what services to provide but not who delivers those services or

where and how they are delivered (as long as these services are in congruence

with national guidelines). This provided care groups with an incentive to adopt

innovations and to reallocate tasks so that providers each do the work that best

matches their qualifications with lowest costs.

2. It fostered transparency through the use of electronic health records. The EHR
system made patient data available to primary care providers in real time and

helped them to reduce duplicated services. Web-based EHRs also enabled care

groups to benchmark the performance of care providers, who could then learn
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from one another. Struijs et al. (2012a) reported that the EHRs were used to

generate accountability reports for insurers and to inform the public about care

groups’ achievements. This was seen by most providers to provide greater

transparency and as the main achievement of the reform (Struijs et al. 2012a).

3. It optimised the value of clinical expertise. Being accountable for both cost and

quality as a consequence of the bundled payment creates an incentive to offer

effective care and prevent the utilisation of unnecessary care. GPs are

incentivised to ensure that their patients receive the right type of care, delivered

at the right time, at the right facility, by the right provider, and use their clinical

knowledge to do so. For instance, Struijs et al. (2012a) found that following the

introduction of bundled payments, diabetes patients with no abnormalities on

their annual eye exam were switched to a biannual eye-exam schedule, consis-

tent with Dutch clinical-practice guidelines (Struijs et al. 2012a), which

increased the profit margins of care groups. Care groups also made use of various

forms of task reallocation and task delegation both within primary care, but also

from secondary to primary care as they have an incentive to steer to high-quality

low-costs providers. For example, insulin-dependent patients without

complications are increasingly being treated in GP practices instead of by

specialists in hospital settings, which had been the case prior to introduction of

the bundled payment.

Although the bundled payment model realised a more intensified and structured

collaboration between care providers and demonstrated modest improvements in

outcomes in the early stages after implementation, two main challenges remain

(de Bakker et al. 2012). First, the care bundle was limited to primary care and

included only to some extent specialist care, while medication was excluded from

the bundle. Although this limited scope of the bundle was probably advisable in the

early stages of implementation, as GPs were being urged to adopt bundles, it

potentially encourages then to refer the more-complex (and more costly) patients

to specialists (Struijs 2015a, b). As a result, an incentive for all providers to jointly

reduce spending on diabetes care is still lacking, since specialists are not

incentivised to do so as their payment model has remained unchanged. Moreover,

the bundle does not include an incentive for preventing diabetes since the integrated

care programme only commences following a diagnosis of diabetes.

Second, the single-disease approach is not in line with the complex health care

needs of many diabetes patients with comorbid diseases and this may lead to new

forms of fragmentation. Potentially, substantial parts of diabetes patients’ health

care needs are not related to their diabetes. However, an assessment of health care

providers’ views on multimorbid conditions found that the disease-specific

approach to diabetes management had not yet resulted in problems for diabetes

patients with co-morbid conditions (Struijs et al. 2012a).
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35.2.6 Outlook

Considering the aforementioned challenges of the bundled payment model with

regard to integration across the care pathway and single-disease approach, two new

developments, which are currently being implemented in the Netherlands are worth

describing further: (i) the integration of primary, secondary and tertiary care for

population subgroups, namely a bundled payment for pregnancy and child birth,

and (ii) the move towards population health management through the integration of

services across the entire care continuum to address the needs of the whole

population.

35.2.6.1 Bundled Payment for Pregnancy and Child Birth
Building on the diabetes care reimbursement model, this new bundled payment

model seeks to encourage efficient outcome-focused pregnancy and childbirth care,

which is currently hindered by the fragmented funding system. Like diabetes care,

insurers will pay a single fee to a contracting entity to cover all services during the

antenatal, delivery and postnatal phase for each pregnant woman. The contracting

entity will be clinically and financially accountable for the services delivered to

enrolled population. By eliminating current funding barriers, the Dutch Minister of

Health aims to stimulate the collaboration between providers and settings in order

to improve patient value. This bundled payment model will be structurally

implemented on a voluntary basis in 2017 (Plexus 2016).

35.2.6.2 Population Health Management
Along with the developments in integrated care for single chronic diseases, it

became evident that ideally the scope of integrated care needs to be expanded to

bridge the gaps not only within the health system, but also between the health and

social systems in order to provide truly population-centred services that improve

population health (Struijs et al. 2015a; Steenkamer et al. 2017). In the Netherlands,

several regional partnerships have emerged in 2013 in which care providers,

insurers, and stakeholders such as municipalities and representatives of citizens

participate (Drewes et al. 2015). These initiatives are based on a shared vision,

following the Triple Aim (Berwick et al. 2008), with substantial investment in

developing relationships between the involved actors in order to build trust for

aligning organisations’ scope and interest. This complex journey towards popula-

tion health management is currently being evaluated by the Dutch National Institute

of Public Health and the Environment. This evaluation will provide insight in the

facilitators and barriers for implementing population health management in order to

realize improvements in population health, quality of care and reduce spending

growth.

Both the development of population health management and the implementation

bundled payment for birth care are strong examples of ‘integrating care’ along and

across the different domains, while at the same time revealing new but comparable

challenges. First, both developments will need to create governance arrangements

in order to achieve their aims. Whereas the bundled payment requires a contracting
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entity, this might not be the case within the population health management

initiatives. How to best arrange these new governance arrangements, including

public-private partnerships, which need to include elements of accountability,

oversight and distributed leadership, while at the same time considering the

national, regional and local context, is still widely discussed and yet to be resolved

(Goodwin et al. 2014). These discussions also bring to the forefront conflicting

interests of existing organisations and providers and the overall system-level goal

of reducing spending growth.

Second, in both developments questions arise about how to engage the popula-

tion they serve. In population management initiatives, various strategies to actively

involve the local community have already been launched, such as online

‘communities’, patient representatives as board members of health services, and

even new entities led by citizens, which serve as integrator as described by Berwick

et al. (2008). These tools and the definitions of underlying concepts vary consider-

ably in scale and scope and more insight is needed to ascertain what works for

whom in what context to successfully involve the community (Goodwin et al. 2014;

Ferrer, forthcoming).

Thirdly, there is an ongoing debate about the appropriate payment models.

Although for birth care a choice has already been made towards a bundled payment

approach, involved providers are hesitant to adopt such a disruptive payment model

(Struijs et al. 2016). Furthermore, discussions remain regarding the scope of the

bundle and the number of modules within the bundle. Moreover, there is still debate

within this field whether this is really a stimulus for integrated care or even a threat

(Struijs et al. 2016). Currently, empirical evidence underpinning the effects of

bundled payments on outcomes is scarce and its support is mostly on conceptual

grounds. With the population health management development, the debate on

payment models is even more complex (Struijs et al. 2015b). By looking at

initiatives experimenting with alternative payment models such as shared savings

models (Hayen et al. 2015; Song et al. 2011, 2012; Chernew et al. 2011), lessons

can be learned on how to shift financial and clinical accountability from payers

towards (groups of) care providers (and potentially in the near future also citizens)

in order to incentivize these providers to improve population health, quality of care

and reduce costs growth.
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New Zealand: Canterbury Tales 36
Integrated Care in New Zealand

Brian Dolan, Carolyn Gullery, Greg Hamilton, and David Meates

36.1 Integrated Care in New Zealand

New Zealand’s health and disability system is mainly funded from general taxation.

It has a public and private healthcare system, which both offer high standards of care.

In the public system, essential healthcare services are provided free or subsidized for

some community services (including general practice) for all New Zealanders,

people from countries with reciprocal health care provision and people in

New Zealand on a work permit valid for 2 years or longer. Emergency care is free

as are specialist services and non-urgent surgery although access is prioritised on the

basis of clinical need. Alongside the public system, private healthcare offers access

to private hospitals for the treatment of urgent and non-urgent conditions. The

network of private hospitals and clinics provides a range of services that include

recuperative care, elective procedures and a range of general surgical procedures.

There are also private radiology clinics and testing laboratories.

The government-funded public health system works on a community-oriented

model, with three key sectors. Twenty District Health Boards (DHBs), established

in 2001, plan, fund and deliver local services. Primary health care covers a broad

range of out-of-hospital services, including first level services such as subsidized

general practice and diagnostics, free mobile nursing and community health and

dental services which are free for young people. Thirty-two Primary Health

Organisations (PHOs) are the local structures for delivering and co-ordinating

primary health care services. They are funded by the DHB. PHOs bring together

doctors, nurses and other health professionals, in the community to serve the needs
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of their enrolled patients. There is a co-payment model for general practice, with

children under 13 free, and fees for other ages subsidised.

Approximately one quarter of New Zealanders purchase private health insurance

in order to receive care in private hospitals and to avoid waiting lists for the

treatment of non-urgent medical/surgical conditions. People with private health

insurance are still eligible for free public health benefits.

This chapter focuses on Canterbury District Health Board (CDHB), which serves

a population of over 540,000 people in a country of some 4.7 million and has a

budget of NZD $1.4 billion, or approximately 11% of total state health funding

allocated to DHBs. It has a workforce of 9500, supplemented by a further 9000

personnel who are funded in primary health organisations (PHOs),

non-governmental organisations (NGOs), for profit providers, aged residential

care providers, health related charitable bodies and others.

36.2 Integrated Care in Practice

36.2.1 Problem Definition

The Canterbury Health System is widely considered to be a well integrated health

system (Timmins and Ham 2013).

Like many other health systems, Canterbury had to address of growing waiting

lists, delays in investigations and treatments and a disengaged and dissatisfied

workforce, along with overcrowding in the emergency department, cancelled

operations, staff threatening industrial action, a disconnect between general

practitioners (GPs) and hospital clinicians, rising locum medical costs and nursing

shortages. A substantial shortfall of NZ$ of 20 million in 2005, and the inability to

meet performance targets for elective services, a priority area, in any of the

preceding four financial years, along with safety concerns around surgery

highlighted the significant and complex challenges the system was facing and the

need for systemic and systematic change.

At the same time, the primary care system was considered to be highly

organised, involving a well-connected network of general practices that were linked

by joint education processes, a successful experience of budget-holding for

pharmaceuticals and pathology services in the 1990s, and an innovative hospital

admission avoidance programme. This had been achieved almost in isolation from

the secondary care system. Yet despite the relative successful primary care system,

it was estimated that if admissions kept growing at their then current rate, by 2020

Canterbury would have needed a second 450-bed Christchurch Hospital, another

20% more general practitioners (GPs) and 2000 aged care residential beds.

Overall, the Canterbury health system was considered to be highly fragmented,

against a backdrop of an ageing population and a scarce and ageing workforce. The

transformation of the health system towards an integrated solution was eventually

initiated with the appointments of a new Executive Director of Nursing and Chief

Medical Officer who created a new focus on patient experience and led to the
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introduction of the ‘Improving the Patient Journey’ programme in 2004–2005. This

programme sought to re-engineer hospital activities using a ‘lean’ approach and

focusing on identifying and reducing needless waste. The challenge was to change

both mind-sets and the system as a whole.

Key strategies to achieve this were a series of Vision 2020 workshops in 2007

and 2008 (Fig. 36.1). These workshops brought together 80 clinical, managerial and

patient representative system leaders and they sought to encourage ‘disruptive

thinking’ and prompt new ways of refocusing the system on home and community

delivered care. This led to the emergence of a strategic vision of a connected

system, that is centred around people and that aims not to waste their time.

This visionary approach was further strengthened with the appointment of a new

General Manager of Planning and Funding in 2007, who introduced a ‘one system,

one budget’ strategy which sought to reconnect the primary and secondary health

systems. The interface between general practices and hospital services was recognised

as a major area requiring redesign and key to the development of an integrated health

system. With the assistance of senior health system managers, community clinicians,

funders, and a facilitator, a plan was prepared that proposed changes in pre-referral

and post-referral patient management. Following acceptance and implementation of

the plan, this process became known as the Canterbury Initiative and it is one the

examples in Canterbury of using a network of influencers to empower clinically-led

change rather than a formal project process or a hierarchical response.

One example of this approach is the process by which GPs and other clinicians

(and, more recently, consumers) were brought together to develop what became

HealthPathways, such as a clinical pathway for the management of chronic

Fig. 36.1 The Canterbury Health System Vision
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obstructive pulmonary disease (McGeoch et al. 2015a, b). By 2016, there were over

800 such pathways that provide locally relevant, evidence informed, iteratively and

clinically co-created concise information required for a patient consultation and to

overcome the difficulty general practices may experience when organising multiple

sources of information. A HealthPathways website provides information on

investigations, differential diagnosis, acute and conservative management, patient

education and links to electronic referral to services across the health system,

including specialists, in a standardised format (Kenealy et al. 2015). Important

information on possible severe adverse events is highlighted by a ‘red flag’. The

pathway may include links to resources on background clinical information,

aetiology, supporting international guidelines, or the details of the extensive array

of educational sessions funded by the DHB for community based clinicians. The

HealthPathways Community has now expanded to 27 regions in New Zealand,

Australia, and the UK to guide the care of some 23 million people.

The majority of pathways include a link to HealthInfo, a sister website that

provides health information for patients, consistent with that described in the

clinical pathways (http://www.healthinfo.org.nz/). Consensus, transparency and

equity were key values used during this process with the main focus on what is

considered best for patients. The pathways reflect evidence-based best practice

while incorporating local expert usual practice and provide a flexible guide

outlining ‘how we do things around here’.

The Canterbury Clinical Network (CCN), founded in 2009, is a formal collective

alliance of healthcare leaders, professionals and providers, from across the

Canterbury health system, under the independent Chairmanship of a retired High

Court judge (Canterbury Clinical Network 2016). It provides leadership to the

transformation of the Canterbury health system in collaboration with system

partners and on behalf of the people of Canterbury. The CCN has developed new

service delivery models, funding and contracting mechanisms that are based on

principles of high trust, low bureaucracy, openness and transparency. It makes

decisions for developing new models of care and service delivery across

Canterbury. The planning and funding function of the DHB implements the

decisions of CCN and ensures that procurement processes are managed to the

standard expected in a public system and to minimise the conflicts of interest that

are inherent in a clinically led system.

36.2.2 People Involvement/Service User Perspectives

One of the key elements in the success of the Canterbury Health System has been

the input of patients, carers and their families. Where new service developments are

planned, these are often undertaken in conjunction with the Canterbury District

Health Board (CDHB) Consumer Council. This was set up in 2008 to provide

consumers with a strong voice in planning, designing and delivering services in the

Canterbury Health System (Canterbury District Health Board 2016a, b).
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The council is made up of a diverse range of people with ethnic backgrounds and

areas of interest that include Māori, Pacific Islanders, people with mental health

problems, long term conditions, or physical, intellectual and sensory disabilities,

older people, young people, men, women, rural communities, people with visual

and hearing impairment and people with alcohol and other drug addictions. The

Consumer Council’s slogan is “Nothing about us, without us”, stipulating that

health care should always be planned with consumer involvement, right from the

beginning (Canterbury District Health Board 2013).

Listening to the voice of the consumer includes a website, surveys, focus groups,

suggestion boxes that invite suggestions, compliments or complaints and family

meetings. Minutes of the Consumer Council’s monthly meetings are also published

on the internet so the wider public can have wider access to the discussions and

decision-making.

Consumers also sit on most of the Canterbury Clinical Network’s Service Level

Alliances, including the overarching group, the Alliance Leadership Team

(Canterbury Clinical Network 2016). These Service Level Alliances are made up

of groups of people with expertise from across the health system to provide

leadership for service development and improvements in the way services are

provided. This enables consumers to work in partnership with clinicians and health

managers at a senior level, and so influence the transformational change of the

health system.

36.2.3 Impact

36.2.3.1 Building a Social Movement
HealthPathways can be seen to be one example of new ways of thinking and

enabling people to develop new ways of working. This approach was reinforced

upon appointment of a new chief executive in 2009, who ensured visible political

support and commitment through media liaison, regular presence at events and

activities, a weekly newsletter to the whole system, and holding forums and away

days to keep clinicians and other senior staff informed, led by key messages such as

‘We need the whole system to be working for the whole system to work’.

Investment in a learning culture had already begun in 2007 with the launch of

Xcelr8, an 8-day training programme aimed initially at middle-managers and

quickly adding senior medical, nursing and allied health leaders from both within

and external to the DHB’s employed workforce. The programme aims to provide

staff with “the tools and techniques for managing processes and resources more

effectively” and to equip them with “on-the-job knowledge, skills and tools” to

empower them and prepare them for future challenges (Canterbury District Health

Board 2016b). Participants were provided with a signed card with the CEO’s

‘permission to make change to our health system’, which can be seen to be a

powerful tool for support to implement change.
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Xcelr8 was followed by Collabor8, a 2-day programme aimed initially at nurses

and allied health personnel and then broadened to all staff across the health system

and aimed at creating ‘1000 stories of change’. Particip8, a 14-hour programme

sought to enable staff to pitch their ideas and give them the tools to make change

happen. Each of these ‘8s’ programmes reinforced the same key system messages

so that staff at all levels were encouraged and equipped to apply the principles of

lean thinking, improvement science and culture change to their workplaces.

The Vision 2020 workshops mentioned earlier enabled the concept of

‘Canterbury Health System’ to emerge, as a system based on trust, of ‘one system,

one budget’, being about people, creating a shared purpose (Box 36.1). These were

systematically followed up with Showcases to ensure scaling up the spread of new

ideas, and highlighting what had already been achieved as in Showcase 09.
Undertaken in an old warehouse that was fitted out to provide a series of interactive

spaces to promote dialogue and discussion, alumni of the Vision 2020, by now

80 people, were asked to bring along 10 people to visit Showcase. There were to be
no official email invites, no social media encouragement, no letters and invitation

was by word of mouth only.

Box 36.1 Creating a shared purpose

• Clinicians are trusted

• Care pathways are re-designed

• Funding is arranged to support best practice

• The patient is in the middle of the process

• The system responds well to external shocks

• Adaptive leadership in action

Each group of 10 participants at Showcase could experience future scenarios, for
instance sitting at the bedside during a specialist consultation via Skype and observe

innovative procedures. Each group ended their visit with a debrief asking what they

personally would like to change about the health system and how they could make

that change happen.

A graphic facilitator translated their views into images, creating a poster sum-

mary that participants could take home. Often the posters instantly reappeared in

workplaces, prompting more discussion and encouraging more people to see

Showcase. The season extended into 2010, because by word of mouth the hoped-

for 800 participants became over 2000 who eventually had the Showcase experi-

ence. This experience can be seen to be an example of fostering an engaged social

movement that wanted to contribute to change. It can also be seen to be an

endorsement of the new Canterbury health system’s three strategic goals:

1. People take greater responsibility for their own health
The development of support people/whanau (Maori for family) to stay well and

take increased responsibility for their own health and wellbeing
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2. People stay well in their own homes and communities
The development of primary care and community services to support people/

whanau in a community-based setting and provide a point of ongoing continuity,

which for most people will be general practice

3. People receive timely and appropriate complex care
The freeing-up of hospital based specialist resources to be responsive to episodic

events and the provision of complex care and support and specialist advice to

primary care.

By 2011, a transformed health system had successively been put in place, which

was however ultimately put to test by the 2010–2011 earthquakes (Gullery and

Hamilton 2015).

36.2.4 The 2010–2011 Earthquakes

Two major earthquakes, in September 2010 and in particular in February 2011 had

a significant impact causing widespread damage in Christchurch, the second largest

city in New Zealand and the seat of Canterbury region, killing 185 people and

injuring at least 6600 with some 10,000 families permanently displaced due to the

damage to their homes; about 25% of health service staff had damaged homes

(Ardagh et al. 2012). The health system lost 106 acute inpatients beds (17% of its

acute capacity), along with some 635 aged residential care beds. Two hundred

CDHB owned buildings were damaged and 40 were subsequently demolished.

Many non-government organisations were displaced from the central city that

was cordoned off for 12 months.

The February 2011 earthquakes posed significant challenges for the Canterbury

Health System, while at the same time, the system was seen to have demonstrated

remarkable resilience, being organised and connected across Canterbury, and

delivering free care to people in their communities within a short period of time,

a success that was attributed, in large part, to the integrated way of working, which

the Canterbury health system had built up over time (Gullery and Hamilton 2015).

36.2.5 Vision 2020 Becomes Vision 2011

Following the February quakes one general practice was destroyed with staff and

patients killed, while many others were damaged and displaced, 12 pharmacies

were also lost and the Canterbury earthquakes highlighted the risks in holding

electronic information in unconnected systems or relying on paper records. At a

critical time following the earthquakes, access to some patient information was

lost—in some cases permanently.

This prompted the acceleration the introduction of an electronic shared health

record in the form of HealthOne (then electronic Shared Care Record Viewer—

eSCRV), launched by mid-2012(healthone.org.nz). It stores and updates at least

hourly key information such as conditions, allergies, medical history, prescribed
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medications, test results etc. and enables faster, more informed treatment of

patients. In addition to general practice, pharmacy and the hospital services,

ambulance services, district nursing and increasingly private sector providers

have signed up to HealthOne and it is being delivered outside Canterbury and it

is expected to cover a population of one million people across the whole South

Island in due course.

Also following from the earthquakes was the Community Rehabilitation and

Enablement Support Team (CREST) that began as a community-based supported

discharge team facilitating earlier discharge from hospital to appropriate home-

based rehabilitation services. Introduced just 3 weeks after the February 2011

quakes as a service level alliance it has since been extended to accept referrals

directly from general practice, providing older people referred to it with care and

support to be rehabilitated in their own homes, so as to avoid hospital admission

altogether. As such CREST constitutes a further component of the suite of

programmes that influence acute demand, and shift care to community settings.

In parallel, the acute demand management service (ADMS) aims to provide the

most appropriate urgent care options for patients, it was expanded from around

14,000 referrals before the 2010/2011 earthquakes to 30,000 after to ease pressure

on the hospital. General practice and acute community nursing deliver packages of

care that allow people who would otherwise need an emergency department visit

and possible hospital admission to be treated in their own homes or community.

Services include: practice support; mobile nursing service; home IV therapy;

logistical support; extended care management; urgent tests/investigations, doctor

visits; and home support.

These examples illustrate that the earthquakes served to accelerate thinking and

initiatives that were already in development. However, the earthquakes also

challenged financial stability, because the national population based funding for-

mula model did not take into account natural disasters and the rapid fluctuations in

population and demand that were consequences of the earthquakes. That noted the

disaster became an opportunity to accelerate the introduction of concepts then in

development, notably finding ways to treat more people in the community, and

making greater use of information shared electronically.

In 2014, the Office of the Auditor General (NZ) rated Canterbury District Health

Board’s service performance and management controls in the top 4% of all public

entities. The New Zealand State Services Commission (2013) further highlighted

the innovative nature of the system (Box 36.2). The Canterbury health system has

further been recognised by New Zealand’s Productivity Commission for its

integrated approach to achieving outcomes and in 2015 was awarded with four

prizes by the Institute of Public Administration New Zealand including the Prime

Minister’s supreme award.
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Box 36.2 Keys to innovation (State Services Commission 2013)

Organisations that enable innovation:

• Are customer focused and solicit idea from and engage with diverse

internal and external sources

• Have leadership that is clear about what it’s trying to achieve (outcomes/

goals) but flexible about how to reach those goals

• Have capability, skills and experience in innovation disciplines and

methods supported by resources (funding, time, space)

• Encourage experimentation and bounded and informed risk-taking

36.2.6 Dissemination and Replication

If the 2010–2011 quakes shifted the 2020 vision to a 2011 vision, it also accelerated

the need for data to be made available to frontline staff to provide information to

plan, predict and improve, such as through the Canterbury DHB’s online health

dashboards. The dashboards are also displayed in a real-time Operations Centre and

in locations around the hospital network. They are reviewed with both operational

and patient journey issues addressed as part of broader hospital flow and resource

management. The Operations Centre also enables clinicians to work through

initiatives to further improve care using predictive data to inform changes and

determine the effect of their interventions.

Organisations such as Lightfoot Solutions were commissioned to assist with the

development of predictive modelling of data from different healthcare providers in

an integrated approach. It enables the measurement of patient outcomes across the

whole pathway, linking all of the services in each patient’s journey. Using statistical

process control, Lightfoot’s Signals from Noise has provided insights into the

behaviours of real-world processes and pathways and contributes to evidence

based strategic and operational decision-making.

36.2.7 Lessons Learned and Outlook

Showcase 2012 was borne of the need for new facilities and also further engaging

the workforce to redesign its future. From mid-December 2012, visitors to the

second iteration of Showcase, also set up in a warehouse, which became known as

the Design Lab, could walk through the new hospital ward designs, sit on a bed and

‘see the view’ from the proposed new hospital and leave notes and comments. By

the end of the Showcase 2 season, the moveable walls were festooned with notes

and posters on which visitors had written suggestions about everything from the

design of bed trays to the cleaning of sliding doors, as well as ideas such as a

designated ‘end of life’ area for each floor.
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The second Showcase was also designed to bring people up to date with progress
and achievements, despite the earthquake, and remind them of future challenges.

Like its predecessor, Showcase 2 was interactive, but offered different experiences,
with a new focus on international demographic and environmental issues likely to

impact on health. Showcase 2 was again a huge success, attended by over 3500

visitors and had to be extended well into 2013. The Design Lab, where Showcase

2 was held, continues to be a space for teaching, events, collaboration with other

social services and life-sized mock-ups of facilities such as wards, CT rooms,

integrated family health (extended general practice) centres etc. with visitors

from all over the world coming to see what’s being done in this and the Canterbury

Health System space.

In 2013, Canterbury DHB developed an outcomes framework to measure col-

lective impact of the system on population outcomes. It starts with the high level

outcome of people being well and healthy in their own homes and communities.

From there it identifies key strategies and nine system-level outcomes:

• Improved environment supports health and wellbeing

• Delayed/avoided burden of long-term conditions

• Decreased wait times

• Increased planned care

• Decreased acute care

• Decreased institutionalisation

• Decreased adverse events

• Decreased avoidable mortality

• No wasted resource

Within each of these second tier outcomes lie further levels of detail, which

provide a set of coherent outcomes that allow all providers in the system to identify

their various operational contributions towards higher-level outcomes. The

outcomes framework is a continuation and codification of some of the principles

and visions identified in the Vision2020 process and early health service planning

exercise.

The overarching aim of this approach is to support the population to stay well

and self-manage in their own homes and communities. There have been measurable

impacts of this strategy, with for example the number of beds required by people

over 75 years with long stays (14 days or longer) decreasing by 28 beds (14%) with

in the space of 12 months between 2013 and 2014 (Gullery and Hamilton 2015). In

addition, people over 75 years of age living in care homes having fallen from

approximately 16% in 2006 to just above 12% in 2013/2014, equating to over

400 fewer people in such beds despite a growing older population (Box 36.3).
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Box 36.3 Benefits of supporting people to stay well in the community

in Canterbury Health System

• Achieved the lowest ED attendance rate in Australasia (180 per 1000 in

2015/16).

• Reduction in the proportion of people over 65 who are attending ED, from

a high of 32% of the population over 65 attending EDs in 2010/11 to 28%

of over 65s attending EDs in 2015/16.

• 29% fewer acute medical admissions in 2015/16 compared to the

New Zealand average.

• In 2015/16, if Canterbury health system admitted at the same rate as the

rest of the country, there would be 14,000 more people in hospital.

• In 2015/16, over 30,000 people who would previously have been treated in

ED or acutely admitted to hospital received their treatment and care in the

community.

• Integrated falls prevention strategies are contributing to a reduction in

harm from falls in the elderly population. Over the 5 years from the

introduction of a community falls prevention program in February 2012

(compared with outcomes expected based on previous trends for over 75s)

there were;

– 2253 fewer people with falls presented to ED.

– 590 fewer than expected admissions for hip fractures, saving about

30 hospital beds each year.

– 222 fewer deaths at 180 days post discharge after treatment for a

fractured neck of femur (hip).

– The reduction in hospital beds is approximately one ward reduction

each year resulting in reduced expenditure of approximately NZD$34M

over 5 years for an annual investment of around NZD$0.65 M.

• Supporting people in their own homes means 400 fewer people in residen-

tial aged care compared to 2006, and a 13 month decrease in the average

time spent in aged residential care.

• Increased access to elective surgery by 54% since 2007.

• The number of hospital beds has remained stable, despite a population

increase of about 70,000 since 2006.

• Despite significant increases in demand for mental health services after the

2010/11 earthquakes, services, including general practice teams have

stepped up and met the demand, with an increased range of flexible,

responsive mental health services across community and specialist care.

Love (2015) noted that within the Canterbury Health System, there is a widely-

held view that the next level of challenge will be to integrate health and social

services such as education and welfare, and to develop the next level of shared

information systems, both to support clinical activity and to generate business

improvement.

36 New Zealand: Canterbury Tales 583



In recent years the focus of further developing integrated services has focused on

these key areas

• Mental health services

• Frail older people’s pathway

• Enhanced recovery after surgery

• The 100 days program (to reduce waiting time for assessment and treatment)

• Faster cancer treatment

• Enhanced theatre utilisation

Each of these reflects the goals of valuing patient and staff time, enhancing

patient experience and wellbeing and building organisational capacity and capabil-

ity. Evaluating these services, like all others, is based on delivering strategic and

operational benefits that are best for patient and best for system. Other measures of

impact include reductions in length of stay, enhanced patient safety, timely access

to services, closely monitoring readmission rates, undertaking frequent patient

surveys, reduced consumable costs etc.

36.3 Conclusion

Good enough never is and the Canterbury Health System is on an ongoing journey

for further improvement and while much has been learned in the journey so far,

much still needs to be done (Box 36.4). Canterbury seeks to stimulate the curiosity

for making better in its people and for its population and continues to value

patients’ time as the most important currency in healthcare from which all things

flow. Canterbury leaders would be the first to say that what cannot be done is to

transfer the Canterbury model wholesale into another health system. However,

Love (2015) identified some transferrable attributes of the Canterbury Health

system and the underlying elements of principle led change and adaptive leadership

apply to all complex, adaptive systems (Box 36.4).

Box 36.4 Some learnings of the Canterbury Health System journey so far

• Patient time is the unifying metric of performance

• Create a vision, and key principles, that shape our behaviour and actions

• Reignite the passion and commitment

• Patient and staff stories encourage continuous improvement

• The language we use connects and aligns groups to create a purposeful

identity

• Integrated networks trump organizational hierarchy for empowering and

enabling change

• Share a problem, to empower and trust people to deliver the solution

• Shared experiences enhance engagement and learning application
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Each system has its own journey and is its own intricate web of layers of

processes, plant and people. Bohmer (2016) noted that ‘[e]xamination of

organizations that have achieved and sustained substantial performance

improvements requires the relentless hard work of local operational redesign’ and

that ‘major change emerges from aggregation of marginal gains’ (p. 709).

There is an oft-cited Maori (the indigenous people of New Zealand) proverb ‘He

aha te mea nui o te ao. [What is the most important thing in the world?] He tangata,

he tangata, he tangata [It is the people, it is the people, it is the people]. And in the

end, that really is the most important thing in a health system that is built on trust.
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Israel: Structural and Functional
Integration at the Israeli Healthcare System 37
Ran Balicer, Efrat Shadmi, Orly Manor,
and Maya Leventer-Roberts

37.1 Integrated Care in Israel

The Israel healthcare system was transformed with the enactment of the National

Health Insurance Law (NHIL) in 1995. The law states that healthcare in Israel shall

be based on three values—justice, equity and solidarity (Gross et al. 1998). To

assure these principles are upheld the law enacted several important mechanisms,

including a mandatory progressive health tax and universal coverage to all Israeli

residents. Universal coverage is provided by one of the four non-profit health funds

(also known as health plans, HPs), Clalit, Maccabi, Meuhedet, and Leumit, of

which any one of the 8.5 million (current) Israeli residents is free to choose from.

HPs serve as insurers and providers of services, providing all outpatient care

(primary, specialty, laboratory, imaging and pharmacy services) and some of the

inpatient services (about a third of hospital beds, owned and operated by Clalit). All

other inpatient services are provided by the Ministry of Health and a mix of

non-profit and for-profit organisations. The NHIL determines a broad unified
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benefits package (also called the “health basket”) that each of the HPs is required to

provide to its members and which is reviewed and updated annually by a budgeted

governmental committee in a thorough and transparent process (Chinitz et al.

2009).

Health spending in Israel is relatively low. In 2013, it was 7.56% of GDP

compared to 8.7% for the EU average (2012) and 8.9% for the OECD average.

This low level is generally attributable to several factors. First, HPs are financed

through a capitated formula that is adjusted for age, sex, and area of residency

(periphery vs. central Israel). Israeli residents can freely switch between HPs but

yearly movement between HPs is very low, at<1% among those aged 30 years and

over. Thus, capitation creates a strong incentive for HPs to provide efficient,

effective, preventive and integrated care to keep their member population healthy

and reduce costs. Additionally, HPs work as managed care organisations with

gatekeeping, and some cost sharing through out-of-pocket payments for visits to

specialists and for medications. Finally, in-patient service supply is highly regu-

lated with constraints on costs and bed availability (Van de Ven et al. 2013).

The system is financed mainly through a combination of a progressive payroll

based health tax and general taxation. Yet, despite equitable principles asserted by

the NHIL, a growing percentage of financing is private, reaching up to 39% in 2012

(Bin-Nun 2013), with a surge in the breadth and scope of services provided by HPs

as voluntary health insurance (VHI) benefits and by independent private health

insurance companies (Brammli-Greenberg et al. 2014). Thus, while Israeli resi-

dents value their freedom to receive care outside the HP scheme, the growing

privatisation of healthcare services erodes its equitable nature. Another negative

by-product of the surge in private services is fragmentation, as information on the

type and content of services privately consumed is unavailable to the HPs, which as

insurers and integrative providers, are ultimately accountable for the health of their

member population.

In recent years two major reforms that took place in the Israeli healthcare system

have significantly contributed to integration. Beginning in 2010, dental services for

children are included in the basket of services. This is the first time any type of

dental care services (with the exception of limited services for trauma and oncology

patients) were added to the health basket. The benefits initially included preventive

and preservative dental care for children up to age 8 and this was recently expanded

to cover children up to age 14. In 2015, mental health services, which despite

numerous efforts since the enactment of the NHIL, were until then provided by the

Ministry of Health, were added to the basket of services to be provided by the HPs.

This major reform shifted responsibility for inpatient and ambulatory mental health

services to the HPs, aiming to provide better access to ambulatory mental health

services, reduce psychiatric hospitalisation rates and integrate mental health with

all other health care services (Aviram and Azary-Veisel 2015).

Overall, the structure of the Israeli healthcare system can be described as one

that is extensively integrated. Nonetheless, fragmentation still exists, in particular

as it relates to long-term care and social services, which are provided directly by

government social security and welfare services. This structural fragmentation
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leads to significant challenges in providing integrated care for those with health and

social care needs, and while work to reform the infrastructure has been ongoing for

some two decades (Asiskovitch 2013), it has yet to materialise.

37.1.1 A National Perspective: How Integration in Practice Can
Improve Quality of Outpatient Care

• The National Program for Quality Indicators in Community Healthcare (QICH)

was initiated in 2000 as a research project founded by the Israel National Insti-

tute for Health Policy Research. The QICH program maintains and updates

comprehensive and integrative measures of the quality of primary care provided

by the health plans, including selected services in the fields of prevention,

diagnosis and treatment. There are 50 indicators in eight domains: health

promotion, cancer screening, child and adolescent health, health in older adults,

respiratory diseases, cardiovascular health, diabetes, and antibiotic usage.

• Data are continuously collected for the entire population of Israel from the

integrated electronic health records of the four health plans using multiple

sources such as physicians’ and nurses’ records, pharmacy claims, laboratory

results, hospital procedures and reimbursement claims from private suppliers.

• The indicators are implemented in a cascade-type manner to integrative multiple

fields into a single measure. For example, in order to evaluate monitoring of

diabetic co-morbidities, an initial filter identifies patients with diabetes, followed

by monitoring of renal function and diagnosis of diabetic nephropathy, and only

then compliance with appropriate treatment of Angiotensin Converting Enzyme

Inhibitors or Angiotensin Receptor Blockers is evaluated.

• The impact of this strategy can be exemplified as follows:

– The rate of BMI documentation, which increased from less than 6% in 2003

to almost 88% in 2014.

– The rate of individuals who underwent colorectal cancer screening increased

from 11.5% in 2003 to 58.9% in 2014. This level advances Israel to the

top position among OECD countries.

37.2 Integrated Care in Practice: Clalit Health Services

Clalit Health Services (Clalit) is the largest health plan in Israel, covering about 4.3

million Israelis, about 52% of the Israeli population. Due to historical reasons,

Clalit, relative to the other three HPs, has an overrepresentation of members with

lower socioeconomic status, ethnic minorities, elderly, and those with chronic con-

ditions. Clalit insures over 70% of all Israelis aged 85 and over, and about 80% of

the non-Jewish minority populations (Social Security report 2015). Clalit owns and

operates 30% of the acute hospital beds, over 1500 primary care clinics and

37 Israel: Structural and Functional Integration at the Israeli Healthcare System 589



specialist clinics, and a complete set of ancillary services (imaging, pharmacy,

laboratory). Clalit members mostly receive primary care from salaried physicians at

clinics owned and operated by Clalit. Patients are free to choose their general

practitioner, or primary care physician (PCP) and can switch as often as they

wish. Primary care is also delivered by independent physicians operating their

own facilities, mostly in solo but also some in group practices. Clinics’ size varies,

with some small, rural clinics serving several hundred patients, up to large clinics

covering up to about 10,000 members. Specialist services are either provided at

speciality care centres located throughout the country or in multidisciplinary clinics

that provide both primary and specialty care services (Rosen et al. 2015).

At Clalit, most PCPs are payed a monthly salary, based on the size of their roster,

or patient list, plus a capitation fee, which reflects the age composition and

morbidity levels of their patient population (Rosen et al. 2015) and is determined

according to the case-mix system score of the Adjusted Clinical Groups® system

(Shadmi et al. 2011). This payment scheme creates a form of an accountable care

system, in which PCPs and primary care clinics are accountable for the health and

health care service use of their member population. The scheme does not involve

penalties or financial incentives; instead it builds on the performance of the clinics,

the health status of the populations and the resources used and costs accrued are

monitored by the respective managerial units at the sub-regional and regional

levels, and ultimately at the managerial headquarters. That way, the scheme avoids

otherwise commonly occurring perverse incentives to seek volume over value, and

provides a drive for investing in effective preventive services.

All GPs and specialists use a single electronic health record (EHR) software, and

all clinical data, administrative, and claims data are unified into a single data

warehouse centre. The data are both ID-tagged and geo-coded. Additionally, to

achieve interoperability between its primary, specialty and in-patient care services,

a health information exchange (HIE) system, which connects EHR systems across

the various clinics and hospitals, has been implemented in Clalit since 2005 (Flaks-

Manov et al. 2016). This HIE system (OFEK) links patient health records and

allows providers to access critical clinical data at the point of care.

While all HPs in Israel are similar in that they serve as insurers and providers of

all services covered by the health basket, Clalit is the only HP structured mostly as

an integrated delivery system. It owns and operates most services, including a third

of all hospital beds, as mentioned earlier and it is also the only HP in which patients

are registered to receive services with a particular PCP, who is accountable for their

care and health. Also, in Clalit, the PCP plays a gatekeeper role in which access to

all specialty services is contingent upon referral (Tabenkin and Gross 2000), expect

for five areas, ear, nose and throat, dermatology, orthopaedics, ophthalmology, and

gynaecology. The second largest HP, Maccabi, covers about 25% of the population,

and it is structured mostly as a preferred provider organisation, in which PCPs work

as independent contractors, mostly in solo practices, and although most patients

receive the bulk of their care from one PCP, there is no mandatory registration. In

the two other HPs, Leumit and Meuhedet, the majority of PCPs work as
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independent physicians, and similar to Maccabi, there is no mandatory registration

with one PCP, and PCPs do not serve as gatekeepers of specialty services (Rosen

et al. 2015). With the exception of one private hospital chain owned by Maccabi,

none of the other HPs, own and operate their own hospital system.

It is this structural integration of Clalit, in which ambulatory and a large share of

in-patient services are provided by the same organisation, and in which the organi-

sation of management is fully integrated, with the community care division and

hospital care division working in close collaboration, in conjunction with the

aligned incentives, which creates an important foundation for care integration.

37.2.1 Problem Definition: Unplanned Readmissions

Readmission reduction is a primary focus of healthcare systems worldwide in

efforts to improve quality of care and efficiency across care settings (Jencks et al.

2009; Nolte et al. 2012). In Clalit, approximately one out of five older adults who

are hospitalised in internal medicine wards return to the hospital for an unplanned

readmission within 30 days. Readmission reduction is one of the few strategies that

can serve as a prime example for care integration between primary, secondary and

tertiary care (Leppin et al. 2014). To maximize clinical relevance and efficiency,

interventions should vary according to patients’ readmission risk. Patient surveys

and computerised risk prediction models are increasingly used for such high-risk

patient targeting purposes (Amarasingham et al. 2015).

In 2011, Clalit implemented a comprehensive three-level approach to achieve

early identification and readmission prevention in targeted high-risk patients.

37.2.1.1 The Strategy: Vertical Integration
The organisation-wide integrated programme includes three components:

(I) development and implementation of a predictive modelling tool for high risk

of readmission, which is provided to health care providers (primary care physicians

and nurses) at the patients’ primary care clinic and upon admission to the hospital;

(II) a transitional care intervention in which community care nurses are positioned

within the hospital to facilitate complex care transitions; and (III) integrated quality

monitoring of key objectives (readmission rates and early post-discharge

primary care visit indicators) and patient reported indicators (quality of the transi-

tional process). Each component is detailed below.

37.2.1.2 Predictive Modelling
To guide the strategy and to identify patients who are most likely to benefit from an

intensive readmission reduction intervention, a prediction algorithm was devel-

oped. This algorithm is based on medical history from EHR and administrative

data, the Preadmission Readmission Detection Model (PREADM) and it uses a

preprocessing variable selection with decision trees and neural network algorithms

in order to identify patients at high-risk for an unplanned subsequent hospital-

isation, upon admission to any internal medicine unit at any hospital. The aim was
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to achieve a generalisable model that contains data that could potentially be used in

any health system with EHRs. Model construction also emphasised the importance

of applicability, and weighed the likelihood of data availability at the time of

admission. Ultimately, the PREADM included variables such as chronic

conditions, prior health services use, body mass index, and geographical location

variables to determine each older adults’ risk score. This algorithm was introduced

into all of Clalit’s hospitals and primary care clinics’ EHR system to yield a

readmission risk score for all patients on admission to an internal medicine depart-

ment at any hospital in Israel (Shadmi et al. 2015).

37.2.1.3 Transitional Care Interventions
The PREADM risk score is used to target patients for specific interventions in

hospitals and primary care clinics. In all general hospitals in Israel, a transitional

care nurse (TCN) uses the PREADM score to target high-risk older people aged

65 and above. The TCN role was developed by Clalit’s community care division for

this programme and implemented country-wide for all Clalit members. The nurse

provides in-hospital coordination, discharge planning, and coordination with pri-

mary care clinic services for post-discharge follow-up and monitoring. Moreover,

primary care nurses from each patients’ primary care clinic receive notices that

their patients are hospitalised, complete with their PREADM score, enabling them

to prioritise reaching out efforts to high-risk patients immediately after discharge.

Nurses use a specially tailored EHR embedded screening and action tool to assess

patients’ needs and plan their post discharge care (e.g. need for a home visit and/or

medication reconciliation) and provide or refer them to needed services.

37.2.1.4 Quality Monitoring
Quality monitoring is performed using both objective and patient reported

measures. Hospital managers as well as primary care clinics’ regional managerial

teams receive quarterly reports on the readmission rates and post-discharge follow

up (within 3 and 7 days) in their respective areas and compared to other regions.

Additionally, patient-reported data from the post-discharge nursing assessments is

collected via surveys to evaluate the quality of their post discharge care.

37.2.2 Impact

The vertical integration strategy has produced multiple levels of results. First, the

Preadmission Readmission Detection Model (PREADM) has been shown to com-

paratively accurately identify patients at high-risk for readmission (Shadmi et al.

2015). Second, the TCNs role was implemented in all 27 general hospitals across

Israel, including the eight Clalit hospitals, in which approximately 40% of Clalit’s

member population is hospitalised, and the 19 government owned and operated

hospitals. The TCNs helped to tailor the care of individual high-risk patients and to

establish mechanisms that improve care transitions in multiple settings, for example

improved transitions to rehabilitation services. Finally, quality monitoring
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identified several areas for improvement: (1) rates of follow up post-discharge,

defined as a visit or a phone call with a primary care physicians or nurses within

7 days of discharge, have risen substantially, from an already relatively high rate of

68% in 2012 to a rate of 86% in 2015; (2) most primary care clinics are using

patients’ assessments of their own post-discharge needs to guide personalised

follow-up interventions; and (3) within the patient population hospitalised in

Clalit’s hospitals, a significant reduction in readmission rates was observed in

high-risk older patients, from 34.3% in 2012 to 32.4% in 2015, which translates

into approximately 9100 averted hospitalisation days.

37.2.3 Dissemination and Replication

The observed results of the vertical integration strategy implemented by Clalit to

effectively address readmission rates point to the potential outcomes of a strategy

which establishes links between health care providers and services at different

levels, uses the same tools to guide their intervention, and incorporates advanced

EHR based predictive algorithms and quality monitoring measures. The favourable

results observed for the Clalit health system illustrate the importance of structural

integration, which can fully capitalise on the benefits of an integrated delivery

system design. The Clalit experience also provides several principles that can be

widely disseminated. For example, with the wide-spread adoption of EHRs, there is

increasing opportunity for their “meaningful use” by targeting highest-risk patients

for interventions and creating feedback mechanism that contribute to a transparent

reporting system in which the various managerial units (in Clalit, both at the

hospital and community division levels) can act upon.

37.2.4 Lessons Learned and Outlook

As improving continuity of care remains a national priority and given the integra-

tive structure and availability of interoperable electronic HIEs, several trends will

likely impact the further implementation of care integration in Israel in the

coming years.

With the 2015 mental health reform, an ongoing process of integrating

mental health care into the outpatient setting and GP practices is taking place,

which is expected to lead to a considerable improvement in the quality of care for

mentally ill patients. There is dire need to implement a similar reform to integrate

the social and health care aspects of care for older people in particular, which is

currently disjointed and so reduces the efficiency, effectiveness and patient centre-

edness of care for older people in Israel.

Israel has put a considerable emphasis on embracing digital health on the national

level, with a national initiative called ‘Digital Israel’ now funding innovation in

digital health that may increase care effectiveness and patient engagement. With its

long tradition as the ‘start-up nation’, it is likely that the coming years will show
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new and innovative technologies that can enhance care integration such as through

smartphones and immersive technologies (see Chap. 7) These technologies may

allow better flow of real-time data between providers, patient guidance within the

healthcare system components according to the illness at hand, and predictive/

prescriptive provider and patient decision support based on advanced analytics.

The digital infrastructure is there, it is the scaled implementation that will be the

upcoming challenge in harnessing these promising technologies to improve care

integration and patient-centred care outcomes.
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