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Abstract

Introduction: Integrated care and patient experience are central to the coordination and delivery of high quality health

and social care in the UK, but their joint application is poorly understood. This systematic review aimed to gain an

understanding of patient experience within current integrated care services in the UK, and specifically, whether they

reflect person-centred coordinated care (PCCC).

Methods: Following PRISMA, electronic databases (ProQuest, EBSCO and Cochrane Library) were searched from

2012 to 2019 for primary, peer-reviewed literature. Papers were included where patients’ or carers’ experiences of

integrated care were reported. Papers were excluded where they focused on acute integrated care interventions,

measured experience via satisfaction scores only, or findings lacked sufficient depth to answer the research question.

Quality was assessed using Mixed Methods Appraisal Tool, and findings synthesised using a framework approach,

incorporating the Rainbow Model of Integrated Care and Measuring Integrated Care Patient Framework.

Results: Sixteen studies were included. Person-centred and shared responsibility experiences were most often dis-

cussed. Experiences were not always described as positive and some patients experienced a lack of PCCC. Clinical,

professional/organisational and functional integration processes were associated with experiencing domains of PCCC.

Discussion: People with complex needs experience a lack of coordination across teams and wider community resour-

ces, and limited associations were made between integration processes and patient experience. Further research

which gives context to individual experience, provides greater detail of integration processes and utilises validated

patient experience measures of PCCC is required to understand the association between integration processes and

domains of PCCC.
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Introduction

People in developed countries increasingly have multi-
ple chronic conditions and complex care needs, partly

due to an ageing population,1 which has led to increas-
ingly specialised care that results in increased fragmen-
tation of care.2 This fragmentation occurs within and

between providers, as well as at the interface between
primary and secondary care or health and social care.3

There is therefore continued emphasis internationally
upon improving quality of care through improved
coordination and integration of services.4 Despite the

benefits of integration often being cited as supporting
the transition of care from hospital to community set-

tings, improving self-care, reducing costs and reducing
demand for acute care,5 there has been limited evidence

of its impact on patient outcomes within previous
initiatives.6

The processes of integration have been organised
into the level of system at which they operate within
the Rainbow Model of Integrated Care, which high-
lights person-centred care as a central component.7

Person-centeredness is a multifaceted concept, with
three core values; considering the person’s needs,
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wants, perspectives and individual experiences; offering
people the opportunity to participate in their care;
enhancing the partnership and understanding within
relationships with health professionals.8 However, it
has been argued that these domains can sometimes
lead to a tendency to define person-centred care
through the behaviour of health professionals, such
as care planning and shared decision-making skills,9

rather than through the lens of the patient and their
experiences.

Amid increasing acknowledgement of the need to
measure patient experience as a quality outcome,10 expe-
rience continues to be under-reported and poorly under-
stood.11 Patient experience data is not only an important
measure of overall system performance,12 it is also essen-
tial to improving quality, innovation in health care deliv-
ery redesign, and improving accountability.13 However,
there is continued debate regarding the effective mea-
surement of patient experience14 and the continued use
of locally produced measures without proven validity or
reliability.15 Measurement of patient experience of inte-
grated care is also limited, with systematic reviews iden-
tifying that the potential effects of integrated care on
patient and carer experiences are under-researched in
UK literature11 and internationally.16

The aim of this systematic review is to develop an
understanding of current integrated care models in the
UK and determine whether evaluations of patient
experience reflect a person-centred coordinated care
approach.

Methods

This systematic review adhered to the Preferred
Reporting Items for Systematic Reviews and Meta-
Analyses (PRISMA) guidelines for conduct and report-
ing.17 As the term integration is used broadly within
health and social care, careful consideration was given
as to whether studies reported a change in the coordi-
nation or integration of service delivery. This could
include changes within a single service or multiple serv-
ices. Detailed consideration was also given to whether
the studies did in fact report on the experiences of
patients and carers (i.e. gave a thick and comprehensive
description of the receipt of integrated care), as
opposed to more one-dimensional assessments of the
satisfaction or preferences of patients and carers alone.

Search strategy

Searches were conducted between June and July 2019
in ProQuest, EBSCO, and the Cochrane Library.
Search terms represent the key concepts of the review
and the most common indexing terms found during an
initial scoping of the literature. Satisfaction was

included as a search term since it may be used inter-

changeably with experience. The following terms were

used to search within each database;

1. experience* OR satisfaction OR perce* OR value*

OR perspective* OR view* OR feedback

(ABSTRACT)

AND

2. patient* OR client* OR user* OR consumer* OR

carer* OR men OR women (ABSTRACT)

AND

3. integrat* OR coordinat* OR co-ordinat* OR colla-

bor* OR continui* OR joint OR multidisciplinary

OR partner* OR “single point of access”

(ABSTRACT)

AND

4. health OR social OR system* OR care OR team*

OR service* OR housing (ABSTRACT)

AND

5. “United Kingdom” OR “UK” OR England OR

Scotland OR Wales OR “Northern Ireland” OR

“Great Britain” (ANYWHERE)

Inclusion/exclusion criteria and study selection

Inclusion criteria were:

• Studies of all patients/clients/users and their carers

(male and female) of health and social care services

of any age that included patient or carer reported

experience after the introduction of the Health and

Social Care Act.18

• Studies that focused on integrated care (defined as

changes in integration/coordination of service deliv-

ery in order to improve patient outcomes and expe-

rience) involving health, social and/or third sector

organisations within the UK.
• Any study design, English language, empirical stud-

ies published in peer reviewed journals.

Exclusion criteria were:

• Integrated care which focused on acute care episodes

only, e.g. emergency care models or surgical care

pathways.
• Experience consisted of satisfaction score only.
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• Studies which did not address the quality issues spe-
cific to this review with sufficient depth. Therefore,
were unable to add value to the findings.

All articles identified in the database searches were
downloaded into a bibliographical software package
(EndNote X8, Clarivate Analytics) to facilitate the
study selection process. Duplicates were deleted
before articles were sifted for eligibility based on title
and abstract by LD. The full text of any articles which
could not be included or excluded by abstract alone
were then reviewed by LD. All articles identified as
eligible for inclusion, and 20% (n¼ 23) of articles
excluded on full text were reviewed by JS and NF,
with discussion amongst all authors until agreement
was reached. No reversal of decisions was required.

Data extraction

Data were extracted by LD using a data extraction
form, which included country within United
Kingdom, study design, aim and description of the
intervention, target population, sampling process, par-
ticipant characteristics, roles of involved providers,
data collection and analysis (including validity/reliabil-
ity/ethical issues), and summary of results. Separate
forms were used to extract data on the integration pro-
cesses involved and descriptions of patient centred
coordinated care.

Quality assessment

The Mixed Methods Appraisal Tool (MMAT)19 was
used to appraise the overall methodological quality of
included studies. Along with reliability and validity,
careful consideration was given as to how fit for pur-
pose and relevant the studies were in addressing the
review questions. Studies which did not meet a mini-
mum score of 10 out of 12 were deemed to lack suffi-
cient depth and relevance, and therefore excluded.

Data synthesis

Integrated care is complex, multicomponent and multi-
level, involving different groups and organisations
which results in varied and multiple outcomes.20 The
number of components within integrated care make
linking them with emergent system properties such as
patient-centred coordinated care very challenging.21

Therefore within this review, integrated care was
viewed as a complex adaptive system; a living system
of interacting parts capable of changing context for
others through their actions.22 A framework synthesis
approach was used due to the exploratory nature of the
review. The Rainbow Model of Integrated Care and
subsequent taxonomy7,23 were used to code the

processes of integration data within the studies, whilst
the Measuring Integrated Patient Care Framework24

was selected to code data relating to patient experience.
Table 1 provides an overview of the key concepts of the
models used in the study.

Results

Sixteen studies were found to meet both the inclusion
and quality appraisal criteria. The selection process is
outlined in the PRISMA flowchart (Figure 1).
Studies included within this synthesis are summarised
in Table 2.

Study characteristics

Of the 16 studies included in the review, 11 were based
in England,25–35 three in Scotland36–38 and one in
Wales.39 One study did not name the sites within the
UK.40 Only the English studies included services which
had integrated across health and social care or between
acute and primary care services. The Scottish and
Welsh studies were focused on single conditions with
limited or no organisational integration, whether
formal or informal.5 Twelve studies took a qualitative
approach,25,27,28,31–39 three studies took a mixed meth-
ods approach26,29,40 and one took a quantitative
approach.30

The focus of the studies reflected the potential of
integrated care to address the needs of those with co-
morbidities.41 Seven studies looked at services which
addressed the needs of those with, or caring for those
at risk of complex co-morbid long-term condi-
tions.25,27,29,31–33,35 One study involved a service pro-
viding both a disease-focused approach (Type-2
diabetes) and those at risk of complex co-morbidities,30

which was also the only study from an Integrated Care
Pilot site. The remaining eight studies focused on serv-
ices for people with a single condition such as a mental
illness,26,28,34,39 pregnancy,40 chronic heart failure36

and cancer.37,38

Integration processes

Vertical and horizontal integration. Three studies described
full vertical and horizontal integration across the
micro, meso, macro and supportive levels,27,32,35

whilst three others described horizontal integration
processes across all levels.29,31,38 All six studies
involved the integration of health, social care and/or
wider community services, reflecting the complex needs
of the populations targeted within the studies.

Clinical integration (micro level). All the studies described
clinical integration processes (micro level), with
having a named key worker, care coordination and

Davidson et al. 3



self-management support the most frequently cited
processes. This finding is indicative of recommenda-
tions to focus on reducing fragmentation of services,
without the requirement for integration at the organi-
sational or system level.5,42 See Table 3 for details of
the clinical integration processes described within each
study.

Service/professional integration (meso level). The data once
again reflected the recommended focus on clinical and
service integration, with all but three of the stud-
ies28,33,40 describing service/professional integration
processes. The processes ranged from simply managing
and following up referrals38 to multidisciplinary teams
making decisions and planning care together, of which

Table 1. Models used to develop the coding framework.

Model Component/construct Description

Rainbow Model of

Integrated Care7
Clinical integration (micro) Coordination of person-focused care in a single process across time,

place and discipline

Service/professional

integration (meso)

Inter-professional partnerships based on shared competences, roles,

responsibilities and accountability to deliver a comprehensive

continuum of care to a defined population

Organisational integration

(meso)

Inter-organisational relationships (e.g. contracting, strategic alliances,

knowledge networks, mergers), including common governance

mechanisms, to deliver comprehensive services to a defined

population

System integration (macro) A horizontal and vertical integrated system, based on a coherent set

of (informal and formal) rules and policies between care providers

and external stakeholders for the benefit of people and populations

Functional integration (micro,

meso and macro)

Key support functions and activities (i.e. financial, management and

information systems) structured around the primary process of

service delivery to coordinate and support accountability and

decision-making between organisations and professionals in order

to add overall value to the system

Normative integration

(micro, meso and macro)

The development and maintenance of a common frame of reference

(i.e. shared mission, vision, values and culture) between organisa-

tions, professional groups and individuals

Measuring Integrated

Patient Care

Framework24

Coordinated within care

team

The individual providers (which may include physicians, nurses, other

clinicians, support staff, and administrative personnel who routinely

work together to provide medical care for a specified group of

patients, hereafter the “care team”) deliver consistent and

informed patient care and administrative services for individual

patients, regardless of the care team member providing them.

Coordinated across care

teams

All care teams that interact with patients, including specialists,

hospital personnel, and pharmacies and deliver consistent and

informed patient care and administrative services, regardless of the

care team providing them.

Coordinated between care

teams and community

resources

Care teams consider and coordinate support for patients by other

teams offered in the community (e.g., Meals on Wheels).

Continuous familiarity with

patient over time

Clinical care team members are familiar with the patient’s past

medical condition and treatments; administrative care team

members are familiar with patient’s payment history and needs.

Continuous proactive and

responsive action between

visits

Care team members reach out and respond to patients between

visits; patients can access care and information 24/7.

Patient centred Care team members design care to meet patients’ (also family

members and other informal caregivers’) needs and preferences;

processes enhance patients’ engagement in self-management.

Shared responsibility Both the patient and his or her family and care team members are

responsible for the provision of care, maintenance of good health,

and management of financial resources.
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these were the most commonly described processes.25–

27,29,30,32,34,39 In Fairbrother et al.36 service integration

simply consisted of an Unscheduled Care Service

taking over the weekend telemonitoring of people

with chronic heart failure. Moule et al.31 described an

integrated team consisting of one professional (social

worker), unqualified practitioners and a customer ser-

vice officer with a team manager, working with trained

assessors from other disciplines and teams to perform

assessments, sign off and provide payments. Payne

et al.32 also described one of the hospices working as

a hub for specialist palliative care services, supplement-

ing primary care services and one consultant working

across the hospital and hospice, while another hospice

worked with specialist community heart failure nurses

and community matrons to provide targeted services.

In Wye et al.35 professional integration focused on the

role of a Discharge-In-Reach nurse who provided

education and information to other professionals

about end of life care and available services.

Organisational integration (meso level). Organisational inte-

gration was generally described in less detail if at all. In

some studies organisational integration consisted of

agreements to work across organisational boundaries

providing support27 and education.28,31,32,38 In

Hamilton et al.28 assessors were trained across health,

social care and voluntary organisations to perform

assessments on behalf of the local authority. In other

studies the multidisciplinary teams and/or key workers

worked across organisational boundaries to deliver

planned care.30–32,34,35 Payne et al.32 also described

formal collaboration between hospices and other

organisations with the use of similar paper-based

records across one local care system. More formal

arrangements such as co-location and/or management
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of health and social care professionals under one orga-

nisation were found in three studies.25,29,35 In Boudioni

et al.25 health (community matrons) and social care

(social workers) professionals were co-located within

the Primary Care Trust. However, social workers con-

tinued to be managed by the local authority. In Hu29

professionals across health and social care for older

people were employed directly by one Older People’s

Service.

System integration (macro level). Less than half of the

studies described integration at this level, reflecting

well-documented barriers which continue to exist

regarding funding and lack of shared objectives.43,44

Seven studies provided limited description of the fol-

lowing system integration processes; national policy or

funding;27,35,38 joint commissioning and a pooled

budget;29 legislation28 and service level agreements.32

Normative and functional integration (supportive).

Supportive processes are cited as important to achiev-

ing integrated care at all levels,23,43 however only nine

studies described any. The use of technology was the

most frequently cited support process.27,30,32,35 Other

processes focused on creating shared culture,29,40 learn-

ing29,31,32,38 and governance.29,31,34,35,38

Experiences of person-centred coordinated care (PCCC). The

experiences captured within the studies are summarised

in Table 4. A positive experience is defined as when the

patient or carer has described a beneficial or positive

effect when experiencing a particular domain of care.

Conversely, when experience of a domain has had a

detrimental effect to the person it is recorded as a neg-

ative experience. Some of the comments and in partic-

ular the quantitative data only confirms the domain

was experienced, without any indication of positive or

negative views, these are recorded as neutral experien-

ces. An opposing experience was recorded when a

person described an experience which was the opposite

of a particular domain e.g. they were not supported to

share decision making or responsibility for their care.

Only one study described patient experience of all

domains of PCCC.34

Coordinated care within the team

This domain received limited descriptions of patient

experience, which were mainly neutral.25,27–31,34 Much

of the coordination referred to within this domain

relied on communication between team members and

administrative processes, which are not always evident

to patients and carers.T
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Coordinated care across teams

All studies except for three36,38,39 included experiences

of this domain. Only two studies included a negative

experience.26,29 For people with complex care needs the

experience was generally positive.27 In Wye et al.35 a

coordination centre put a care package in place to sup-

port a dying person at home. However, two studies

described a lack of coordinated care across teams,31,32

which was described as people being “too scared to

cross each other’s territories”.32

Coordination of care across the team and between

wider community services

Experience of coordination across the team and

between wider community services received only nega-

tive descriptions in Firn et al.26 and Hu,29 while in

Young and Snowden38 they were all positive. The

majority of negative experiences related to social care

services and the often frustrating limitations in terms of

time and quality of care provided. For example, in

Hu29 ten patients reported their basic physical needs

had not been met due to a decline in social care quality.

Positive experiences relating to social care involved

carers feeling supported through the provision of over-

night care27 and home care packages to support dying

at home.35 Opposing experiences were described by

palliative care patients regarding lack of

communication and information sharing between

health and social care providers.32,35

Continuous familiarity with a service over time

While there were mixed experiences of this domain, it

was only described negatively in two studies where

patients felt unsupported when a transition to another

service or professional was required.32,34 Some patients

found it to be an important factor in establishing recov-

ery, which points to a need for personalisation and

flexibility in services.34 While in Hu29 social care expe-

riences demonstrated a lack of continuous familiarity.

For older people, those with complex conditions and

those with a single condition, the value of access to a

key worker who provided continuity featured in many

positive experiences.25,28,32,33,37–40

Continuous proactive and responsive action

between visits

The experience of this domain received mainly positive

descriptions.25,27,30,32–39 The experiences reflected a

sense of reassurance from being actively followed up

and being able to contact someone when needed, par-

ticularly older people with complex needs.27 Where an

opposing experience had been described it related to

patients feeling they were still having to follow-up

and coordinate care themselves.25,32

Table 3. Summary of clinical integration processes at the micro level.

Study

Care

coordination

Care

planning

Key

worker

Remote

monitoring

Self-management

support

Supplementary

prescribing

Total

number of

processes

described

Boudioni25 � � � � 4

Darwin40 � 1

Deslandes39 � � 2

Fairbrother36 � � � 3

Firn26 � � � � 4

Gowing27 � � � � 4

Hamilton28 � 1

Hu29 � � � 3

Mastellos30 � � � 3

Moule et al.31 � 1

Payne et al.32 � � 2

Primeau37 � � � 3

Randall33 � � � � � 5

Thomson34 � � � 3

Wye35 � � � 3

Young and Snowden38 � � � 3

Total number of studies 10 (63%) 10 (63%) 11 (69%) 1 (6%) 10 (63%) 3 (19%) 45 (47% of maximum

number of processes

available)
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Patient/person-centred care

Patients and carers described the experience of person-
centred care frequently and in all studies, which links to
the focus on micro level integration within the studies.
There were positive experiences across all studies and
negative experiences in only four studies, related to lack
of flexibility and personalisation in practitioners
approaches.26–28,31 For those with single conditions
positive experiences centred on increased knowledge37

and feeling listened to.39 However, nine studies includ-
ed experiences which demonstrated a lack of person
centred care,27–32,38,40 in particular when policy dictat-
ed when and for how long a service was available rather
than individual need. For example, 33.1% of women
receiving a doula service felt support ended too soon
and at a difficult time.40 In Mastellos et al.,30 despite
78.8% of patients understanding how their care
plan worked, only 36.4% were involved in creating
the care plan.

Shared responsibility

The experience of shared responsibility was the second
most described within the studies and reflects the fre-
quency of self-management support in these stud-
ies.25,27–30,33,34,36,39,40 However, three of these studies
included negative experiences.27,28,34 In Hamilton
et al.,28 people with mental health conditions felt over-
whelmed by the expectation of shared decision-making
regarding their personal budgets or felt pressured
because they did not want to challenge the healthcare
professional. Older people with complex needs also
reported mixed experiences; some welcomed self-help
as a good thing27 and felt able to have a say in deci-
sions, whilst others felt they did not have this right.29

Associations between integration processes and
person-centred coordinated care

Associations between integration processes and experi-
ence of person-centred coordinated care were very lim-
ited in the included studies. Boudioni et al.25 associated
feelings of power and control, improving self-
management skills and becoming active partners with
professionals, with the overall service rather than a par-
ticular process. Hamilton et al.28 acknowledged the
experience of taking control was influenced by organ-
isational culture and processes, as well as practitioner
skills and attitudes. Positive experiences were associat-
ed with increased access to and continuity of healthcare
professionals, along with a more active role in deci-
sions,39 individualised self-management interven-
tions,37 ability to accommodate preferences,31,37

trusting relationships and a collaborative team34 and
increased access to community resources for home

care.35 Negative experiences were associated with a
lack of shared organisational culture such as social
care’s focus on maintenance and prevention, as well
as staff behaviour and attitudes.29

Discussion

Sixteen studies were identified which explored patient
experience of integrated care within the UK since the
introduction of the Health and Social Care Act.18

Included studies examined varied types and levels of
integration; some focused on single services, some
explored changes to multiple services and others
addressed the use of personal budgets to allow choice
in services received. The breadth of integration process-
es examined, and the joint focus on integration and
patient experience forms a key strength of this review.

Limited associations were made between integration
processes and patient experience despite patient expe-
rience being a central component of integrated care.7

Eight studies included in this review identified positive
experiences of integrated care, with the majority of
experience data focused on person centred care and
shared responsibility. A negative experience of patient
centred coordinated care occurred when integration did
not allow for the flexibility and responsiveness required
to meet individual needs45 or when services try and fit
people into a particular model that may not be
appropriate.40

Despite evidence that integrating health and social
care improves access to care for people complex and
palliative care needs,46 people with complex needs con-
tinued to experience a lack of coordination across
teams and wider community resources.32,35 Findings
such as this strengthen the need to understand which
integration processes are associated with patient cen-
tred coordinated care.24 To facilitate this, research into
integrated care would benefit from the use of a
common framework or language regarding integration
processes to improve shared understanding of links
between implementation and patient experience.47

Comparing individual patient experiences is challeng-
ing48 and was found to be more achievable within stud-
ies where context and social factors were taken into
account.38,40

Overall, the experiences of patients in this review
support the view that person centred care is a core ele-
ment of integrated care.9,24 However, the argument
that person centred care is often defined by the behav-
iour of health professionals9 remains evident. While
definitions of integrated care remain unclear, this
review supports the findings of previous research49

that patients are clear on the concept of patient-
centred care coordination as their experiences reflect
the importance of coordination (within, across and

Davidson et al. 15



with wider community resources), continuity, informa-
tion sharing and engagement. As the patient can be the
only person to have a holistic perspective of their care,
particularly across multiple services, capturing data on
their experiences is an important component towards
understanding complexity, though patient experience
data alone is insufficient for determining whether
models of integration can be deemed successful.50 The
insights gained from this review affirm the potential of
integrated care to provide PCCC but also reveal the
potential for negative or opposing patient experiences
when integration fails to go beyond the clinical level.

A potential lesson for other developed countries is
the failure to treat healthcare systems as complex-
adaptive, which has led to poor professional and
organisational alignment, lack of funding incentives
for collaboration and a continued top-down
approach to management.4 Integrated care requires
the facilitation of strong relationships between pro-
viders and organisations over time,4 which supports
emergent collective insight and distributed control.
However, confusion exists regarding the complex
interactions between integration and integrated care
which can occur at different levels of the health
system.51 In the UK, the Covid-19 pandemic has
highlighted the need for a legislative framework
which encourages provider collaboration and flexibil-
ity of service provision in order to effectively provide
integrated care.

A limitation of this systematic review is that the data
extraction process was completed by one researcher.
However, the process was repeated to increase intra-
rater reliability. A clear quality appraisal process
enabled the identification of the most relevant studies
for the review which also improved the overall validity
of the findings. The exclusion of any non-empirical
unpublished studies and low-quality studies does how-
ever mean this could not be considered a comprehen-
sive review of all available data, but instead of only the
highest quality data.

In conclusion, the findings of this review highlight
the importance of measuring patient experience of inte-
grated care, which could facilitate a shared understand-
ing of experiences across health and social care.
However, in order to compare experiences across
such broad health, social and third sector services, far
more focus on integration processes is required than
were found within this review. The complexity of inte-
gration processes, which take many different forms and
occur simultaneously at micro, meso and macro levels,
pose key challenges in regard to conceptual clarity and
practical application. As such, there is a need for great-
er consistency in the definition of this construct in
order to facilitate its understanding and implementa-
tion. Likewise, future work should consider the use of

validated measures of patient experience of PCCC in
addition to in-depth qualitative methods. The review
demonstrated the need for further work highlighting
the processes which support integration more explicit-
ly, in order to inform its operationalisation. Evidence
on the relationship between integration and patient
experience was shown to be scant, with this forming a
key avenue for future research. In particular, the
impact of organisational and system level integration
for patients is currently very poorly understood, rela-
tive to more micro integration processes. The combined
application of the Rainbow Model of Integrated Care7

and the Measuring Integrated Care Patient
Framework24 within this paper provides a foundation
for other work examining the links between integration
processes and patient experience.
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