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Objective This article focuses on approaches within clinical prac-
tice that seek to actively involve patients with long-term conditions
(LTCs) and how professionals may understand and implement
them. Personalized care planning is one such approach, but its cur-
rent lack of conceptual clarity might have impeded its widespread
implementation to date. A variety of overlapping concepts coexist
in the literature, which have the potential to impair both clinical
and research agendas. The aim of this article is therefore to
explore the meaning of the concept of care planning in relation to
other overlapping concepts and how this translates into clinical
practice implementation.

Methods Searches were conducted in the Cochrane database for
systematic reviews, CINHAL and MEDLINE. A staged approach
to conducting the concept mapping was undertaken, by (i) an
examination of the literature on care planning in LTCs; (ii) identi-
fication of related terms; (iii) locating reviews of those terms.
Retrieved articles were subjected to a content analysis, which
formed the basis of our concept maps. (iv) We then appraised
these against knowledge and experience of the implementation of
care planning in clinical practice.

Results and Conclusions Thirteen articles were retrieved, in which
the core importance of patient-centredness, shared decision making
and self-management was highlighted. Literature searches on these
terms retrieved a further 24 articles. Our concept mapping exercise
shows that whilst there are common themes across the concepts,
the differences between them reflect the context and intended out-
comes within clinical practice. We argue that this clarification exer-
cise will allow for further development of both research and
clinical implementation agendas.
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Introduction

A shift in policy in recent decades from paternal-
istic to partnership approaches to health care
has seen a movement towards a greater role of
patients in the management of their health and
health care, and in the development and delivery
of health services. In England, this is demon-
strated in the recent NHS Mandate objective ‘to
ensure the NHS becomes dramatically better at
involving patients and their carers’.'™® This
trend is supported by a consumerist movement
in health care (e.g. Fox et al.'’; Fox and Ward'")
and efforts to democratize science,'? which have
both contributed to patient empowerment in the
clinical encounter.'*'* Research and clinical
agendas have followed suit, with the involve-
ment of patients in research,'® the establishment
of expert patient programmes,'® the introduc-
tion of advance care planning in end-of-life care
(e.g. Hammes er al.'’) and, more generally, the
development of patient-centred practices.'®

The term ‘self-management’ appeared in the
literature in the 1970s, in reference to the active
involvement of chronically ill children in their
care."” Whilst the approach gradually spread to
involve other groups, Kate Lorig, a prominent
researcher who has developed self-management
programmes for people with long-term condi-
tions (LTCs), highlighted the lack of conceptual
clarity surrounding ‘self-management’.?

In the UK, support for self-management
is upheld as a central tenant of health-care
policy®"?* and key to the effective management
of LTCs.>?* Whilst the mechanics of delivering
this agenda are set out in strategy documents,”*
these often use the terms ‘self-care’ and ‘self-
management’ interchangeably. Self-management
education programmes have included disease-spe-
cific programmes to support people with knowl-
edge and skills relevant to particular conditions
and generic programmes, such as the Chronic
Disease Self-Management Programme in the
USA'® and the Expert Patient Programme
(EPP) in the UK, focussing on patients’ confidence
to manage their health and take active control
over their care. However, the impact of such
programmes on patient health remains unclear,

especially where they fail to be embedded and
reinforced across health economies and path-
ways of care.

What is meant by ‘shared decision making’ is
equally opened to debate, as has been explored
in a recent special issue of Health Expectations.”*
Cribb and Entwistle?® expose the philosophical
and practical implications of paternalistic and
consumerist approaches to shared decision mak-
ing, and argue for the need to find the most
appropriate balance between these in order to
deliver effective collaborative care.

This article focuses on practice approaches
and mechanisms that seek to actively involve
patients with LTCs, and how professionals may
understand, approach and implement them. Per-
sonalized care planning is one such recently
developed approach, which has been advocated
in policy directives. Unfortunately its current
lack of conceptual clarity might have impeded
its widespread implementation to date.?® >

For the authors, this need for increased clarity
was highlighted through a recent pilot project
that sought to implement personalized care
planning for all patients with LTCs. It used the
Year of Care programme™-" as a successful
template for care planning in diabetes (see
box 1) and sought to test out its implementation
for all long-term conditions (LTCs). Ten primary
care practices formed a learning collaborative,
meeting regularly over 1 year (in 2010), to seek,
develop and test possible implementation routes.

Although some key elements of care planning
were implemented (this is reported separately), in
the process of doing so, the existence and impact
of conceptual ambiguity emerged. These defini-
tional issues impacted on how practitioners felt
enabled to understand the concept, convey it to
colleagues and implement it most effectively, that
is translate concept into action. This article ema-
nates from this particular finding and attempts to
address the issue through conceptual mapping
based on both the published literature around
care planning and related concepts, and an
understanding and experience of clinical imple-
mentation. It is co-authored by the care planning
implementation leads (SE, MT), the research
team conducting the evaluation (ML,NF, SC)
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and the lead of the Year of Care pilot programme
(SR).

Box 1 The Year of Care Programme

The Year of Care (YOC) programme set out to
demonstrate how routine care can be redesigned
and commissioned to make routine consultations
between practitioners and people with diabetes and
other LTCs truly collaborative via care planning, and
then to describe how local services people need to
support them can be made available through
commissioning.

A key component of the YOC approach involves
sending people with diabetes personal information
on their test results prior to the care planning
consultation. Putting information exchange at the
heart of the routine clinical encounter was hugely
welcomed by patients, and also positively
rebalanced the power relationships with
practitioners. The programme also developed a
carefully tailored training and support programme
which linked changes in attitudes and skills for
health-care practitioners with improvements in local
infrastructure.

As a result, YOC has demonstrated improved
outcomes, including experience of care, improved
self-care behaviours, better skills and job
satisfaction for practitioners and improved clinical
outcomes. Incorporating service redesign has
increased quality including improved team work,
improved systems for disease surveillance and a
more systematic approach to delivering care.

The Year of Care approach to care planning has been
included as a standards of care for the Royal
College of General Practitioners and within the NICE
Quality Standards for diabetes.®?

For further information, go to www.diabetes.nhs.uk/
year_of_care.

Methods

An initial examination of the literature high-
lights that ‘care planning’ is one of a number
of terms referring to the greater involvement of
patients in their care, such as; personalized
care,”’ personalized care planning,>* person-
centred care,>? personalized medicine,** patient
involvement,* shared decision making,*® self-
management,’ patient participation,®® patient
non-participation®* and patient activation.*’
The coexistence of such a variety of overlap-
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ping and interconnected concepts impairs both
clinical (in terms of effective practice develop-
ment) and research (in terms of evidence build-
ing) agendas. Conceptual analyses have been
conducted of the ways in which singular terms
have been used, such as patient participation,*!
patient-centredness*> and of non-participa-
tion.> However, a search using the above
terms in CINHAL and MEDLINE revealed no
joint analysis of the terms, to clarify overlaps
and distinctiveness.

Approach to concept mapping

Morse et al.*® describe a range of approaches
to concept analysis, to explore concepts at vari-
ous stages of maturity. In particular, they
describe ‘partially developed concepts’ — ‘such
concepts may appear to be well established and
described, although some degree of confusion
continues to exist, with several concepts com-
peting to describe the same phenomenon’
(p270). Based on this, we undertake a critical
review of the literature that seeks to outline the
relationships between terms associated with
care planning, to clarify their characteristics,
overlaps and delineations.***

A staged approach to conducting the con-
cept mapping was undertaken, following the
following steps, illustrated in box 2:

1. Literature search

Searches were conducted in the Cochrane
database for systematic reviews, CINHAL
and MEDLINE for studies of care planning
in LTCs. This identified existing reviews
reporting the use of one or several concepts
and related conceptual analyses. Existing
reviews and concept analyses were priori-
tized for inclusion, as they offer immediate
access to a range of studies. Despite much
material being published, care planning has
not yet been subject to a conceptual analy-
sis. Two evidence reviews were located,
which highlighted the principles underpin-
ning care planning approaches.”®*’ In addi-
tion, articles, which sought to describe the
implementation processes, opinion papers,
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Box 2.

Literature search:

Cochrane, CINHAL and Medline:

Care planning

13 studies

T

Related concepts: l Patient Centredness H Shared decision making “ Self management I

Further searches in Cochrane, CINHAL and Medline

v 17 A7
Content analysis: I 9 studies l I 7 studies l
v J
Concept mapping: l Patient Centredness H Shared decision making “ Self management l

Synthesis

Overall concept analysis, clarifying overlaps and distinctiveness between
patient centredness, shared decision making, self management and care

planning

policy documents and empirical studies,
were examined for the themes that were
employed in defining care planning.

. Related concepts

We examined this material to identify those
terms that were often used alongside or in
relationship to care planning. These were
noted as key potentially overlapping con-
cepts to examine and clarify. Three particu-
lar terms emerged: patient-centredness,
shared decision making and self-manage-
ment.

. Individual content analysis

Further literature searches were run in the
Cochrane database for systematic reviews,
CINHAL and MEDLINE on patient-centr-
edness, shared decision making and self-
management. Eight, nine and seven studies
were retrieved, respectively, which were sub-
jected to a content analysis. This is reported
in the form of three concept maps.

. Synthesis

Individual content analyses are then com-
bined using a clinical implementation lens,
under the following overarching themes: the
reason and setting in which the concept
would be used (the implementation context),

recognition of the roles of the practitioner
and the patient (roles), what needed to be in
place to allow the concept to be imple-
mented (requirements), the skills of the prac-
titioner and the intended outcome.

Findings

Thirteen articles were retrieved that focussed
on care planning, and a further 8§ articles
examining patient-centredness, 9 articles focus-
sing on shared decision making, and 7 focus-
sing on self-management were included in this
analysis. The findings are presented initially as
content analysis from which we developed a
concept map, and then a subsequent synthesis
of the concepts highlighting overlaps and dif-
ferences and including care planning.

Individual content analysis and concept maps

Patient-centredness. Patient-centredness is pre-
mised upon the acknowledgement of individuals
knowledge and experience,***” the difference in
meaning of illness***** and attention to social
relationships.**>® It promotes the therapeutic
alliance between professional and patient,***¢->!
which contributes to the sharing of power
and responsibility, **%*%% and aims to address
a wider agenda than purely biomedical care,
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through a biopsychosocial perspective**+®>

and highlights key practitioner skills required to
achieve this.***® It also considers the practi-
tioner as a person (Fig. 1).4+46:33

Shared decision making. Shared decision mak-
ing builds upon the principles of patient-centr-
edness, but specifically considers what is
needed in the context of making decisions in
health care. This builds equally on professional
and lay knowledge,”®>* and includes establish-
ing the person’s preferred role in the decision-
making process.>*>> It involves an exchange of
information about the treatment options avail-
able,®>>7 clarifying the issue®*>>>” and mak-
ing a decision.>> > It requires deliberation and

negotiation, consensual treatment decision and
25,54,56-58

ownership and responsibility for it, as
well as follow-up (Fig. 2).557
Self-management. Self-management  describes

the day-to-day decisions and behaviours of
people with LTCs which have impact upon
their conditions, their health and their lives.
This shifts the emphasis to the person with the
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condition, as they (and in some instances their
family or carers) hold responsibility for the
actions or behaviours they undertake.® Self-
management is linked to self-efficacy,’”** or
the belief that one can achieve one’s aims and
is considered by some authors as a behavioural
characteristic.®*** It is placed in the context of
overall life and emotions management abili-
ties,%0 365 which leads to an effective use of
available resources.®®®> Communication and
collaboration between patients and practitio-
ners are key to engage in problem-solving,®
decision making®® goal setting and further
monitoring (Fig. 3).%

Synthesis

Table 1 presents the synthesis of the compo-
nents of patient-centredness, shared decision
making, self-management and care planning as
presented within the literature. We have pre-
sented these across overarching themes relevant
to our understanding of clinical implementa-
tion, which include the reason or setting where
it takes place (implementation context), the
roles of the practitioner and patient within the

| Patient-centredness |

/

Considers Emphasises

o /

\

Acknowledges and emphasises

VN

Practitioner skills:
empathy &
communication

The practitioner
as a person

Individual’s Differences in The wider
knowledge and illness social
experience experience context

Figure 1 A concept map of patient-centredness
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Shared decision making

Requires Emphasises
e N
Relevant Individual’s
biomedical knowledge and
knowledge or experience
information
Information
exchange
Problem
clarification Requires
) practitioner
ReqL‘ures Fole / \ skills:
clarification A deliberation and
\ Preference / negotiation
clarification

I

Consensual decision

I

Review and follow up

Figure 2 A concept map of shared decision making

relationship, the system or organizational
requirements, the practitioner skills required
and the expected outcomes.

Presenting the concepts in this manner pro-
vides an opportunity to clarify some of the
similarities and differences that exist. Patient-
centredness is almost entirely focussed on the
recognition of roles within the relationship
between the practitioner and patient, particu-
larly equality, ownership, responsibility and
adopting a biopsychosocial approach, and the
skills of the practitioner to achieve this. The
conceptualizations of shared decision making,
self-management and care planning have
tended to reflect and build upon a patient-cen-
tred approach, although this is often assumed
rather than explicit. The exception to this being
shared decision making, in which ownership

and responsibility within roles is very clearly
emphasized and defined, but with less emphasis
on a biopsychosocial approach. As such, we
would suggest that patient-centredness sets the
foundation for the other concepts. However,
we can see differences between the other con-
cepts emerge based upon the context or situa-
tion where they are enacted, and the intended
outcomes.

Shared decision making is relevant in the con-
text of involving people in decisions about their
health care more effectively, with the intended
outcome to achieve an informed decision that is
right for that individual. The practitioner’s role
is to build upon the ‘patient-centred’ premise of
equality and mutual recognition of expertise,
but also includes providing information to, and
clarifying and understanding the preferences of,

© 2013 Blackwell Publishing Ltd Health Expectations
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Self management
Entails —_—

Problem solving; goal

Linked to setting; solution
Ideally influences generating
and is influenced by Self efficacy
In order to In order to Feeds into

Manage everyday life; Control or accommodate

a LTCin context

T

Leads to

maintain social roles

Therapeutic alliance with
practitioner

Leads to

Figure 3 A concept map of self-management

the person, aiming ultimately to ‘share’ the deci-
sion. To achieve this, they will need to demon-
strate core ‘patient-centred’ communication
skills and empathy, but also be able to model
and support the individual making the decision
that is right for them without unduly leading or
influencing them, which can involve consider-
able skills of deliberation and negotiation.

The concept of self-management is more
about how a person encompasses living with
their condition(s) into everyday life. However,
the context is less clearly defined and varies
dramatically across the literature, which spans
the breadth of education courses and the ser-
vices and care practitioners provide to support
people to self-manage (what is done to them)
through to describing an individual’s behav-
iours to manage and live with their conditions
(what they do), often without distinguishing
between these. It is clear that a ‘patient-cen-
tred” approach remains fundamental, but is not
sufficient in itself. The literature does mention
self-efficacy, confidence and emotional support
with an emphasis on developing problem-solv-
ing skills and achieving personal goals. Work-
ing in active partnerships with practitioners is

© 2013 Blackwell Publishing Ltd Health Expectations

\

Decision making

Supported by

Ongoing monitoring and review

also included, but at times the literature can
veer towards a more paternalistic approach to
compliance or adherence with prescribed treat-
ments.

Care planning describes the processes
involved in proactively reviewing the person’s
current situation and priorities, and planning
their forthcoming care. Once again the
‘patient-centred’ principles of equality and
mutual expertise remain core, but the practitio-
ners will need additional skills for agenda set-
ting, constructive challenge and to adopt a
goal setting, action planning approach. Profes-
sionals may use a care plan as a record of the
discussions and as supportive documentation,
however, because the majority of the plan is
usually self-management, it will only be effec-
tive if the person themselves have ownership
and responsibility. Therefore, in addition to
the on-going information and education
required for self-management, the interaction
and care planning process also rely upon
ensuring a person is enabled to contribute fully
to the discussions and are adequately prepared.
This involves the exchange of current relevant
information such as test results and the
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opportunity to reflect upon their current life
situation and priorities (Table 1).

Discussion

The model adopted here has inherent limita-
tions that we acknowledge. We did not set out
to undertake an exhaustive review of the litera-
ture, and we are conscious that some aspects
of the concepts studied here might have been
missed because of it. Furthermore, the evolu-
tion of the concepts, and a consequent lack of
conceptual clarity and heterogeneity within the
literature, means that it is challenging to make
clear, consistent interpretations. We have there-
fore focussed our attention on existing and
peer-reviewed concept analyses or reviews of
patient-centredness, shared decision making
and self-management, themselves referring to
numerous peer-reviewed studies in order to
minimize and mitigate against any such limita-
tions. In addition, our approach of combining
published evidence and implementation experi-
ence offers clearer translational potential than
a purely academic exercise might have. This
article thus offers a unique perspective on care
planning and related concepts, bringing
together academic and practitioners’ expertise
and experiences resulting in a combined
approach between a critical analysis of the lit-
erature and a synthesis of years of experience
at the forefront of practice development in
LTCs. This is summarized in Fig. 4, which re-
frames the concepts aiming to build upon the
existing literature, and incorporate clinical
experience to provide greater clarity. This has
demonstrated that there are core similarities,
but also crucial differences between patient-
centredness, shared decision making, self-man-
agement and care planning, which will depend
on the implementation context and intended
outcomes (Fig. 4).

We would suggest that patient-centredness
provides the principles that are core to the
other concepts by espousing equality and the
sharing of power and responsibility into the
roles of the practitioner and the individual
patient, and reinforcing a biopsychosocial

approach to develop a therapeutic alliance.
However, the differences come in the way these
are operationalized in day-to-day care. Where
the intention is to increase involvement in deci-
sions about health care, the concept of shared
decision making will apply. When trying to
support a person in living day-to-day with their
condition(s), and to increase involvement in
their health and health care, self-management
and care planning are relevant.

In the context of LTCs, it is vital to recog-
nize that people spend just a few hours each
year in contact with health-care services and
are ‘self-managing’ their conditions 99% of
the time. The practitioner’s role is to support
this and therefore, ‘support for self-management’
is a more appropriate term clarifying the roles
of practitioners and health-care services. Fur-
thermore, the outcomes should not be consid-
ered in terms of decisions or adherence, but
as aiming to optimize quality of life and clini-
cal outcomes by ensuring patients have the
knowledge, skills and confidence to manage
their condition effectively. Goals and plans
may be more long-term and more about life-
style choices and behaviour change, which
require the additional skills of support, coach-
ing and behaviour change.

Care planning is a relatively new concept,
originally developed and defined within health-
care policy rather than academic literature,
describing the processes involved in proactively
reviewing the person’s current situation and
priorities, and planning their forthcoming care
and support.

Taken as a whole, these concepts aim to pro-
vide patient-centred care and increase involve-
ment in decisions and health care. However,
intriguingly, there is considerable evidence to
suggest that this is far from what patients cur-
rently experience as standard care. Patient sur-
veys have repeatedly shown that they are not
involved in decisions as much as they would
wish.®! Patients want to take a more active role
in decisions and self-management, but clinicians
seldom endorse behaviours to achieve this, such
as patients contributing their own ideas, making
independent judgments or acting as independent

© 2013 Blackwell Publishing Ltd Health Expectations



information seekers.**>® Understanding the

ownership of such decisions may be especially
pertinent in the management of LTCs, where
the impetus is on individuals to implement life-
style changes and treatment plans.’*

We argue that some of the mismatches
between what practitioners think they do, and
what patients experience, may be due to confu-
sion between, or conflation of, the concepts.
We argue that recognizing the similarities and
crucially the distinctions between these imple-
mentation contexts is vital in ensuring that ser-
vices and support systems for people with
LTCs are effective. In reality, a practitioner
supporting people with LTCs may work across
the concepts exposed here, but needs to be able
to understand this and have the skills to adapt
and vary their approach to fulfil the role and
outcome required. They will need the core skills
described within a patient-centred approach,
but will need specific additional skills depending
on the context and needs of the patient.

Health services also need to systematically
and effectively provide what is required to oper-
ationalize these concepts. The patient being ade-
quately prepared for their role, particularly
information exchange, is a central requirement
in all implementation contexts. However, people
living with LTCs require information to under-
stand their conditions and the impact of their
decisions and behaviours on these, and access
to additional services when needed. Information
beforehand, particularly test results, is vital to
effective care planning and take considerable
organizational commitment and redesign.?**’

Conclusion

Our concept mapping and synthesis have shown
that whilst there are common themes across the
concepts involved in operationalising patient-
centred care in LTCs, there are also crucial dif-
ferences which reflect the context and intended
outcomes within clinical practice. Ultimately, we
hope that the insight resulting from elaborating
and clarifying these distinctions will facilitate
service design, practitioner skill set and patients’
preparedness to be specific and optimized for

© 2013 Blackwell Publishing Ltd Health Expectations

Care planning for long-term conditions, M. Lhussier et al.

each particular context. This should also enable
improvements in the quality of care and assist
the incremental building of evidence, so that
researchers can move beyond debating seman-
tics to enable knowledge translation.

This conceptualization has informed, and
been informed by, the experiences of the Year
of Care programme®® and the subsequent pilot-
ing in LTCs.*? This offers a unique combina-
tion of theoretical underpinning and successful
and replicable practical implementation, pro-
viding the credibility and clarity care planning
desperately needed.

Care planning is in effect just one component
of supporting a person to live well with their
LTC; albeit an essential component. It repre-
sents the opportunity to review and reflect
upon the person’s current situation and past
care, explore and establish what is important
to them and what they would like to happen
and to plan forthcoming actions and care pro-
vision to achieve this. Unless this is grounded
in the philosophy of patient-centredness, and
unless the person’s role in their self-manage-
ment is valued and enabled, they will be unable
to firstly own and secondly operationalize these
plans. In the context of LTCs, where the per-
son is usually the main actor and decision
maker about their care and lifestyle choices
day-to-day, care planning therefore represents
the crux for effective personalized support for
people with LTCs.
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