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Abstract

Supporting shared decision-making for older people with
multiple health and social care needs: a realist synthesis

Frances Bunn,1* Claire Goodman,1 Bridget Russell,1

Patricia Wilson,2 Jill Manthorpe,3 Greta Rait,4 Isabel Hodkinson5

and Marie-Anne Durand6

1Centre for Research in Primary and Community Care, University of Hertfordshire, Hatfield, UK
2Centre for Health Service Studies, University of Kent, Canterbury, UK
3Social Care Workforce Research Unit, King’s College London, London, UK
4Research Department of Primary Care and Population Health, University College London Medical
School (Royal Free Campus), London, UK

5Tower Hamlets Clinical Commissioning Group, The Tredegar Practice, London, UK
6The Preference Laboratory, The Dartmouth Institute for Health Policy & Clinical Practice,
Lebanon, NH, USA

*Corresponding author f.bunn@herts.ac.uk

Background: Health-care systems are increasingly moving towards more integrated approaches. Shared
decision-making (SDM) is central to these models but may be complicated by the need to negotiate and
communicate decisions between multiple providers, as well as patients and their family carers; this is
particularly the case for older people with complex needs.

Objectives: To provide a context-relevant understanding of how models to facilitate SDM might work
for older people with multiple health and care needs and how they might be applied to integrated
care models.

Design: Realist synthesis following Realist and Meta-narrative Evidence Syntheses: Evolving Standards
(RAMESES) publication standards.

Participants: Twenty-four stakeholders took part in interviews.

Data sources: Electronic databases including MEDLINE (via PubMed), The Cochrane Library, Scopus,
Google and Google Scholar (Google Inc., Mountain View, CA, USA). Lateral searches were also carried
out. All types of evidence were included.

Review methods: Iterative stakeholder-driven, three-stage approach, involving (1) scoping of the
literature and stakeholder interviews (n = 13) to develop initial programme theory/ies, (2) systematic
searches for evidence to test and develop the theories and (3) validation of programme theory/ies with
stakeholders (n = 11).

Results: We included 88 papers, of which 29 focused on older people or people with complex needs.
We identified four theories (context–mechanism–outcome configurations) that together provide an account
of what needs to be in place for SDM to work for older people with complex needs: understanding and
assessing patient and carer values and capacity to access and use care; organising systems to support and
prioritise SDM; supporting and preparing patients and family carers to engage in SDM; and a person-centred
culture of which SDM is a part. Programmes likely to be successful in promoting SDM are those that create
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trust between those involved, allow service users to feel that they are respected and understood, and
engender confidence to engage in SDM.

Limitations: There is a lack of evidence on interventions to promote SDM in older people with complex
needs or on interprofessional approaches to SDM.

Conclusions: Models of SDM for older people with complex health and care needs should be conceptualised
as a series of conversations that patients, and their family carers, may have with a variety of different health
and care professionals. To embed SDM in practice requires a shift from a biomedical focus to a more person-
centred ethos. Service providers are likely to need support, both in terms of the way services are organised
and delivered and in terms of their own continuing professional development. Older people with complex
needs may need support to engage in SDM. How this support is best provided needs further exploration,
although face-to-face interactions and ongoing patient–professional relationships are key.

Future work: There is a need for further work to establish how organisational structures can be better
aligned to meet the requirements of older people with complex needs. This includes a need to define and
evaluate the contribution that different members of health and care teams can make to SDM for older
people with complex health and care needs.

Study registration: This study is registered as PROSPERO CRD42016039013.

Funding: The National Institute for Health Research Health Services and Delivery Research programme.
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Plain English summary

In this study we reviewed the evidence to find out how to improve the way we involve older people with
multiple conditions, and their family carers, in decisions about their health and social care. We call this

approach ‘shared decision-making’ (SDM). In particular, we wanted to find out how SDM can work in
community settings where many different health and social care workers (such as general practitioners,
nurses and social carers) may be involved in caring for the older person.

Engaging with stakeholders, such as professionals, patients and carers, we developed an initial ‘theory’
about how interventions to support SDM for older people should work. This was then tested and
developed through a structured search for evidence. We then went back to the stakeholders to test the
findings of the review and refine them further.

The findings indicate that, for older people with multiple conditions, SDM should not just be thought
of as one conversation between a patient and a doctor. Rather, it should be thought of in terms of a
series of conversations that patients, and their family carers, may have with a variety of health and care
professionals. Some of the things we know are important for older people are face-to-face consultations,
ongoing relationships with trusted professionals and time and space to consider the available options.
These help older people to talk about what is important to them and give them the confidence to be
involved in decision-making. SDM works best when all the professionals involved understand SDM and
think that it is important.

We need more research to tell us how we can best support older people who find engaging in SDM
difficult and increased consideration of how workers other than doctors can be involved in SDM.

DOI: 10.3310/hsdr06280 HEALTH SERVICES AND DELIVERY RESEARCH 2018 VOL. 6 NO. 28

© Queen’s Printer and Controller of HMSO 2018. This work was produced by Bunn et al. under the terms of a commissioning contract issued by the Secretary of State for Health
and Social Care. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional
journals provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should
be addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.

xix





Scientific summary

Background

Shared decision-making (SDM) involves patients and health and social care professionals (HSCPs) jointly
selecting treatment, care and support packages to reflect and accommodate patients’ preferences,
priorities and goals. SDM is seen as a central organising principle of integrated care. SDM may be
particularly difficult in integrated care sites where decision-making and communication need to be
negotiated between, and communicated to, multiple HSCPs, as well as patients and their family carers.
Moreover, for those most reliant on health and social care support, such as people who are very frail and
those with severe disabilities arising from long-term conditions, decision-making may be particularly
complex involving matters such as resource availability, polypharmacy, consent, concordance, the capacity
of patients to attend to health-care demands, support networks, safeguarding and the appropriateness of
treatment in people with multimorbidity.

Aims

The overall aim of this synthesis was to provide a context-relevant understanding of how models to
facilitate SDM might work for older people with multiple health and care needs, and how they might be
applied to integrated care models.

Methods

The synthesis drew on the principles of realist inquiry to explain how, in what contexts and for whom,
interventions that aim to strengthen SDM between older patients, carers and practitioners are effective.
We used an iterative, stakeholder-driven, three-phase approach.

Phase 1: development of initial programme theory/ies
The purpose of phase 1 was to develop candidate theories about why programmes that seek to promote
SDM do, or do not, work. This involved scoping the SDM literature (39 reviews and 35 primary studies)
and interviews with 13 stakeholders. Stakeholders included user/patient representatives, commissioners
and service providers in vanguard sites and health-care professionals (HCPs). The purposes of the
stakeholder consultation were to explore key assumptions about what needs to be in place for effective
SDM and identify relevant outcomes. The initial programme theory was discussed at a workshop attended
by research team members and at the first Project Advisory Group (PAG) meeting.

Phase 2: retrieval, review and synthesis
In phase 2 we undertook systematic electronic and lateral searches of the evidence to test and develop the
theories identified in phase 1. There were 11 separate searches, which were focused on areas relevant to
the theory identified in phase 1 [e.g. person-centred care (PCC) and coaching]. The following data sources
were searched: MEDLINE (via PubMed), SCOPUS, The Cochrane Library (including the Cochrane Database
of Systematic Reviews), Database of Abstracts of Reviews of Effects (DARE), Health Technology Assessment
(HTA) database, NHS Economic Evaluation Database (NHS EED), Google and Google Scholar (Google Inc.,
Mountain View, CA, USA). Data were extracted into a specially developed Microsoft Access® (Microsoft
Corporation, Redmond, WA, USA) database. The database was used to identify prominent recurrent
patterns of contexts and outcomes in the data and the possible means (mechanisms) by which they
occurred.
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Phase 3: testing and refining of programme theory
In phase 3 we tested the programme theory in interviews with 11 stakeholders and through discussions
with the research team and PAG.

The review was supported by two well-established public involvement groups based at the University of
Hertfordshire and King’s College London. Members of these groups were involved in the PAG, took
part in stakeholder interviews and attended project team workshops. As such, they contributed to the
development of our programme theory.

Results

We included 88 items, which included 26 evidence reviews, 46 primary research studies, seven guidelines,
case studies or reports and nine discussion or opinion papers. Twenty-nine items focused on older people
or participants with complex health and care needs (e.g. multimorbidity). The literature focused either
specifically on SDM or on aspects of care, such as PCC or personalised care planning (PCP), in which SDM
has an essential if not specified role to play with the patient or their proxy.

Despite the constraints of the current evidence base we were able to develop an explanatory account of
what SDM should look like for older people with complex health and care needs. Our theory draws on
four context–mechanism–outcome (CMO) configurations that together provide an account of what needs
to be in place for SDM to work for older people with complex needs. These highlight the importance of
understanding patient and carer values, the organisation of systems to support SDM, the need to support
and prepare patients and family carers to engage in SDM and the need for wider cultural changes of which
SDM is a part. The CMOs are grounded in evidence from the literature and stakeholder perspectives.

Context–mechanism–outcome 1: reflecting patient and carer values
The evidence shows how systems that enable health and care professionals to develop relationships with
patients/service users and their family carers trigger feelings of trust, engagement and respect that can
lead to improved outcomes, such as patient and carer satisfaction with services and decisions. The quality
of individual clinicians’ communication skills, and their ability to foster trusting relationships with older
people and their families, is fundamental to SDM. In addition, there is also a need for systems that foster
continuity of care both through ongoing relationships with one clinician (relationship continuity) and
through system-based approaches that develop ways of working whereby the patient is linked to multiple
professionals (management and informational continuity). SDM with older people with complex needs is
likely to increase appointment length; although this is thought to improve adherence to treatment
regimens, there is currently little evidence to suggest a link to health outcomes or service use.

Context–mechanism–outcome 2: systems to support shared decision-making
There is evidence that organisational support, appropriate training and system-based aspects, such as
longer appointments, lead to HCPs feeling more supported and having the confidence to engage with
SDM. It can also lead to increased patient satisfaction with decision-making because patients feel that
service providers are attentive to them and their concerns. There is a lack of studies addressing
interprofessional approaches to SDM or the training needs of providers other than doctors.

Context–mechanism–outcome 3: preparing for the shared decision-making encounter
Older people with complex health needs are likely to need support to participate in SDM. Although the
evidence suggested that interventions, such as decision aids and coaching, can improve involvement in
SDM, the impact on adherence or health outcomes is not proven. Moreover, most tools were not designed
(and have not been tested) for the oldest older person. Evidence suggests that if tools are used they need
to be brief, designed for use within a consultation and focused on facilitating discussion between the
patient, family carer and professionals involved in their care. The right culture, which allows people time to
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ask questions and to discuss options, and staff with positive attitudes towards SDM are likely to be more
important than tools for older people with complex health and care needs.

Context–mechanism–outcome 4: shared decision-making as part of a wider culture change
Shared decision-making is likely to be most effective when it involves service providers who have the right
skills, attitudes and tools, working in systems that are structured to support service providers and users
to engage in SDM. Key to this is a culture that involves person- (and family-) centred approaches. This
CMO incorporates components from the previous CMOs, such as organisational resources (time and
space), systems to support SDM and skills development through continuous practice development. These
wider changes are important to trigger mechanisms, such as familiarity and confidence. This familiarity,
which develops over time, is necessary for both HCPs and patients and their families and includes an
understanding that patients and (when appropriate) their family carers have responsibility for their health
and the decisions that affect them. The evidence suggests that such approaches may lead to improved
service user and provider satisfaction with services and with the quality of decisions, but there is currently
little research on the impact on health-related outcomes.

Conclusions

Programmes that are likely to be successful in creating shared understanding and SDM between service users
and providers are those that create trust between those involved, allow service users to feel that they are
respected and understood and engender confidence to engage in SDM. We suggest that confidence is likely
to take time to develop as it is related to the development of a shared understanding and expectation of
SDM between service users and service providers. The cultural shift that is needed to embed SDM in practice
may require new ways of working for HCPs and a shift away from a biomedical focus to a more person-
centred ethos that goes beyond the individual patient encounter. To achieve this, HCPs are likely to need
support, both in terms of the way services are organised and delivered and in terms of their own continuing
professional development. This cultural shift also involves an expectation that patients and their family carers
will take a greater responsibility for their health and the decisions that affect them, and they too may need
support to engage in SDM. How this support might best be provided needs to be further explored, although
face-to-face interactions and ongoing patient–professional relationships are clearly key. In terms of support,
it is important that well-meaning attempts to focus on patient goals do not increase health inequalities.

Models of SDM for older people with complex health and care needs should move away from thinking
about SDM purely in terms of one encounter between a doctor and a patient. Rather, SDM should be
conceptualised as a series of conversations that patients, and their family carers, may have with a variety
of different health and care professionals. Such an approach relies on continuity of care fostered through
good relationships between service providers and users, and systems that facilitate the communication of
information, including about patient goals and preferences, between different health and care professionals.

The literature on SDM involving older people or those with complex needs is largely qualitative or
descriptive; there are very few evaluations of interventions specifically designed to promote SDM with this
group and with their family carers. This review suggests that there is need for further work to establish
how organisational structures can be better aligned to the requirements of older people with complex
needs. This includes defining and evaluating the contribution that different members of the health and
care team can make to SDM for older people with complex health and care needs.
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Implications for practice

The following implications for practice have emerged from the review.

Systems and culture

l The evidence suggests that SDM is likely to become embedded only if it is regarded as an essential
component of ‘good’ health care and is linked to a culture of person-centred approaches throughout
an organisation.

l The evidence suggests that a culture that allows people time to ask questions and to discuss options,
and staff with positive attitudes towards SDM, are likely to be more important than decision support
tools for older people with complex health and care needs.

l The evidence suggests that there is a need for visible organisational support in order for SDM to
become embedded. This includes visibility in internal policy documents, financial and organisational
support (e.g. enabling longer appointments when necessary, providing appropriate administrative
support) and the inclusion of SDM in continuing professional development.

l The evidence suggests that systems that foster continuity of care both through ongoing relationships
with one clinician (relationship continuity) and through system-based approaches that develop ways of
working whereby the patient is linked to multiple professionals (management and informational
continuity) are important for SDM.

l It appears likely that in instances in which choices are constrained by resource limitations, health-care
policies or evidence-based recommendations, it is still valuable to explore a patient’s choices and reasons.

l Although properly conducted SDM may increase the length of consultations (such as those in primary
care), there is evidence to suggest that this may be ameliorated by involving other members of the
multidisciplinary team (MDT) in the SDM process.

l The evidence suggests that it is important that service providers and service users have shared expectations
of, and familiarity with, SDM for it to become properly embedded. This is likely to take time to develop.

Education and training

l Our findings suggest that SDM education and training should be focused on all members of the MDT
and not just on doctors or lead clinicians. It should be part of undergraduate training programmes but
also part of ongoing professional development.

l Evidence points to a need for SDM and communication skills training to include the task of exploring
what matters to patients and how to elicit their goals and priorities.

l The evidence suggests that shared decision-making training should include information on risk
communication.

Preparation for shared decision-making

l Evidence suggests that many older people with complex health and care needs, particularly those with
lower health literacy or conditions, such as depression, are likely to need support to take part in
consultations involving SDM.

l The evidence indicates that patient decision aids (PDAs) for older people with complex needs are likely
to be most effective when used as part of a face-to-face interaction with a HCP, for example for
facilitating discussion between the patient, family carer and professional.
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Suggestions for future research

Several potential areas for future research were identified by the review. These are listed in order of priority:

l How can interventions be tailored to the SDM needs of older people with complex health and care
needs and how effective are such approaches? For example, would longer consultations in primary care
facilitate SDM and improve patient outcomes?

l How can family members be involved in SDM and what is the impact of this? For example, what is the
impact of making it the default option (with consent from the older person) to involve designated
family members in consultations and discussions about treatment options? What models work best,
what would be the uptake and how would it impact on satisfaction and patient outcomes?

l What service models are most likely to support SDM? For example, does moving away from disease-
related checks in primary care to a more holistic and team-based regular review increase SDM and
improve patient outcomes?

l How can health and care professionals other than doctors be involved in SDM?
l What is the impact of training members of the MDT to act as decision coaches for older people with

complex health and care needs? Who should act as a coach and at what stage should coaching
be provided?

l What is happening in SDM conversations involving older people and how are PDAs being used and to
what effect? Can modes of communication, other than face to face, be effective?

l Can decision aids be developed for use with older people with multiple health and care needs? For
example, rather than focusing on individual conditions can SDM be used to look more generally at the
overall treatment burden for older people and their family members?

l How can patient decisions, goals and preferences be best recorded and communicated between
different team members in integrated care sites?

l What would be the impact of overt discussions about prognosis? Would knowing more about an
individual’s views about coming to the end of their life shape decisions?

l How does working in a more patient-centred way, with a focus on SDM, impact on health-care
providers’ experience and satisfaction?

Study registration

This study is registered as PROSPERO CRD42016039013.

Funding

Funding for this study was provided by the Health Services and Delivery Research programme of the
National Institute for Health Research.
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Chapter 1 Background

Introduction

Including the patient perspective is a central organising principle of integrated care.1 Moreover, there is
increasing recognition of the importance of strengthening relationships between patients, carers and
practitioners,2,3 particularly for individuals most reliant on health and care services, such as people who are
very old and those with long-term conditions (LTCs).4,5 However, evaluations of the English integrated care
pilots (ICPs) reported that patients were less satisfied with their involvement in decision-making about their
care than prior to the instigation of the ICPs.6 There is a need to establish the mechanisms that preserve
and foster shared decision-making (SDM) between providers, patients and carers and ascertain how they
achieve improvements in patient outcomes.7,8

Shared decision-making

Shared decision-making involves patients and health and social care professionals (HSCPs) jointly selecting
treatment, care and support packages to reflect, respect and accommodate the patient’s preferences,
priorities and goals.9,10 The phrase ‘sharing the decision’ was coined by Robert Veatch11 in an article exploring
the ethics of patient–doctor interactions. The subject has gathered pace over the years and now includes
the development, evaluation and implementation of patient decision aids (PDAs).12 Stiggelbout et al.13 show
how differing philosophies, such as medical ethics and health services research, have contributed to the
development of SDM.13 The progression of these ideas is mapped out in Figure 1.

Towle and Godolphin19 identified eight essential elements of SDM:

1. develop a partnership with the patient
2. establish/review the patient’s preference for information, for example amount and format
3. establish/review the patient’s preferred role in decision-making
4. ascertain/respond to patients’ ideas, concerns and expectations
5. identify choices and evaluate the research evidence relating to the individual
6. present evidence and help the patient reflect on and assess the impact of alternative decisions
7. make/negotiate a decision in partnership and manage conflict
8. agree on an action plan and arrangements for follow-up.

Although the original underlying ethos for sharing decisions between patients and HSCPs is based on
values, that is, people have the right to self-determination and autonomy, there is evidence that SDM can
lead to better outcomes and care for people.20 For example, patients who feel involved in the decision
and in accord with the HSCP are less likely to need other services such as extra tests or referrals to other
HSCPs.21 More recently, SDM has been envisaged as being part of person- and family-centred care and
integrated care,22–29 and linked with approaches such as care planning and the Year of Care.30–33

Integrated care

For older people with complex health needs, which may arise as a result of dementia, frailty and multimorbidity,
navigating health and social care can be difficult.34 There is a high risk that they will experience poor continuity
and fragmentation of care.35,36 Approaches are needed that aim to address the complexity of life when living
with, and managing, multiple LTCs (e.g. for older people with diabetes mellitus)37,38 or that recognise the need
to consider the ability of patients and their families to attend to the demands of each condition.39–41 Such
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approaches require the building of relationships, meaningful discussion and SDM between a range of different
providers, patients and carers.42 In addition, integrated care is seen as a way of reducing the costs of health and
social care services1,43 by preventing duplication of services and reducing demand for acute hospital services.44,45

Integrated care has been proposed as one solution to the fragmentation of care, and has been adopted
in the UK46–49 and internationally.45–50 Newer models of care have focused on whole-systems approaches
to care delivery, particularly for those with LTCs and complex needs.25–28,33,51,52 In England this includes
initiatives such as the Year of Care,25 the House of Care26,27 and the vanguard sites of the Five Year
Forward View.8 In other parts of the UK, initiatives to increase integration (particularly of health and social
care) have been in place for some time.46 For example, in Scotland, integration authorities are now
responsible for funding that was previously managed by NHS boards and local authorities.49

The vanguard sites
In England, the Five Year Forward View8 set out new models of integrated care as part of a wider system
change in the NHS; these reinforce the aim for ‘a more engaged relationship with patients, carers and
citizens’ in order to promote well-being and prevent ill health.8 Fifty vanguard sites are piloting integrated care
with the aim of achieving personalised, well co-ordinated care for patients and addressing traditional divides

Veatch11 uses the phrase
‘sharing of decision-making’

Underlying ethos: freedom,
dignity, patient autonomy, justice

1980s increasing emphasis
on patient autonomy

(e.g. Emanuel and Emanuel14)

Clinical practice variation linked 
to SDM – recognition of role 
that physician preferences 
have in decision-making 

(Wennberg et al.15)

Underlying ethos:
health services
research, EBM

Increasing body of work on
the use of patient decision

aids

Charles et al.16 introduce the 
idea of a two-way exchange of

information and treatment
preferences

Growing emphasis on
patient-centred care sharing

power and responsibility
(Mead and Bower18)

SDM model further
developed

(e.g. Elwyn et al.17)

FIGURE 1 The development of SDM. EBM, evidence-based medicine.
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between primary care, community services and hospitals.8,53 Their remit is to find new ways to deliver
care in line with the five models of care (Box 1) identified in the Five Year Forward View.8 The models are
underpinned by preparatory and exploratory work carried out in collaboration with National Voices.54

Integrated Primary and Acute Care Systems (PACS) and multispeciality community provider (MCP) vanguards
currently cover about 8% of England but are similar to the Sustainability and Transformation Plans (STPs) now
being introduced across England.55 STPs seek to implement the NHS Five Year Forward View by creating new
accountable models of care provision. Some are using a MCP model; larger STPs are using the PACS model.56

The MCP model involves creating integrated community-based multidisciplinary teams (MDTs), which are
supported by other specialist disciplines and by care co-ordinators who help patients and families with
multiple LTCs to access services in other health and social care settings.56

Shared decision-making in an integrated care setting
Integrated care sites, such as vanguard sites, offer a particular challenge for SDM as decision-making has
to be negotiated between, and communicated to, multiple HSCPs, as well as patients and their families.
Decision-making becomes more complex for people with increasing frailty as the capacity to self-manage is
affected by the cumulative effects of LTCs. The nature of decisions is complicated by resource availability,
polypharmacy, decline in decision-making abilities and concordance, availability of support networks,
suitability of treatment, safeguarding and the increased likelihood of depression.39,57–59 The skills for sharing
and discussing personal information with vulnerable patients and their families can be hard to embed
in services.

Shared decision-making for older people with complex health and care needs
Older people with complex health and social care needs often rely on family members to negotiate access
to care or to advocate for them.5,60,61 Person-centred approaches and models, like the triangle of care,32

recognise the crucial role of families for quality and safety and encourage their routine involvement
in decision-making, with agreement from the patient.2,4 If the decision-making ability of an older person
is significantly compromised, family members are able to act as proxies62,63 if they have legal power of
attorney for health and welfare decisions, and they should also be consulted if not. Recently, discussion
about continuity of care favours a coconstruction approach, with patients, families and professionals as
active partners.58,64,65 Although service providers recognise the contribution of family carers, this recognition
does not always translate into their routine engagement in decision-making with or for older people with
multiple, often interlinked, health conditions.58

To develop an understanding of the realities of working in and across complex overlapping systems of care, it
is necessary to synthesise evidence from diverse strands of research.66,67 Similarly, the evidence demonstrating
the effectiveness of interventions designed to promote SDM is drawn from a wide variety of research and
practice.68,69 Realist methodology allows the deconstruction of component theories underpinning different
interventions and enables us to consider relevant contextual data to test our understanding of the applicability
of different approaches for older people with multimorbidity. It also helps us to examine how SDM might

BOX 1 The different types of vanguards

l Primary and acute care systems, which join up general practice, community, mental health and

hospital services.
l Multispeciality community providers, which move services out of hospitals and into the community.
l Enhanced care in care homes, which improves services for older people, joining up their health, social care

and rehabilitation.
l Urgent and emergency care, which creates new approaches to improve service co-ordination and reduce

emergency hospital admissions.
l Acute care collaborations, which link hospitals to improve their clinical and financial viability.
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achieve desired outcomes such as improvements in patient safety, clinical effectiveness, quality of life and
patient experience7 within the context of integration, austerity measures, growing demand for health and
social care and personalisation of care.

Aim and objectives

The overall aims of the synthesis were to:

l identify key features or mechanisms of programmes and approaches that strengthen relationships
between community HSCPs, patients with multiple health and care needs and their family carers

l provide a context-relevant understanding of how models to facilitate SDM might work for older people
with multiple health and care needs, and how they might be used to facilitate person-centred care
(PCC) in collaborative models of health and social care.

The objectives were to:

l identify how interventions, or elements of interventions, to promote SDM with older people with
multiple long-term health and social care needs, and their family carers, are thought to work, on what
outcomes and for whom they work (or why they do not work)

l explore how models to facilitate SDM with older people with multiple health and social care needs
might be incorporated into service delivery in collaborative models of care in order to achieve outcomes
that reflect PCC

l explore how different contexts support or inhibit participants’ responses to activities that support SDM
in collaborative care models

l inform the development of process and outcome measures to assess the impact of SDM and PCC in
the vanguard sites

l identify key areas for future research, including promising interventions that merit further evaluation.
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Chapter 2 Methods

This chapter includes text from the protocol, which was published by Bunn et al.70 This is an Open
Access article distributed in accordance with the Creative Commons Attribution Non Commercial

(CC BY-NC 4.0) license, which permits others to distribute, remix, adapt, build upon this work non-
commercially, and license their derivative works on different terms, provided the original work is properly
cited and the use is non-commercial. See: http://creativecommons.org/licenses/by-nc/4.0.

We used an iterative three-stage approach that drew on the knowledge and networks of the research
team and incorporated the views of stakeholders. Stakeholders are important in realist work because they
articulate how different programmes are thought to operate and what needs to be present for change to
occur. The realist synthesis focus is thus driven by ‘negotiation between stakeholders and reviewers’.71

The review follows the Realist and Meta-narrative Evidence Syntheses: Evolving Standards (RAMESES)
publication standards for realist synthesis,72 and is registered on the PROSPERO database (registration
number CRD42016039013).72,73 An overview of the study design is provided in Figure 2.

Phase 1: define scope and
develop theories

Phase 2: retrieval, review and
synthesis to test and further

develop theories

Phase 3: test and refine
programme theories

(validation)

Consultation
with

stakeholders
(e.g. service
providers,

service-user
representatives)

Map
literature

(systematic
reviews)

Workshop 1:
review findings and

agree explanatory model and
theories to guide

phase 2

Systematic
searches to

identify
evidence

Synthesise
data and
identify
context–

mechanism–
outcomes

Workshop 2:
review findings and resultant

hypotheses

Further
consultation

with
stakeholders

Final report

FIGURE 2 Overview of study design.
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Methodological approach

Realist synthesis is a systematic, iterative, theory-driven approach designed to make sense of diverse
evidence about complex interventions applied in different settings.72,74,75 Realist review assumes that there
is more to reality than how we see it. There is an external reality or world that can be observed and
measured, but how this reality is articulated and responded to is constantly being shaped by individuals’
perceptions and reasoning and/or dominant social and cultural mores. It is this interaction that creates
particular responses, which in turn lead to observed outcomes.76 The rationale for using a realist synthesis
approach for this review was that interventions to promote SDM in older people with complex health and
care needs are likely to be multicomponent and contingent on the behaviours and choices of those
delivering and receiving the care.

A realist synthesis assumes a ‘generative’ approach to causation, that is, ‘to infer a causal outcome (O)
between two events (X and Y), one needs to understand the underlying mechanism (M) that connects
them and the context (C) in which the relationship occurs’.77 It is typically used to understand complex
interventions that ‘often have multiple components (which interact in non-linear ways) and outcomes
(some intended and some not) and long pathways to the desired outcome(s)’.72 Central to the realist
review process is the development of programme theory, that is, what a programme or intervention
comprises and how it is expected to work, which can then be tested and refined by reviewing the relevant
evidence.72 Key realist terms are defined in Box 2.

BOX 2 Definition of realist terms and how they have been applied in the review

Context (C)

The ‘backdrop’ conditions (which may change over time), for example, the way systems are configured and to

what extent they support SDM. Context can be broadly understood as any condition that triggers and/or

modifies the behaviour of a mechanism.78

Mechanism (M)

The generative force triggered in particular contexts that leads to outcomes. Often denotes the reasoning

(cognitive or emotional) of the various ‘actors’, that is, older people with complex health and care needs,

relatives and health-care professionals (HCPs). Mechanisms are linked to, but are not the same as, a service’s

strategies or interventions. Identifying the mechanisms goes beyond describing what happened to theorising

why it happened, for whom and under what circumstances.79–81

Outcomes (O)

A result of the interaction between a mechanism and the triggering context. These may include improved

satisfaction with decisions or better adherence to treatment.72

Programme theory

Those ideas about what needs to be changed or improved in order to facilitate SDM with older people with

complex health and care needs, what needs to be in place to achieve improvement(s) and how programmes

are believed to work. It specifies what is being investigated and the elements and scope of the review. Theories

rather than ‘programmes’ are the basic unit of analysis.82

METHODS
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Focus of the review

The synthesis focused on community-dwelling older people (aged ≥ 65 years) with complex health and
care needs, for example people with frailty, multimorbidity, LTCs or dementia and those who require help
with personal care. The rationale for focusing on this group was that these people often have experience
of using many health and social care services, their needs change over time and/or suddenly (sometimes
with progressive loss of cognitive and/or physical function), a family carer is frequently involved in their
care and they are often at risk of exacerbation of their illness57 and death. In addition, many find it difficult
to navigate complicated and under-resourced services and are particularly vulnerable to fragmented
care.35 Ideas around SDM were explored in Chapter 1. There are, however, other concepts (or mid-range
theories) that emerged as important during the review process, for instance, ideas around person-centred
approaches to care. In Table 1 we provide our working definition of SDM and other concepts that we feel
are relevant to this review.

TABLE 1 Definitions of key concepts used in the review and how they are defined and operationalised

Concept How it is defined and operationalised in the review

SDM l Depends on:

. . . a good conversation in which clinicians share information about the benefits, harms, and
burden of alternative diagnostic and therapeutic options and patients explain what matters
to them and their views on the choices they face. It should follow the principles of patient
centred care, promote informed choice, and result in care that patients’ value

Reproduced with permission from Agoritsas et al.83

l In the process, patients’ autonomy is respected, patients are helped to establish their values
and preferences, and final treatment decisions are reflected through agreement between
patients and their practitioner(s) rather than through a unilateral decision84

Patient-centred care l Health care that establishes a partnership among practitioners, patients and their families to
ensure that providers and systems deliver care that is attentive to the needs, values and
preferences of patients. This requires mutual, power-sharing relationships that are
collaborative and include the ‘whole person’ orientation85

l It includes the biopsychosocial perspective; the ‘patient-as-person’ – understanding the
personal meaning of the illness for each individual patient; sharing power and responsibility;
the therapeutic alliance; and the ‘doctor-as-person’ – awareness of the influence of the
personal qualities and emotion of the doctor on the doctor–patient relationship18

Person-centred
approaches

A person-centred approach puts people, families and communities at the heart of health, care
and wellbeing. It means people feeling able to speak about what is important to them and the
workforce listening and developing an understanding of what matters to people. It means
working in a system in which people and staff feel in control, valued, motivated and
supported

Reproduced with permission from Skills for Care, Skills for Health29

l SDM is a core activity of person-centred approaches29

l It is underpinned by values of respect for persons (personhood), individual right to self-
determination, mutual respect and understanding. It is enabled by cultures of empowerment that
foster continuous approaches to practice development86

Interprofessional
working

l A process in health care by which professionals from different disciplines collaborate to
provide an integrated and cohesive approach to patient care87

l An interprofessional approach to SDM could therefore consist of an interprofessional team
identifying the best options and facilitating the patient’s involvement in decision-making
using those options88

continued
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Changes in the review process

As recommended in the RAMESES publication standards, changes in the review process are documented in
Table 2.

Phase 1: defining scope and developing programme theories

In phase 1 we scoped the literature and consulted with stakeholders in order to develop candidate theories
about why programmes that seek to promote SDM do, or do not, work. These two processes were
conducted in parallel and were considered as independent ‘theory’-gleaning activities.

TABLE 2 Changes in the review process

Protocol Revisions/changes

We said that we would consult with up to 20
representatives in phase 1

We conducted 13 stakeholder interviews in phase 1. As recruitment
was proving difficult, the advisory group recommended that we
focus on the literature review and complete stakeholder
consultation once our programme theory was more established.
We recruited fewer representatives from vanguard sites and from
advocacy groups than hoped

We said that stakeholder interviews in phase 1
would initially be carried out by e-mail, followed by
telephone or face-to-face interviews with a smaller
sample of up to 10 participants purposively selected
to reflect the original stakeholder groups

Several people were invited to respond by e-mail but no one did.
Eight interviews (with 11 participants) were conducted face to face
or by telephone

In the protocol we said that we would develop
vignettes to use in stakeholder interviews

There was insufficient time to develop vignettes. Instead, the
programme theory was used as a basis for the interviews in phase 3

TABLE 1 Definitions of key concepts used in the review and how they are defined and operationalised (continued )

Concept How it is defined and operationalised in the review

Relational
co-ordination

l In Gittell and Suchmann’s89 theory, relational co-ordination is conceptualised as the way that
work is co-ordinated through a network of relationships among participants in a work process.
The theory identifies three key attributes of relationships needed to support co-ordination
and performance:

1. shared goals that go beyond participants’ specific role-related goals
2. shared knowledge that enables participants to see how their specific tasks contribute to

the whole process
3. mutual respect that enables individuals to overcome status barriers that might hinder them

from seeing and taking account of the work of others

Continuity of care l How contact, co-ordination of care, information and SDM are achieved and sustained over
time between patients and practitioners. Continuity of care is particularly important for those
with complex health needs

l Continuity has moved to a partnership paradigm in which continuity of care is recognised to
be constructed by patients, families and professionals, all of whom have a part to play in its
accomplishment64,65

Patient engagement l Patients, families, their representatives and health professionals working in active partnership at
various levels across the health-care system – direct care, organisational design and governance,
and policy-making – to improve health and health care. Decision-making responsibility is shared90

Patient activation l Having the knowledge, skill and confidence to manage one’s health and health care91

Evidence suggests it is a significant predictor of health behaviours92
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Scoping the literature
The scoping review of the literature sought to identify existing theories on how and why the involvement of
patients and carers is thought to be important, how the existing theories are defined in the literature, how
interventions on SDM are meant to work and on which outcomes and how SDM might work in professional
settings. The starting point was systematic reviews of SDM and related topics (such as PCC). To identify relevant
reviews we searched PubMed and The Cochrane Library using the following Medical Subject Heading (MeSH)
terms: shared decision-making, patient participation, patient decision-making, decision support, decision aid,
expert patient, proxy decision-making, collaborative care, co-construction, coproduction and minimally disruptive
medicine. These terms were combined with methodological search terms for systematic reviews. In addition, we
undertook keyword searches on Google Scholar (Google Inc., Mountain View, CA, USA) for both reviews and
primary studies and looked for relevant papers published by key authors in the area, such as Elwyn and Légaré.
Full details of the search strategy are provided in Appendix 1.

We identified 39 relevant reviews20,40,66–69,93–124 and 35 primary studies or discussion papers.17,40,67,83,93–102,125–145

Information extracted from the reviews included study aims, types of participants, definition of SDM,
outcomes measured, relevance to our target group and any theoretical assumptions made. The reviews
allowed us to understand the range and approach of research on SDM but provided limited detail with
which to develop our programme theory. Time limitations meant that we were unable to carry out detailed
data extraction on all 35 primary studies in phase 1, but they were used to generate ideas about possible
contexts and mechanisms.

Scoping interviews
We conducted face-to-face or telephone scoping interviews with 13 stakeholders (Table 3). In phase 1 the
purpose of the consultation with stakeholders was to explore key assumptions about what needs to be in place
for effective SDM within integrated care initiatives, identify relevant outcomes and clarify the focus and scope
of the searches in phase 2. Interview participants were purposively sampled to include a range of programme
stakeholders.81 They were recruited as a result of the networks of the research team. Participants were given a
copy of the study information sheet – this provided contact details for the research team and a consent form –

which they were asked to read and sign. Ethics approval was obtained from the University of Hertfordshire
Health and Human Sciences Ethics Committee with delegated authority (reference number CSK/SF/UH/02387).
Interviews were guided by a topic guide, which was used to explore understanding and experiences of SDM,
including what works well and what could be improved. Interview transcripts were read by one author (BR)
and discussed with a second (FB). Data from the interviews were regularly reviewed (BR and FB) and the topic
guide was adapted as our programme theory developed.146 Interviews were audio-recorded and transcribed.

TABLE 3 Details of stakeholders recruited for interviews

Type of stakeholder

Phase (n)

1 2

Commissioners and managers from organisations initiating integrated care
(e.g. vanguard sites)

2

Providers of health and social care in community settings involved in
initiatives to involve patients and their family carers in their care

3 (2 GPs and 1
geriatrician)

4

Older people and family carers who have experience of multiple practitioners
and services – recruited from the University of Hertfordshire Patient and
Public Involvement in Research Group and the Social Care Workforce
Research Unit’s User and Carer Group, which includes a diverse group of
older people who are frail, and carers, from diverse backgrounds

7 (3 older people
and 4 family carers

4 (1 older person
and 3 family carers)

Advocacy and user/carer groups such as Age UK London, Carers UK,
National Voices, Healthwatch and Greater London Forum for Older People

1 3

Total 13 11

GP, general practitioner.
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Initial programme theory
From the literature and from stakeholder transcripts, a series of seven explanatory accounts were built up
that contained ‘if–then’ statements, which helped to specify context and mechanism. These ‘if–then’
statements were illustrated with supporting evidence from the interviews and literature. ‘If–then’ statements
identify an intervention/activity linked to outcome(s) and contain references to contexts and mechanisms
(although these may not be very explicit at this stage) and/or barriers and enablers (which can be both
mechanism and context).147 The ‘if–then’ statements provided a useful way of structuring our thinking. They
also helped to focus the process of taking ideas and assumptions about how interventions work and testing
them against the evidence that we found.

To refine the theory, the seven ‘if–then’ statements were discussed at a half-day workshop that was
attended by eight members of the research team. To ensure transparency of approach and an audit trail,
we transcribed recordings of group discussions and maintained structured field notes on suggestions and
decision-making processes. Following this meeting the statements were revised and then presented to the
Project Advisory Group (PAG) for further discussion. The PAG included experts in the field of older people’s
health, primary care, patient involvement and realist methods. It also included members of the University
of Hertfordshire Public Involvement in Research Group (PIRG) (experts by experience). The PAG suggested
that some of the statements were too complex and needed to be disaggregated. It also introduced the
concept of ‘fake versus real’ SDM, to indicate when SDM appeared to be conducted as a tick box exercise
rather than as a real process for decision-making. As a result, the seven ‘if–then’ statements were reduced
to five (Table 4).

TABLE 4 Preliminary programme theory in the form of ‘if–then’ statements

Title If Then Outcome

Reflecting
patient and carer
values

If HCPs place less emphasis on ‘fixing
people’ and more on patients’ goals and
emotional, cultural and cognitive needs

Patients and their family
carers will feel valued and
listened to

Patients and their family
carers will feel that they
were involved in the
decision and are satisfied
with the outcome

Preparing
(patients and
carers) for the
SDM encounter

If older people with complex health and
social care needs are supported to
participate in SDM (e.g. through education
and information, the use of advocates or
coaches, more focus on patient goals and
values, good relationships with HCPs and
appropriate decision aids that take
account of multimorbidity)

Then patients and their
family carers will feel
empowered and will
understand and value SDM

Patients and their family
carers will be willing and
able to participate in SDM

Sharing the
communication
of a decision

If HCPs are familiar with each other’s
expertise, roles and responsibilities, and
systems facilitate communication between
individuals (including different HCPs and
patients and carers)

Then professionals will
work better together and
are less likely to undermine
each other

Once a decision has been
made by the patient and
a HCP it will be shared
across the MDT/agencies

Fake vs. real
SDM

If systems are organised to support and
prioritise SDM (e.g. support from clinical
leaders, regular measurement of patient
outcomes, clear protocols around dealing
with risk and uncertainty, appropriate
information technology and longer
appointments)

Then SDM is not just seen
as a ‘tick box’ exercise by
HSCPs

Real not fake SDM

Reducing the
workload (for
patients and
carers)

If HCPs are able to use appropriate SDM
techniques to regularly discuss the clinical
value and effectiveness of proposed
treatments or interventions

This will lead to a
reduction in inappropriate
clinical activity

Improved function or
ability to enjoy life

HCP, health-care professional.
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Phase 2: retrieval, review and synthesis

Selection criteria
In phase 2 we undertook systematic searches of the evidence to test and develop the theories identified in
phase 1. The main inclusion criteria were as follows:

l Community-dwelling older people with complex health and care needs, such as those with frailty,
multimorbidity and/or dementia. The focus was on those aged ≥ 65 years, although for certain groups
(e.g. minority ethnic groups and homeless people) younger participants (aged ≥ 55 years) could be
included if the issues were similar.

l Older people with complex health needs living in their own homes, in sheltered housing or in extra
care housing (where people are very likely to still have the decision-making capacity to participate
in SDM).

l Studies of any intervention or strategy designed to promote the ongoing engagement of older people
with complex health needs, and/or their family carers, in decision-making relating to their health or
social care needs [e.g. decision aids, physician or patient coaching, education or training, personalised
care planning (PCP) or joint goal-setting]. The focus was on complex decision-making and personal
goals rather than studies focused on single issues (such as whether or not to have a hip replacement).

l Studies of interprofessional SDM in which at least two health-care professionals (HCPs) collaborated to
achieve SDM with the patient and/or family carer either concurrently or sequentially.144

l Studies that provided evidence relating to the implementation and uptake of interventions designed to
promote SDM for older people with complex health needs.

Types of studies
The purpose of the searches was not to identify an exhaustive set of studies but rather to be able to reach
conceptual saturation in which sufficient evidence was identified to meet the aims of the review.148 A
diversity of evidence provides an opportunity for richer data mining and theory development. Therefore, we
included studies of any design including randomised controlled trials (RCTs), controlled studies, uncontrolled
studies, interrupted time series studies, cost-effectiveness studies, process evaluations, surveys and qualitative
studies of participants’ views and experiences of interventions. We also included grey literature, policy
documents and information about locally implemented programmes in the UK. As is usual with a realist
review, the process of identifying relevant information and deciding what to include was iterative, involving
tracking backwards and forwards between the literature and our review questions.149 As such, the
identification of relevant literature carried on throughout the course of the review and some studies initially
thought to be relevant were later excluded.

Outcomes
A main aim of the NHS Five Year Forward View8 is to tackle the gap between care and quality. Quality is
seen in terms of patient safety, clinical effectiveness and patient experience. This definition of quality was
used to guide the outcomes for this review, with a particular focus on the patient experience. However,
part of the review process involved an iterative identification of outcomes that are important to
stakeholders, that address patient and family involvement in care planning and decision-making and that
have been reported in the literature. Potential outcomes included the following:

l patient experience – participation in decision-making, improved match between chosen option and
patient preferences, impact on the decision-making experience, quality of life and perceived burden
of treatment

l patient safety – access to appropriate care, prevention of adverse events such as falls, avoidable
emergency admissions and substantiated abuse and/or neglect

l clinical effectiveness – health-related outcomes (e.g. prevention of exacerbations of LTCs) and service
use [e.g. unnecessary hospital admissions, unnecessary general practitioner (GP) visits].
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Identification of studies
We used a range of search techniques to identify relevant English-language publications:

l electronic databases such as PubMed, Scopus and The Cochrane Library [including Cochrane Central
Register of Controlled Trials (CENTRAL), Cochrane Database of Systematic Reviews (CDSR), Database of
Abstracts of Reviews of Effects (DARE) and Health Technology Assessment (HTA) database]

l checking of reference lists from primary studies and systematic reviews
l citation searches using the ‘cited by’ option in Scopus and Google Scholar and the ‘related articles’

option in PubMed (‘lateral searching’).

The searches were designed to reflect the five theory areas identified in phase 1 (see Table 4). For example,
preparing for the SDM encounter (‘if–then’ statement 2) included searches around coaching, education
and training and SDM for hard-to-engage groups. The latter (SDM for hard-to-engage groups) was built in
because clinical members of the team (supported by stakeholder interviews) highlighted the difficulty that
many people may have in engaging in SDM (e.g. those with chronic conditions and depression). Searches
were conducted in December 2016. Two searches, interprofessional and reducing the workload, had date
limits applied to the searches because literature in the area is relatively recent. Date limits and search terms
used in PubMed are provided in Table 5. For full details of the searches see Appendix 1.

TABLE 5 Search terms used in PubMed

Theory area Search terms

1. Reflecting patient and
carer values

No date limits:

((“shared decision making”) OR (“decision aid”) OR (“decision making”)) AND (((“goal
setting”) OR (“person centred care”) OR (“person centered care”) OR (“personalised”) OR
(“patient goals”) OR (“patient values”) OR (“patient preferences”) OR (personalised[Title]
OR personalized[Title] OR (patient centred) AND Title OR (patient centered) AND Title OR
(patient preference*) AND Title OR goals[Title] OR (goal setting) AND Title OR personalised
[Title])) AND (old*[Title] OR aged[Title] OR elder*[Title] OR geriatric[Title] OR frail[Title] OR
complex[Title] OR complex[Title] OR carer[Title] OR dementia[Title] OR alzheimer*[Title]))

2. Preparing for the SDM
encounter

Coaching/advocacy (no date limits):

(((“coaching”) OR (“advocacy”) OR (“advocate”) OR (advocate[Title/Abstract] OR advocacy
[Title/Abstract] OR coach*[Title/Abstract]) OR (“coach”)) AND ((“shared decision making”)
OR ((shared decision making) AND Title/Abstract OR SDM[Title/Abstract] OR decision[Title/
Abstract]))) AND ((“frail elderly”) OR (“older person”) OR (“dementia”) OR (“elderly”) OR
(old*[Title] OR elderly[Title] OR frail[Title] OR dementia[Title] OR alzheimer*[Title] OR aged
[Title]))

Education/training (no date limits):

((“shared decision making”) AND (education[Title] OR educate[Title] OR training[Title] OR
guidance[Title] OR support[Title] OR information[Title] OR guide[Title] OR train[Title])) AND
(old[Title] OR older[Title] OR elder*[Title] OR frail[Title] OR complex[Title] OR carer[Title] OR
geriatric[Title] OR aged[Title] OR dementia[Title] OR alzheimer[Title])

((“shared decision making”) AND (education[Title] OR educate[Title] OR training[Title] OR
guidance[Title] OR support[Title] OR information[Title] OR guide[Title] OR train[Title])) AND
(“primary care”)

SDM for hard-to-engage groups (e.g. those with depression) (filters: published in the last
5 years):

‘Shared decision making’ OR ‘decision aid’ (both MeSH) OR (coproduction[Title/Abstract]
OR co-productive[Title/Abstract] OR partnership[Title/Abstract] OR co-production[Title/
Abstract] OR co-production[Title/Abstract]) AND ‘depression’ OR ‘mental health’ OR
‘mental illness’ (MesH) AND systematic review
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Screening and data extraction
Electronic search results were downloaded into bibliographic software and, when identified, duplicates were
deleted. Documents from other sources were manually recorded in the same file. Two reviewers independently
screened titles and abstracts for relevance. Full manuscripts of all potentially relevant citations were obtained
and downloaded into Mendeley reference management and PDF (Portable Document Format) organisation
software (Elsevier, Amsterdam, The Netherlands); all members of the research team had shared access to these
manuscripts. Two reviewers screened full manuscripts for inclusion based on the relevance and rigour of the
evidence, with disagreements resolved by discussion with a third team member.

Decisions on inclusion made at different points in time were recorded in a Microsoft Excel® (Windows® 10)
spreadsheet (Microsoft Corporation, Redmond, WA, USA). Consistent with a realist synthesis approach,
items were assessed for inclusion on the basis of whether or not they were considered ‘good enough
and relevant enough’.150,151 This was an iterative process that involved discussion between team members.
‘Good enough’ was based on the quality of evidence, for example was it of a sufficient standard for the
type of research and were the claims made considered to be trustworthy. ‘Relevance’ related to whether

TABLE 5 Search terms used in PubMed (continued )

Theory area Search terms

Shared decision making’ OR ‘decision aid’ (both MeSH) OR (coproduction[Title/Abstract]
OR co-productive[Title/Abstract] OR partnership[Title/Abstract] OR co-production[Title/
Abstract] OR co-production[Title/Abstract]) AND ‘depression’ OR ‘mental health’ OR
‘mental illness’ (MesH) AND ((“frail elderly”) OR (“older person”) OR (“dementia”) OR
(“elderly”) OR (old*[Title] OR elderly[Title] OR frail[Title] OR dementia[Title] OR alzheimer*
[Title] OR aged[Title]))

3. Sharing the
communication of a decision

Interprofessional (limited to last 10 years):

(((“interprofessionalism”) OR (“interprofessional”) OR (“interdisciplinary”) OR
(“multidisciplinary”) OR (“coordinated”) OR (“cross discipline”) OR (“inter disciplinary”)
OR (“integrated”)) AND ((“shared decision making”) OR (“decision aid”) OR (“decision
making”))) AND (old*[Title] OR aged[Title] OR elder*[Title] OR geriatric[Title] OR frail[Title]
OR complex[Title] OR complex[Title] OR carer[Title] OR dementia[Title] OR alzheimer*[Title])

“relational coordination” OR “relational coproduction” AND (old*[Title] OR aged[Title] OR
elder*[Title] OR geriatric[Title] OR frail[Title] OR complex[Title] OR complex[Title] OR carer
[Title] OR dementia[Title] OR alzheimer*[Title]) No date limits

Relational competence (no date limits):

Relational competence AND (promote[Title/Abstract] OR promotion[Title/Abstract] OR
train*[Title/Abstract] OR increase[Title/Abstract] OR intervention[Title/Abstract] OR
programme[Title/Abstract]) AND general OR community OR primary

4. Fake vs. real SDM Draws on searches run for other theory areas (no date limits):

Incentive (ti/ab) OR incentives (ti/ab) OR incentivisation [TI/AB] OR incentivization [TI/AB]

AND “shared decision making” (MeSH)

5. Reducing the workload
(for patients and carers)

Limited to last 5 years:

(((“minimally disruptive medicine”) OR (“caregiver burden”) OR (“carer burden”) OR
(“patient burden”) OR (“treatment burden”) OR (“quality of life”) OR (appropriate[Title]
OR inappropriate[Title])) AND (“shared decision making”)) AND (old[Title/Abstract] OR
older[Title/Abstract] OR aged[Title/Abstract] OR elderly[Title/Abstract] OR frail[Title/Abstract]
OR carer[Title/Abstract] OR complex[Title/Abstract] OR geriatric[Title/Abstract] OR dementia
[Title/Abstract] OR Alzheimer[Title/Abstract])

Reproduced with permission from Bunn et al.208 This is an Open Access article distributed in accordance with the terms of
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or not the authors provided sufficient descriptive detail and/or theoretical discussion to contribute to the
theories generated in phase 1. Poorly executed studies (low rigour) could still be included if the study was
considered to contribute to understanding about how a programme was thought to work (high relevance).

A bespoke data extraction form was developed, piloted on five records and further refined as necessary.
Once the final fields for data extraction were agreed, an electronic version was created in Microsoft
Access® (Microsoft Corporation, Redmond, WA, USA). The data extraction form included fields relating to
study aims, design and methods; the types of participants (e.g. older people, people with LTCs, HSCPs);
outcomes; information relevant to the theory areas; and emerging context–mechanism–outcome (CMO)
configurations. Data were extracted by one reviewer, with 20% of the manuscripts checked by a second
reviewer. PDFs in Mendeley were also annotated and relevant sections highlighted. Data in a realist sense
are not just restricted to the study results or outcomes measured but also include author explanations and
discussions, which can provide a rich source of ‘data’ that make explicit how an intervention was thought
to work or not.

Synthesis
The Access database was used to identify prominent recurrent patterns of contexts and outcomes
(demi-regularities) in the data and the possible means (mechanisms) by which they occurred.152 This
process enabled iteration from plausible explanations to the uncovering of potential CMO configurations.
An example of the development of one of the original ‘if–then’ statements into a preliminary CMO is
given in Table 6. In total, this CMO went through six iterations before the final programme theory was
developed. Although all of the theories were developed and refined as the review progressed, some, such
as that presented in Table 6, remained similar to the original theory developed in phase 1. In contrast,
statement 5 (reducing the workload) was not taken forward as a CMO. This was largely because it was
not supported by the emerging evidence but also because it was felt to be too conceptually different
from SDM.

Data synthesis involved individual reflection and team discussion and was designed to (1) question the
integrity of each theory, (2) adjudicate between competing theories, (3) consider the same theory in
different settings and (4) compare the stated theory with practice experiences. Data from the studies or
other evidence were then used to confirm, refute or refine the candidate theories. When theories failed to
explain the data, alternative theories were sought.

Once the preliminary mapping of the evidence into tables was complete, the research team held a second
workshop. This was attended by six members of the Research Management Group and one public and
patient involvement (PPI) representative. This workshop was structured to include in-depth discussion of
the findings and to develop and confirm the resultant hypotheses. As at the first workshop, we transcribed

TABLE 6 Development of ‘if–then’ statement 1 into a preliminary CMO

Original ‘if–then’ statement 1 (reflecting patient and
carer values)

‘If–then’ statement revised to a CMO (first draft of
CMO)

If HCPs place less emphasis on ‘fixing people’ and more on
patients’ goals and their emotional, cultural and cognitive
needs

If HCPs are able to develop relationships with patients that
allow them to understand their emotional, cultural and
cognitive needs, and identify (and regularly assess) patient
and carer goals (e.g. through continuity, appropriate
communication skills, ability to factor in impact of previous
experiences, less focus on biomedical targets) (context)

Then patients and their family carers will feel valued and
listened to; they will feel that they were involved in the
decision and will be satisfied with the outcome

Patients and their carers will feel valued and listened to,
interested and involved in the decision and have trust in
professionals (mechanism)

Leading to satisfaction with the decision (outcome)
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recordings of group discussions and took notes. This provided evidence of the reasoning processes and
justification of inferential shifts.74 Following the workshop the CMOs were revised (by FB, BR and CG) and
circulated to all members of the research team for comments.

Phase 3: testing and refining programme theory/ies (validation)

To enhance the reliability of the resultant hypotheses and develop a final review narrative we tested the
hypotheses and supporting evidence with interviews with a further 11 stakeholders. An interview schedule
was developed based on the four CMOs and aimed to elicit stakeholders’ views on their meaningfulness,
from both practice and service user/carer perspectives (see Appendix 3). The transcripts were read by one
author (BR) and discussed with a second (FB). The interview data were used to test the CMOs. The final
CMOs and the supporting evidence are presented in the next chapter.

Patient and public involvement

A well-established PIRG at the University of Hertfordshire trains and provides support to public members
and has a broad membership of service users and carers. Two members of this group (Paul Millac and
Marion Cowe) commented on the proposal and one (Paul Millac) was a co-applicant on the application.
The review was also supported by the Social Care Workforce Research Unit User and Carer Group. Two
members of this group (Jeanne Carlin and Jane Hopkins) were part of the PAG. Paul Millac attended our
first project team workshop and Jane Hopkins attended the second. Our PPI members were therefore
involved in shaping and refining our programme theory. As part of the realist review process, we also
recruited additional service user representatives for stakeholder interviews.
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Chapter 3 Results

This chapter includes text from Bunn et al.208 This is an Open Access article distributed in accordance
with the terms of the Creative Commons Attribution (CC BY 4.0) license, which permits others to

distribute, remix, adapt and build upon this work, for commercial use, provided the original work is
properly cited. See: http://creativecommons.org/licenses/by/4.0/.

Description of included evidence

In phase 2 we included 88 items. These comprised 26 evidence reviews,20,66–69,93,94,103–121 46 primary research
studies (48 papers),63,84,144,153–195,209 seven guidelines, cases studies or reports25,31,196–200 and nine discussion/opinion
papers.17,83,201–207 Of the 46 primary research papers 25 were qualitative studies, five were RCTs and the rest
included a variety of study designs. Of the evidence reviews, 20 were systematic reviews,20,66–69,93,94,103,104,106–110,112,
114,116–118,121 five were literature reviews105,111,115,119,120 and one was a realist synthesis.113 The study selection process
can be seen in Figure 3. Thirty-three papers from phase 1 were excluded at phase 2 because they were not
considered to be of high enough rigour or relevance.

Phase 1: scoping searches

243 records screened
(and lateral searching)

39 reviews included
35 primary studies

Phase 2: targeted systematic
searches

178 hard copies
screened

Phase 2 searches:
1393 titles/abstracts

screened

88 items included
•  26 evidence reviews
•  46 primary research
    papers
•  7 guidelines/reports/
    case studies
•  9 opinion/discussion papers

13 reviews and
20 primary studies

from phase 1
excluded in phase 2

FIGURE 3 Flow chart summarising study identification. Reproduced with permission from Bunn et al.208 This is an
Open Access article distributed in accordance with the terms of the Creative Commons Attribution (CC BY 4.0)
license, which permits others to distribute, remix, adapt and build upon this work, for commercial use, provided
the original work is properly cited. See: http://creativecommons.org/licenses/by/4.0/.
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The included literature focused specifically either on SDM or on aspects of care, such as PCC or PCP, in
which SDM plays an essential, if not specified, part with the patient or their proxy. We categorised the
included reviews and other items on the basis of the focus of the paper. The numbers in each category
can be seen in Table 7. Thirty-one primary studies and nine systematic reviews included HSCPs.

In total, 25 primary studies and four systematic reviews focused on older people or those with complex
health and care needs. Of those, 19 focused on older people or had a population with a mean or median
age of > 65 years, 9 specified that people had multimorbidities and 11 specified that they had a LTC
(Table 8). Of these studies the majority were qualitative, surveys or uncontrolled evaluations. In other
studies populations were younger, were health or care professionals or the population was not specified.

Sixteen reviews were evaluating an intervention, such as decision aids or tools, coaching and interventions
to increase or promote the adoption of SDM among HCPs. Nineteen of the other items described or
evaluated an intervention. Interventions included care planning, training and education for professionals,
the use of decision aids or integrated/collaborative care practices that involved SDM. More details of the
reviews can be seen in Table 9 and of the other items (e.g. primary studies) in Table 10.

Context–mechanism–outcome configurations

The theory development, refinement and testing process (see Chapter 2) led to the development of four
CMO configurations, which are presented in Table 11. Together, these explanations or hypotheses
constitute a programme theory about ‘what works’ (or ‘what might work’) to facilitate SDM for older
people with multiple health and care needs or conditions, and how they might be applied within models
of integrated working. These CMO configurations were developed and tested in stakeholder interviews
and the SDM literature. In the following text, each CMO is discussed in more detail with supporting
evidence from the literature. Supporting evidence from the stakeholder interviews can be seen in Table 12.
More detail about the evidence supporting the CMOs can be seen in Report Supplementary Materials 1–4.

TABLE 7 Overview of included participants and study focus

Category

Number of

Primary studies/itemsa Systematic reviews

Professionals views on SDM 10 2

Interprofessional SDM 13 1

Use of patient decision aids/tools 13 10

Patient engagement in SDM 17 7

Influences on SDM 33 4

Education/training HCPs 13 4

Patient/carer views/preferences/goals 30 9

a Paper can be included in more than one category.

RESULTS

NIHR Journals Library www.journalslibrary.nihr.ac.uk
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TABLE 8 Details of studies that included older people or people with LTCs or multimorbidity

Study author and date Type of research Mean or median age (years) Specific condition
Older
peoplea Multimorbidity LTC

Duquemin 201125 Case study Age not given Diabetes mellitus ✓

Glenpark Medical Practice
201631

Case study Not specified ✓ ✓

Health Foundation 2014198 Case study Not specified Living in a care home ✓

Holmside Medical Group
2014200

Case study Not specified ✓

van Summeren et al. 2016192 Mixed-methods pilot
study

Mean age 83 ✓ ✓

Fried et al. 2007169 Observational Mean 73 (SD 7) ✓ ✓

Naik et al. 201663 Observational Mean age 65 Cancer ✓

Bynum et al. 2014159 Qualitative Mean age 84 (range 80–93) Relates to a variety of decisions (e.g. surgery,
medication, diagnostic procedures)

✓

Groen-van de Ven et al.
2016172

Qualitative Mean age 80 (range 62–89) Dementia ✓

Hart et al. 2016174 Qualitative Median age COPD 65.5, lung
cancer screening 67 (range 48–83)

COPD and lung cancer screening ✓

Kuluski et al. 2013179 Qualitative Mean age 82.3 ✓ ✓ ✓

Ladin et al. 2016180 Qualitative Mean age 76 Receiving dialysis ✓

Mercer et al. 2016181 Qualitative Mean age 57 (range 42–67) Economically deprived area ✓

Robben et al. 2012183 Qualitative Mean age 78.8 (range 65–90) Frail older people ✓

Ruggiano et al. 2016184 Qualitative Mean age 76.9 (range 60–90) ✓ ✓

Shay and Lafata 2014188 Qualitative Mean age 63 (SD 10.4)

Sheaff et al. 2017189 Qualitative Mean age 78 ✓ ✓ ✓

Wrede-Sach et al. 2013193 Qualitative 18 aged 70–80, 16 aged ≥ 80 Living independently ✓

Blom et al. 2016155 RCT Median age 80 (range 77–83) 3+ morbidities ✓ ✓ ✓
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TABLE 8 Details of studies that included older people or people with LTCs or multimorbidity (continued )

Study author and date Type of research Mean or median age (years) Specific condition
Older
peoplea Multimorbidity LTC

Hacking et al. 2013173 RCT Mean age: control 67.4, intervention
65.2

Men with prostate cancer

Elliott et al. 2016113 Realist review Not specified Older people (engagement in decision-
making)

✓

Dardas et al. 2016165 Survey Median age 70 (range 65–92) Orthopaedic clinic ✓

Cramm 2016162 Survey Mean age 69.9 (range 30–93) COPD ✓ ✓

Gleason et al. 2016170 Survey Mean age 76 (SD 8) ✓ ✓

Cramm 2014164 Survey and qualitative Mean 65.9 (range 20–93) ✓ ✓

Austin et al. 2015103 Systematic review Not specified Adults living with advanced or life-limiting
diseases (including 2 on older people and
4 on dementia)

✓

Bratzke et al. 2015105 Systematic review Not specified ✓

Coulter et al. 201566 Systematic review Not specified ✓

van Weert et al. 2016121 Systematic review Not specified ✓

COPD, chronic obstructive pulmonary disease; SD, standard deviation.
a Study inclusion criterion was older people or the mean or median age of participants was ≥ 65 years.
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TABLE 9 Summary of details of included systematic reviews

Study author
and year Focus Design/method Description of intervention Sample size Type of participants

Austin et al.
2015103

Decision tools Systematic review Decision aids 17 RCTs Adults with advanced or
life-limiting diseases

Bélanger et al.
2011104

Process of SDM in palliative
care

Mixed-methods systematic
review

NA 37 studies (both quantitative
and qualitative)

Palliative patients and their
families

Bratzke et al.
2015105

Process of priority-setting and
decision-making

Narrative literature review NA (but focused on studies of
self-management)

13 (mostly qualitative) Adults with multimorbidity

Clayman et al.
2016106

Patient participation in
decision-making

Systematic review Interventions to promote patient
participation in decision-making

116 studies HCPs and a range of different
patient groups and ages

Couët et al.
2015107

Extent to which HCPs involve
patients in decision-making

Systematic review Use of the OPTION tool to
facilitate SDM

33 studies HCPs and a range of different
patient groups, ages and clinical
contexts

Coulter et al.
201566

PCP for adults with LTCs Systematic review of RCTs Involvement of patients in
treatment and management
decisions

19 studies
(10,856 participants)

Adults with LTCs

Coylewright
et al. 2014108

Decision aids Patient-level MA of
decision aid

Each RCT compared the use of a
decision aid with UC

7 RCTs Adults: diabetes mellitus, chest
pain, osteoporosis or MI

Doyle et al.
2013109

Links between patient
experience and clinical safety/
effectiveness

Systematic review NA 55 studies (mixed) Various

Durand et al.
201469

SDM interventions for
disadvantaged groups

Systematic review and MA Interventions designed to
engage disadvantaged patients
in SDM

19 studies Socially disadvantaged groups

Dwamena et al.
2012110

Promoting patient-centred
approaches

Systematic review with MA Interventions that promote
patient-centred care in clinical
consultations

43 RCTs HCPs including those in training.
Patients, predominantly adults,
with general medical problems

Dy and Purnell
2012111

Quality of SDM Literature review NA NA Unclear

Edwards et al.
2009112

Information exchange and SDM
in health-care consultations

Systematic review
(qualitative)

NA 7 papers HCPs and a variety of patient
groups
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TABLE 9 Summary of details of included systematic reviews (continued )

Study author
and year Focus Design/method Description of intervention Sample size Type of participants

Elliott et al.
2016113

Engagement in health-care
decision-making

Realist synthesis Interventions to engage older
adults in health-care decision-
making

213 papers Older people and their
caregivers

Elwyn et al.
2013114

Patient-targeted decision
support interventions

Systematic review with
narrative synthesis

Brief tools for face-to-face
encounters and more extensive
tools such as booklets, videos or
websites

17 studies HCPs in primary and secondary
care

Fagerlin et al.
2013115

The role of VCMs in decision
aids

Evidence review and
summary

Value clarification in decision
aids

61 studies (quantitative and
qualitative)

Variety of patient groups

Joseph-Williams
et al. 2014116

Patient-reported barriers/
facilitators of SDM

Systematic review with
thematic synthesis

NA 44 studies Variety of patient groups

Land et al.
2017117

Decision-making
communication practices
relevant to health-care
outcomes

Systematic review of
conversation analysis

NA 28 papers People consulting a HCP
(face-to-face interactions)

Légaré et al.
200893

HCP-perceived barriers and
facilitators with regards to
implementing SDM

Systematic review with
content analysis

NA 38 papers The vast majority of participants
(n= 3231) were physicians
(89%)

Légaré et al.
201294

Patients’ perceptions of the
interventions designed to
increase HCPs’ use of SDM

Systematic review of
quantitative studies

Included educational material,
educational meetings, audit and
feedback, reminders and
decision aids

21 studies HCPs
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Study author
and year Focus Design/method Description of intervention Sample size Type of participants

Légaré et al.
2014118

Interventions to improve HCPs
adoption of SDM

Systematic review and MA Interventions to improve HCPs’
adoption of SDM

38 RCTs, 1 non-randomised
study

HCPs and patients. Most
common conditions were cancer
and CVD

Miller et al.
2014119

Explore involvement of persons
with dementia and their family
carers in SDM

Literature review NA – studies decision-making
processes

33 papers were included in
the review

No specific details given

Shay and Lafata
201568

SDM and patient outcomes Systematic review Studies that evaluated
relationship between SDM and
health outcome/s

39 studies Patient groups not specified

Sinnott et al.
201367

GPs’ experiences of clinical
management of multimorbidity

Systematic review of
qualitative studies

NA 10 studies (275 GPs) GPs

Stacey et al.
2013120

Coaching/guidance in the
context of patient decision aids

Narrative review (not
described as a systematic
review)

Coaching and guidance for SDM NA NA

Stacey et al.
201420

Decision aids for people facing
treatment or screening
decisions

Systematic review and MA Decision aids 115 studies All patient groups

van Weert et al.
2016121

Decision aids for treatment,
screening or care decisions

Systematic review of RCTs
and CCTs

Decision aids vs. usual care Included 22 papers Older people or their primary
informal carers

CCT, controlled clinical trial; COPD, chronic obstructive pulmonary disease; CVD, cardiovascular disease; MA, meta-analysis; MI, myocardial infarction; NA, not available; OPTION, Observation
Patient Involvement in Decision Making instrument; UC, usual care; VCM, values clarification method.
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TABLE 10 Table of included studies (primary studies and reports)

Study author and year
Type of
research

Description of
intervention Participants Setting Main focus

Agoritsas et al. 201583 Discussion Not appropriate General population Applies to all health-care
settings

PDAs

Barrett et al. 2016203 Discussion Not appropriate HCPs Community Communicating risk (regarding
statins)

Belkora et al. 2008153 Before/after Pre-consultation
coaching

People with cancer Community Identifying patient goals

Berger 2015202 Discussion Not appropriate HCPs Not appropriate SDM and uncertainty

Berntsen et al. 2015154 Review/content
analysis

Not appropriate General population Variety Patient goals

Blom et al. 2016155 RCT Proactive care
planning

Older people Primary care Other

Bookey-Bassett et al. 2017156 Concept analysis Not appropriate Older people Community Interprofessional SDM

Bridges et al. 2015157 Qualitative Not appropriate HCPs Secondary care – clinics Influences on SDM, other

Bugge et al. 2006158 Qualitative Not appropriate General population, HCPs Community including
outpatients

Barriers to SDM

Bynum et al. 2014159 Qualitative Not appropriate Older people Community Patient/carer views or preferences

Chong et al. 2013160 Qualitative Not appropriate HCPs Primary and secondary
care

Interprofessional SDM

Chong et al. 2013161 Qualitative Not appropriate HSCPs (multidisciplinary) Primary and secondary
care

Interprofessional SDM

Clayman et al. 2016205 Discussion Not appropriate Not appropriate Not appropriate Patient perspective of SDM

Col et al. 2011201 Discussion Not appropriate HCPs Primary care Interprofessional SDM

Cooper et al. 2016206 Discussion Not appropriate HCPs Acute care Goal concordance

Cramm 2012163 Before/after Chronic care model HSCPs Primary care Service delivery for people with LTCs

Cramm 2014164 Mixed methods Chronic care model Older people Primary care Service delivery for people with LTCs

Cramm 2016162 Survey Chronic care model People with COPD (mostly older) Community Service delivery for people with LTCs
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Study author and year
Type of
research

Description of
intervention Participants Setting Main focus

Dardas et al. 2016165 Survey Not appropriate HCPs Secondary care –

orthopaedic clinic
Influences on SDM, patient/carer
views or preferences

Diabetes UK et al. 201125 Case studies ‘Year of Care’ model HCPs, people with diabetes
mellitus

Primary care PCC in LTCs

Durand et al. 2015166 Documentary
analysis

Not appropriate Not applicable Various PDAs, incentives for SDM

Eaton et al. 2015204 Discussion Not appropriate Not applicable Community PCC in LTCs

Edwards et al. 2004 RCT Training for GPs in
SDM

GPs Community, primary
care

Education/training HCPs

Elwyn et al. 2004167 RCT Training for GPs in
SDM

General population, HCPs (GPs) Community Education/training HCPs

Elwyn et al. 201217 Discussion Not appropriate General population, HCPs Any clinical consultation Other, relationships

Farrelly et al. 2016168 Qualitative Joint care planning People with mental health
problems, HSCPs

Community Care planning

Foot et al. 2014196 Review for
guideline

Not appropriate Not applicable Not appropriate Influences on SDM, patient/carer
views or preferences

Fried et al. 2007169 Observational Not appropriate Older people with COPD, cancer
or heart failure

Community Influences on SDM

Gleason et al. 2016170 Survey Not appropriate Older people with
multimorbidities

Community PDAs

Glenpark Medical Practice 201631 Care study The ‘Year of Care’
initiative

HCPs, people with LTCs Inner city PCC for people with LTCs

Gorin et al. 2017207 Discussion Not appropriate Not applicable Not appropriate Clinical nudges

Grim et al. 2016171 Qualitative Not appropriate People with mental health
problems

Community Influences on SDM

Groen-van de Ven et al. 2016172 Qualitative Not appropriate People with dementia, informal
and paid carers

Community SDM for people with dementia

Hacking et al. 2013173 RCT Pre-consultation
coaching

Men with prostate cancer Community Coaching
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TABLE 10 Table of included studies (primary studies and reports) (continued )

Study author and year
Type of
research

Description of
intervention Participants Setting Main focus

Hart et al. 2016174 Qualitative Not appropriate Older people Outpatient clinics Use of PDA/tools

Health Foundation 2017198

(also Baqir et al. 2016)191
Case study Multidisciplinary SDM HSCPs, residents and family

members
Care home Interprofessional SDM

Herlitz et al. 2016175 Qualitative Not appropriate Adolescents with diabetes
mellitus

Diabetes melliuts clinic Influences on SDM

Holmside Medical Group 2014200 Case study Holistic care for people
with LTCs

HCPs Primary care Service organisation

Jones et al. 2011176 Questionnaires Tool for presenting
risk

HCPs, people at risk of CVD Clinics Influences on SDM

Joseph-Williams et al. 2017177 Qualitative SDM training HCPs Primary care Training for HCPs, implementation
of SDM

Körner et al. 2013178 Qualitative Not appropriate HCPs (multidisciplinary) Primary and secondary
care

Interprofessional SDM

Kuluski et al. 2013179 Qualitative Not appropriate Older people (two or more LTC) Urban community in
ON, Canada

Identifying patient goals

Ladin et al. 2016180 Qualitative Not appropriate Older people Dialysis clinics Interprofessional SDM

Légaré et al. 2011a144 Qualitative Not appropriate HCPs (multidisciplinary) Community Influences on SDM, relationships

Légaré et al. 2011b209 Qualitative Not appropriate General population Community Interprofessional SDM

Lown et al. 2011199 Development of
a model

Not appropriate HCPs Community or acute
settings

Training for HCPs

Mercer 2016181 Qualitative Tool for providing PCC Adults aged > 30 years with
multimorbidity

Community PCC

Naik et al. 201663 Observational Not appropriate Cancer survivors with
multimorbidities

Unsure Patient/carer views or preferences

National Collaborating Centre for
Primary Care 2009197

Guideline Not appropriate Not applicable Not appropriate Medicines adherence
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Study author and year
Type of
research

Description of
intervention Participants Setting Main focus

Politi and Street 2011182 Development of
a model

Not appropriate Not applicable Not appropriate Collaborative decision-making

Robben et al. 2012183 Qualitative Not appropriate Frail older people Community PDA

Ruggiano et al. 2016184 Qualitative Not appropriate Older people Community HCPs views on SDM

Sanders et al. 2016185 RCT Training in SDM GPs Primary care Training in SDM

Schaller et al. 2015186 and
Schaller et al. 2016187

Before/after eHealth portal Family caregivers Memory clinic in
secondary care

Patient/carer views or preferences

Schuling et al. 2012190 Qualitative Not appropriate HCPs Primary care Patient engagement

Shay and Lafata 2014188 Qualitative Not appropriate General population Community Identifying patient goals

Sheaff et al. 2017189 Qualitative Not appropriate People aged ≥ 65 years, with at
least two LTCs

Primary care Patient electronic records and PCC

Tietbohl et al. 2015194 Qualitative Decision support
intervention

HCPs Community PDA

van Summeren et al. 2016192 Questionnaire Outcome prioritisation
tool

Frailty, multimorbidity Primary care Patient/carer views or preferences

Wrede-Sach et al. 2013193 Qualitative Not appropriate Older people Community Older people’s experiences of SDM

Zoffmann et al. 2008195 Qualitative Not appropriate PPl with diabetes mellitus and
nurses

Community and acute Interprofessional SDM

COPD, chronic obstructive pulmonary disease; CVD, cardiovascular disease.
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TABLE 11 Overview of programme theory

Programme theory Supporting evidence

CMO 1: systems that enable HSCPs to develop relationships with
patients and carers, and with each other, and that allow them to
understand and assess individual needs and patient and carer
capacity to access and use care, will activate trust and engagement
leading to better outcomes for patients and carers

17,63,66–68,84,104,105,107,110,113,117–119,144,155–157,160,162–165,168,171,

172,174,175,177–179,181–185,188,189,192,196–200,203

See Report Supplementary Material 1

CMO 2: systems that are organised to support and prioritise SDM will
lead to HSCPs feeling supported (and equipped) to engage in SDM,
resulting in SDM becoming part of the culture of care

17,25,31,66,67,107,110,157,162–165,167,168,177,182,183,185,189,200,202,203

See Report Supplementary Material 2

CMO 3: people with complex health and care needs, and their family
carers, are likely to need support, such as appropriate decision tools,
and space and time to ask questions and discuss options, in order for
them to be willing and able to participate in SDM

25,31,69,103,108,112,115–117,120,121,153,158,159,165–167,170,171,173,

175–177,180,186,187,192,196,197,200,204,207

See Report Supplementary Material 3

CMO 4: a wider cultural change that includes SDM [e.g. family-
centred approaches, changes in power dynamics and patients and
carers taking (or sharing) responsibility for their health and the
decisions that affect them], triggers the development of a shared
expectation of (and familiarity with) SDM among patients, carers and
HSCPs leading to improved patient outcomes

25,31,103,104,107,114,116,118,120,164,168,177,200,202

See Report Supplementary Material 4

TABLE 12 Examples of supporting evidence from stakeholder interviews

Programme theory/supporting evidence

CMO 1: reflecting patient and carer values

Patient capacity to
access and use care

It [refers to SDM] makes it easier to avoid situations where people either don’t understand what
the medication that they’re being prescribed is for, when to take it, how to adjust it with other
medication that they may be on, and so on. It can lead to . . . to a plan which is grounded in
shared expectation.

SH06

Interprofessional
approaches to PCC

So whether someone is seeing one clinician all of the time and over time making a number of
decisions, or if they’re being seen in five different clinics over the course of whatever, the fact
that that ethos of person-centeredness is embedded across that, you know, and their information
shared and they build on it . . .

SH15

Patient feels involved
and engaged

. . . when you’re offered an opportunity to discuss your own care you feel as proud as anything . . .
SH02a

Patient-centred
approaches

. . . he then saw where we were going with his treatment . . . he was an active participant
whereas before he’d been very much, ‘No, I don’t want to do this, I don’t want to do that.

SH10

Goal-setting I think the Year of Care Programme is another example of that, which was started in diabetes
which focused on, you know, care and support planning, that’s how they framed it but
essentially is about people making decisions together about what matters to them, setting their
goals and then making decisions about what treatments and other things will support that.

SH15

Adherence From the clinicians’ point of view, the benefits [refers to SDM] are that there’s an increased
likelihood of adherence to clinical plans and to prescribed medicines. It leads to better use of
resources . . .

SH06

Feeling valued The consultant even phoned me at home and said, ‘This is what’s happening, this is what we
need to do,’ so I was fully involved when my mum, you know, lost capacity for those few days,
and I felt very valued . . .

SH07a
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TABLE 12 Examples of supporting evidence from stakeholder interviews (continued )

Programme theory/supporting evidence

Continuity: individual
and system based

. . . when you’re talking about allowing them to develop the relationship, are we thinking about
continuity over time or are we thinking that actually we’ve just got a system that supports
person-centred care and that values that as part of any consultation.

SH15

CMO 2: systems to support SDM

Risk . . . on Monday that I had, a patient who has quite significant dementia who’s in her 90s, and
there’s a lot of sort of indecisions about where, whether she should be at home, whether she
should be in a care home or supported accommodation. There are clearly, you know, now some
risk issues by her remaining at home on her own, but, you know, after a lot of sort of decision
and discussion, I guess, you know, the decision was that it’s best, that’s where she was best to
be even though we were all expecting some degree of risk . . .

SH03

. . . she said, ‘No, I don’t want to take any tablets, thank you very much. I know the risk.’
That’s fine . . .

SH10

System-based
approaches

. . . we work with clinical colleagues here who do that [send results to patients before a
consultation] in diabetes a lot and that works well and it just seems to make sense doesn’t it?
You don’t go along to your bank manager and have a discussion about your bank account
without knowing what your balance is . . .

SH20

. . . crucially, the patient is able to see the outcomes of all of those tests in advance of their care
planning discussion, which means that they’re able to think about what that means for them,
and a good care planning template will have on the front some free text boxes which ask
questions like, ‘What’s most important to you to discuss in the care planning conversation?’
‘Have there been any changes since we last spoke that you’d like to raise?’ ‘Do you have any
questions?’ and so on, which means that the conversation, alongside taking into account the
person’s clinical needs, also gives an invitation, I suppose, to the person, to feed in the other
aspects of their life . . .

SH06

CMO 3: preparing for the SDM encounter

Family involvement So if you’re doing a care planning meeting with an older adult with multiple conditions that you
give them a chance to have a think about it, often with their family member as well.

SH10

Choice So it’s not about what people want, it’s about where there are options, understanding, so the
patient and carers need to understand what the options are, you know, what the risks, the
benefits, the consequences of the different options are and they need to understand what’s
important to them in deciding between them.

SH20

Asking questions . . . the provision of really high-quality information for people, we know that that makes a really
significant contribution for people, increasing their confidence, potentially increasing their levels
of literacy, in terms of their understanding of their condition and how it impacts on their life, but
also being more confident to ask the questions that they need to from their clinicians, and to
offering their own perspective . . .

SH06

. . . there was a video for patients and there was the ‘ask three questions’, materials that were
used throughout . . . showing the video on, you know, in the waiting room in the GP’s surgery or
whatever, that actually that had little or no impact on increasing the likelihood of patients asking
those questions of their health care professional, but where it did have an impact is that it meant
that the clinicians were much more likely to prompt patients around those questions.

SH15

Medical authority . . . my parents, because they were both in their 90s when they died, they would assume
somebody with, anyone medical had authority.

SH17

continued
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Context–mechanism–outcome 1: reflecting patient and carer values

Programme theory: systems that enable HSCPs to develop relationships with patients and carers, and with
each other, and that allow them to understand and assess individual needs and patient and carer capacity
to access and use care, will activate trust and engagement, leading to better outcomes for patients
and carers.

The components of this CMO can be seen in Figure 4. The figure illustrates the interaction between the
contexts and mechanisms and the potential outcomes.

Understanding the needs and priorities of service users
Many studies recognise the importance of considering patients’ and, when appropriate, family carers’
preferences and values in the decision-making process,63,105,113,119,203 not least because ‘decision-making is
grounded in the personal and social context of an individual’s life’.105 Despite this, the evidence shows that
individual needs and circumstances of patients and their family carers are frequently not understood or
taken into account.107,157,179 In a systematic review observing the extent to which HCPs involve patients in
decision-making across a range of clinical contexts, the least observed behaviours were those that involved
enquiring about the patients’ preferences.107 This implies that interventions aimed at improving the
tailoring of care to patient preferences are needed. This is supported by the Making Good Decisions In
Collaboration (MAGIC) study,177 a 3-year project to test and identify the best ways to embed SDM into
routine primary and secondary care using quality improvement methods. In their training sessions, the

TABLE 12 Examples of supporting evidence from stakeholder interviews (continued )

Programme theory/supporting evidence

CMO 4: SDM as part of a wider cultural change

Power differentials . . . the power differentials are one of the bigger barriers to shared decision making and so it is
about recognising, it’s a fairly simple thing to say, but recognising there are two experts, that the
clinician who understands the options and the risks, the benefits, the consequences and so forth
and the patient who understands what’s important to them.

SH20

Change . . . how we have always framed, you know, our shared decision making and our
self-management work is that this was part of essentially a transformational change . . .

SH15

Wider change . . . there is no intervention that creates culture change, whatever it is, but it’s absolutely right
that it has to happen and that happens because all sorts of different things get aligned if you like
but that takes time and it has all the issues that you’ve already talked about around systems,
skills, attitudes, education, training, patient roles, all of those things need to be aligned . . .

SH20

Changing attitudes Yeah, so I think some of it will be attitude changes, I think some of it will be cultural. I think
some of it will come, so we are seeing shifts within new care models to, you know.

SH06

Culture . . . really good quality, shared decision-making, comes largely from the culture, and through
communication and between clinical teams and people . . .

SH06

Patient responsibility . . . changing attitudes and experiences of patients can be at times as much a barrier to shared
decision-making as the attitudes of the clinicians.

SH20

Attitudes . . . there are some really important attitudinal underpinnings that need to be addressed before
you can even do the skills training . . .

SH20

Reproduced with permission from Bunn et al.208 This is an Open Access article distributed in accordance with the terms of
the Creative Commons Attribution (CC BY 4.0) license, which permits others to distribute, remix, adapt and build upon this
work, for commercial use, provided the original work is properly cited. See: http://creativecommons.org/licenses/by/4.0/.
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researchers found that ‘the teams were generally already good at recognising options and discussing them
with patients, but there was potential to improve their communication of risk and the task of exploring
what matters to patients’177 (risk is discussed further in CMO 2). An observational study of people with
cancer and multimorbidities suggests that it is more important for HCPs to consider values that are stable
over time rather than goals and preferences that are more context or circumstance specific.63 This of
course assumes an ongoing and sustained relationship between service user/patient and provider.

Information-sharing difficulties and goal divergence may arise for any number of reasons. These include
HSCPs having difficulty identifying and explaining patient preferences,68,104 differences in the way patients
and clinicians interpret and frame the patient’s health problems,189 clinicians being reluctant to engage in
SDM when the patient’s preferences are not in line with clinical guidelines185 or when there are concerns
about safety or cognitive function.179

There are also system-level barriers. A qualitative study in primary care in the UK investigated gaps
between lay and medical discourse in care planning.189 It suggests that electronic records ‘can marginalise
aspects of care which lie beyond a biomedical focus or contractual requirements’.189 Patients’ narratives
could be misunderstood or reframed when they were formally recorded. A focus on a biomedical agenda
was also identified in a qualitative study exploring the extent of PCC and SDM with adolescents with
type 1 diabetes mellitus.175 It found that when patients tried to raise themes or concerns of their own, they
were often interrupted by professionals who were trying to restore a biomedical agenda.175 The authors
argue that health professionals concentrated on educating patients about biomedically optimal self-care
rather than considering the patient’s preferences and how these might affect adherence.

Several studies explored interventions aimed at helping to identify patient and carer preferences. A
qualitative study from the UK reported on the development of a primary care-based complex intervention
for patients with multimorbidity.181 The intervention involved establishing and maintaining therapeutic
relationships with patients and a person-centred approach. Patients appreciated the time, being able to ask
questions, being listened to and having their goals acknowledged. The intervention is due to be tested in a
cluster RCT. A RCT conducted in the Netherlands155 evaluated the impact of proactive care planning and

Continuity of care
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might change over 

time)
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Trust
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FIGURE 4 Summary of CMO 1: reflecting patient and carer values.
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goal-orientated integrated care. Although GPs reported some improvements (e.g. a perception that there
were fewer unexpected demands on care) there was no significant change in patient quality of life or
functional status and only a small improvement in satisfaction levels. A pilot study tested the feasibility of a
conversation tool for outcome prioritisation in medication reviews with older people.192 The tool increased
satisfaction with medication use and the authors contend that knowing the individual’s preferences
appears to deepen the patient–doctor relationship. However, the mean consultation duration was 31 minutes,
which, the authors caution, does not fit with routine medication reviews in family practice.

Developing relationships
Achieving SDM depends on building a good relationship in the clinical encounter.17,113,182,194 The ability to
build and maintain trusting relationships between HSCPs and patients/carers was seen as beneficial in the
implementation of collaborative approaches by staff157 and patients/service users165,171,178,181,183,188 and was
found to have an impact on patient and carer perceptions of the quality of care.109,162,164 A systematic
review109 found evidence of a positive association between the quality of clinician–patient communications
and adherence to medical treatments. For example, the odds of patient adherence were higher when
physicians had received communication training.109 Longer consultations and physician verbal behaviour
(such as exploring the impact of the condition or illness on the patient) have been shown to be associated
with increased trust.210

Trust is also facilitated by continuity of care.68,113,174 However, a long-standing relationship with a clinician
may lead a patient to assume that the clinician is aware of his or her values,159 whereas evidence suggests
that there is often a mismatch between patients’ and clinicians’ views. For example, a qualitative study179

investigated alignment of goals between people with multimorbidity, their family carers and HCPs, and
found that, although there were some common goals (such as maintaining independence), there was also
a significant amount of goal divergence. This was particularly the case when patients had significant illness
complexity, such as unstable/fluctuating health problems or cognitive decline, which posed immediate or
anticipated threats to the safety of the patient or carer/caregiver.179

The importance of ongoing relationships and the ability to reassess changing priorities were highlighted
in several studies. They were particularly important for people with complex needs or dementia as ‘the
dominant chronic illness shifts over time as conditions and treatments change, and re-prioritisation occurs’;105

decision-making responsibility may shift over time, from the person with dementia to the informal or family
carer/caregiver.172 A review to develop a communication model to enable greater understanding of patient-
centred communication and decision-making says that communication about complex medical issues often
occurs as ‘a series of conversations over time, with multiple clinicians involved.’182 In one review the authors
suggested that a failure to identify an association between empirical measures of SDM and health outcomes
is because most studies focus on a one-off encounter.68 They added:

. . . one discussion between a clinician and patient may not lead to improved health outcomes.
Instead, a long-standing relationship between a clinician and patient marked by patient-centred care
and SDM may affect outcomes over time.

Shay et al.68

Interprofessional working
Trust and partnership working between different HCPs were described as key to decision-making for older
adults with complex needs.156,161,172,178 Facilitators of relational coproduction and interprofessional working
(see Table 1 for definitions) include familiarity with one another and a history of working together, mutual
knowledge and understanding of disciplinary roles, trust and respect, a shared understanding of SDM and
effective communication between individuals (including different HCPs and patients and carers).84,162,199

However, few studies addressed an interprofessional approach to SDM, with most studies targeting a
single professional group.144 A systematic review118 of interventions to improve HCPs’ adoption of SDM
found that only three studies targeted more than one HCP.
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Légaré et al.84,93,144 have published several qualitative or descriptive studies exploring interprofessionalism and
SDM. They created a model to help health professionals envisage a common goal and enhance the contribution
of different health professionals to SDM.84,144 The model ‘factors in’ determinants at the individual or micro
level such as patient priorities, and at the meso and macro health-care system levels. Meso-level considerations
include the influence of individual team members’ professional roles and macro-level factors encompass
health policies and social context. A decision coach who is trained to support the patient’s involvement in
decision-making is seen as key to the process. They argued that by assigning particular tasks to specific
members of the team the process can become more efficient. A UK initiative ‘The Year of Care’ also involved
team members working together to facilitate decision-making.25 The initiative (which was piloted in over
50 practices in England) first focused on people with diabetes mellitus. Care planning involved an initial
consultation with a health-care assistant (HCA) to work out what the patient wanted to do and undertake
weights and measurements; there was then a second consultation with a GP or specialist nurse to make a care
plan. They reported improved patient experience and biomedical outcomes, although they suggested that it
may take 3–5 years for improvements to biomedical outcomes to become apparent.25

Several reports describe UK initiatives to promote interprofessional working and integrated care. For
example, a case study of structured medication reviews in care homes, involving residents, family members,
care home staff and HCPs provided qualitative evidence of the benefits of an interprofessional approach to
decision-making:198

It used to be just the doctor and the pharmacist talking to each other. But actually having everybody
round the table, it’s just wonderful. It’s a game changer in terms of the decisions you make.

Pharmacist

However, it was not always easy for GPs to attend these meetings. Evaluation of holistic primary care for
people with multimorbidities reported an increase in patient satisfaction and engagement and fewer
unplanned attendances at the practice (although how this was measured is not clear). The initiative
involved cross-discipline training and the involvement of all clinical staff and the patient and their family in
producing, monitoring and updating a care plan to focus on quality of life for the patient.200

Patient/service user outcomes
In CMO 1 we suggested that resources such as a person-centred approach, continuity, good relationships
between service users and providers and interprofessional collaboration in SDM lead to benefits such as
improved adherence and greater patient satisfaction. A systematic review110 including 43 RCTs found that
interventions to promote a patient-centred approach in clinical consultations generally had a positive effect
on a range of measures, although the impact on satisfaction, behaviour and health status was mixed.
Another review focused on PCP.66 It reported improvements in some indicators of physical and psychological
health status, and people’s capacity to self-manage their condition when in comparison with usual care. The
impact was greater when the intervention was more comprehensive, intensive and better integrated into
routine care.66

Systematic reviews of SDM have identified positive benefits to patients and carers such as feeling more
involved,117,119 an improved quality of life and reduced depression in carers,119 and improved affective
cognitive outcomes for patients, such as enhanced satisfaction and reduced decisional conflict.68 These
impacts (particularly on patient/service user satisfaction) are echoed in many of the other studies we
accessed.109 There is also some evidence that SDM leads to better treatment adherence.197 There is little
evidence, however, to suggest that there is an association between empirical measures of SDM and
health outcomes.68

Context–mechanism–outcome 1: summary
The evidence shows how systems that enable HCPs to develop relationships with patients/service users and
their family carers trigger feelings of trust, engagement and respect that can lead to improved outcomes
such as patient and carer satisfaction with services and decisions. The quality of individual clinicians’
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communication skills, and their ability to foster trusting relationships with older people and their families,
is fundamental to SDM. In addition, there is also a need for systems that promote continuity of care both
through ongoing relationships with one clinician (relationship continuity) and through system-based
approaches that develops ways of working whereby the patient is linked to multiple professionals
(management and informational continuity). SDM with older people with complex needs is likely to increase
appointment length. Although it is thought to improve adherence to treatment regimens, there is currently
little evidence to suggest a link to health outcomes or service use.

Context–mechanism–outcome 2: systems to support shared
decision-making

Programme theory: systems that are organised to encourage and prioritise SDM will lead to HSCPs feeling
supported (and equipped) to engage in SDM, resulting in SDM becoming part of the culture of care.

The premise of this CMO is that SDM may be conducted in a context in which it is not seen as a priority.
Therefore, for older people with complex conditions SDM is hindered by the risk and uncertainty associated
with complex conditions, and systems and structures that block communication between patients and the
different professional groups involved in their care. The programme theory is explained in Figure 5.

Organisation support
The MAGIC study177 supported the link between organisational buy-in (e.g. identifying SDM as an
organisational priority) and an increase in HCP engagement with, and prioritisation of, SDM. It also affects
patients’ perceptions that the health-care organisation and clinicians want them to be involved.177

However, although SDM is a core part of policy in many countries, including the UK,211 at a service level,
systems are not in place to incentivise or appropriately reward patient-centred practices and SDM.17,177
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FIGURE 5 Summary of CMO 2: systems to support SDM.
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Systems to support shared decision-making
In the UK, the Year of Care initiative aimed to improve care for people with LTCs. A report from one
practice in North East England31 described the implementation of this initiative for people with multiple
LTCs (the ages of participants were not specified). Although the report does not provide data on patient
outcomes, the staff felt that it improved the quality of conversations with patients. The report documented
key stages in the SDM process, such as preparatory work before the actual consultation with the GP,
when relevant information about the patient is gathered by other members of the primary care team.
Appointments are longer than normal, with the length of the appointment being adapted to reflect patient
needs. In addition, all chronic disease monitoring is combined into one annual review, which involves a
collaborative consultation, based on SDM and self-management support, via care planning.31,200 A qualitative
study on information sharing also supports the idea of looking at health as a whole rather than in a series of
reviews focusing on specific chronic diseases.189

In the Year of Care approach adopted by one practice in the UK,200 patients are sent relevant test results
before the consultation. This is an increasingly common practice in the UK. We found no formal evaluations
of this approach. Although a report from a GP practice in the UK said that despite concerns that such an
approach would increase patient anxiety and generate more work for clinic staff, this has not been the
case. It stated that ‘people are keen to have their own information and value the recognition that gives
about their involvement’.200

Managing risk and uncertainty
Several studies highlighted the way that perceptions of risk or uncertainty affect decision-making. A paper
on collaborative decision-making concluded that the uncertainty that complicates medical decisions is rarely
explicitly addressed in decision support tools or medical consultations.182 One paper discussed the importance
of addressing uncertainty in SDM and proposed an uncertainty toolbox that includes the principles of
honesty, recognition of emotion, hope, support/co-ordination of care, willingness to readdress issues, respect
for personal decisions and the acceptance that a lack of decision is possible.202 A cluster RCT tested a SDM
training programme for newly qualified GPs in the UK. The training involved two aspects: (1) SDM training
and (2) training in risk communication. The authors stated that doctors’ confidence and satisfaction with the
process were greater if they received the risk communication training before the SDM training.167 However,
the risk communication training was based on four discrete conditions and the study excluded people aged
≥ 75 years.

Training
The need for enhanced communication skills for clinicians was a common theme across the papers.66,107,110,113,168

For example, a review of qualitative studies suggested that GPs need better communication skills, particularly
when working with patients with complex needs.68 A number of the included studies evaluated the impact
of training for HCPs on SDM. A review of interventions for providers to promote a patient-centred approach
(of which SDM was seen as an important component) in clinical consultations found ‘generally positive effects
on a range of measures relating to clarifying patients’ concerns and beliefs; communicating about treatment
options; levels of empathy; and patients’ perception of providers’ attentiveness to them and their concerns
as well as their diseases’.110 Short training (< 10 hours) was as successful as longer training.110 Another review
evaluating interventions to promote SDM found that interventions targeted at HCPs did lead to an improvement
in SDM. Interventions that targeted professionals as well as patients were considered more effective than
interventions that targeted only one of these groups.118

A cluster RCT of a SDM training programme for newly qualified GPs in the UK found that, although
training increased GPs’ SDM skills (measured on the option scale), there were no statistically significant
changes in patient-focused outcomes.167 The length of the consultation and being seen in a protected
environment were linked to greater patient confidence in the decision and expectation to adhere to their
chosen treatments. A more recent RCT of SDM training for GPs found that, although trained GPs exhibited
less paternalistic decision-making, they were not judged (according to the control preference scale) to have
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engaged in SDM.185 The study did not consider the impact on particular subgroups of patients such as
older people or those with complex health needs.

In a discussion piece, Elwyn et al.17 argued that the best way for clinicians to learn SDM skills is using
simulations. This was supported by evidence from the MAGIC study in the UK. They reported that
interactive skills training workshops based on a SDM model helped build coherence, improving skills and
promoting positive attitudes. They added that role play-based training, which emphasised practical skills,
worked better than theory-heavy presentations. It was also considered important that clinical teams were
able to develop a shared understanding of how SDM might differ from their current practice.177 The impact
on patients was unclear as the authors reported that ‘we found it difficult to identify or develop suitable
patient reported measures to capture experience of shared decision making’.177

Context–mechanism–outcome 2: summary
There is evidence that organisational support, appropriate training for HCPs and system-based aspects,
such as longer appointments, lead to HCPs feeling more supported and having the confidence to engage
with SDM. It can also result in increased patient satisfaction with decision-making because they feel that
service providers are attentive to them and their concerns. There is a lack of studies addressing
interprofessional approaches to SDM or the training needs of providers other than doctors.

Context–mechanism–outcome 3: preparing patients, carers and health
and social care professionals for the shared decision-making encounter

Programme theory: people with complex health and care needs, and their family carers, are likely to need
support, such as appropriate decision tools and space and time to ask questions and discuss options, in
order for them to be willing and able to participate in SDM.

Many patients, particularly those with complex needs and LTCs, are likely to find engaging in SDM
difficult. Our CMO explores how interventions might provide resources that enable these barriers to be
overcome. The programme theory is explained in Figure 6.

Decision aids
Much of the literature we found on preparing patients and carers relates to the use of PDAs (see Appendix 2
for more details of these studies). PDAs are tools designed to help people participate in decision-making
about health-care options. They provide information on reasonable health-care options and are designed
to help patients clarify and communicate the personal value they associate with different features of the
options.212 They differ from health education information because they focus specifically on the decision
to be made.20 Systematic reviews provide good evidence that PDAs can have a positive impact on patient
knowledge, decisional conflict, informed choice, participation in SDM and decision self-efficacy,20,69,103,108,116,121

including for those who are socially disadvantaged.69 Potential mechanisms relating to the likely benefits of
decision aids include patients becoming more engaged,69 greater decisional self-efficacy,69 a greater feeling
for patients that they are involved in decisions,167 and that ‘being offered the opportunity to prepare
for a meeting is seen as an indicator of mutuality’.171 However, those same systematic reviews provide little
evidence that decision aids improve health outcomes or patient adherence.

Older age, depressive symptoms and difficulties with the activities of daily living are associated with
decreased patient activation;170 interventions may therefore need to be tailored to older adults’ level of
patient activation and address issues such as depression.170 A review of decision aids for older people
reported that they improve older adults’ knowledge, increase their risk perception, decrease decisional
conflict and seem to enhance participation in SDM.121 These findings were supported by a patient-level
meta-analysis that looked at the impact of characteristics such as age on the efficacy of decision aids.108

They found no difference, however, in concordance with chosen treatment. The authors highlighted
several limitations of the current literature in this area; they found only one study108 in which the tool had
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FIGURE 6 Summary of CMO 3: preparing for the SDM encounter.
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specifically been designed for older people, most participants in the study were younger older people
(≤ 70) rather than the oldest old (≥ 80) and tools were not tailored to the needs of people with
multimorbidity. The authors argue that:

. . . it is doubtful whether it will ever be possible to provide relevant and evidence based information
tailored to all possible combinations of comorbidities in a single decision aid. This indicates that decision
aids for older adults might be most effective when combined with high quality patient-provider
interaction during consultation, with personal tailoring of the decision aid to the individual persons’
context.

van Weert et al.121

In contrast, most of the tools included in the review were designed to be used by the patient at home or
in a research interview rather than as part of a routine consultation with a clinician.

Although decision aids are seen to have advantages, a number of studies also outlined potential problems
with their use. In the MAGIC study177 the authors noted that a key finding of their programme was that
‘skills trump tools, and attitudes trump skills’. They argued that:

. . . there will never be decision support tools for every decision; nor will every patient find them
acceptable or helpful. The skills to have different types of conversations with patients are paramount,
with or without an available tool.

Joseph-Williams et al.177

They concluded that short tools to use in the consultation are better than information sources used outside
the consultation because they are better at facilitating discussion between the patient and clinician and
are cheaper and easier to keep updated than an information source, such as a website. They cautioned,
however, that there is a risk that brief decision aids may be used purely to enhance information transfer,
rather than improving the way clinicians work with patients.

Another criticism of decision aids is that they do not address the essential first step of SDM, which is
preparing for the encounter.116 This includes perceiving the opportunity and personal ability to be involved,
both of which were very important in our programme theory. A qualitative study with people with mental
health problems suggested that ‘concrete aids for considering and contributing to the preparation of the
decision-making occasion might reduce power differentials’.171 However, in a systematic review of barriers
and facilitators of SDM, Joseph-Williams et al.116 argued that there is a need ‘to address the entry level
factors to SDM, such as subjective norms and patients’ roles, before secondary process factors such as
information provision and value clarification’.116 In addition, several studies proposed that the provision of
decision aids will not necessarily mean that they are used, or, if they are used, that they will lead to SDM.114,166

Coaching
Another proposed way to help people in SDM is via coaching or facilitation. Studies on patients with
cancer have found that when trained facilitators or navigators met with patients prior to their consultation
with a clinician, there was improved self-efficacy and reduced decisional conflict.153,173 However, one was a
feasibility study173 and in the other rigour was low.153 A systematic review of coaching or guidance as part
of SDM concluded that the evidence supports the use of coaching or guidance to better guide patients in
the process of thinking about a decision and in communicating their values/preferences with others. The
mechanisms inferred from the paper are that if you improve patients’ deliberation and communication
skills, this will lead to empowerment and thus patients will feel better supported. But the impact on
other outcomes, such as participation in decision-making or satisfaction with the option chosen is mixed.120

Moreover, the relevance of this review to our synthesis is only moderate as the studies mostly focused on
single issues, such as screening.

RESULTS
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Family-centred approaches
Research has underscored the importance of family-centred approaches for older people with complex
needs.58,213 However, similar to a previous realist review on engaging older adults in health-care decision-
making,113 we found few studies that considered the involvement of family members and friends in SDM.
A German pilot study reported on the development of a tailored e-health service for caregivers/carers of
people living with dementia and HSCPs.186,187 The aim of the tool was to facilitate communication between
HCPs and informal carers and to empower the carers. Although not aimed at SDM, the intervention
included an element related to preparation for doctors’ visits. The study suggested that such a tool might
help informal carers to feel more prepared for doctors’ visits (e.g. identifying questions).

One initiative to make it easier for patients and their families to engage in evidence-based decision-making
is ‘the three questions’ approach (AskShareKnow).214 Patients are encouraged to ask the following: what
are my options? What are the benefits and harms? And how likely are these?214 These questions have
been shown to improve the information given by family physicians and increase physician facilitation of
patient involvement. The authors considered the approach to be a potentially powerful intervention for
affecting physician behaviour without affecting the length of the consultation.214 It is possible that the
approach may be less successful with adults with lower-than-general levels of literacy.215

Permission/space to discuss options
Key to CMO 3 is that SDM is undertaken in a context in which HSCPs, patients and their families are able
to discuss the value and effectiveness of proposed treatments and to set the agenda. A positive example
of this comes from the Year of Care initiative, which described patients feeling free to ask questions,
meaning that they feel that HCPs are interested in them as people and not just in the condition. The report
added that the agenda-setting prompt had given patients permission to talk about things.31 This ties in with a
key part of our CMO: that interventions or programmes need to create a culture that enables people to ask
questions without feeling judged. Longer consultations are linked to greater patient satisfaction and improved
SDM,31,107,157,165,181,183,192 which is likely to be related to the opportunity for patients to ask questions and ‘feel
listened to’.165,181 Patients also want to feel respected.178,188

However, there is evidence to suggest that clinicians’ attitudes act as a key facilitator or barrier to
SDM.116,177 A study of older people’s experiences of health-care decision-making found that participants
often felt unable to make their needs heard because clinicians rushed them or ‘closed them down’.159 A
qualitative study of information exchange in consultations found that patients and HSCPs may not be able
to reach a shared understanding because HCPs omitted relevant information or because patients often
omitted relevant context or preferences during a consultation.158 Older people may be reluctant to voice
their concerns or openly disagree with a doctor but instead avoid conflict by choosing not to adhere to
prescribed treatment.159

Understanding that there is a choice
Studies have illustrated that the presentation of choices can substantially influence the decisions people
make. For example, framing risk in survival rather than mortality terms increases the probability that
patients will consent to an intervention.207 Moreover, older people may not always be aware that there is
a choice to be made.159 A qualitative study with older people receiving dialysis found that patients were
often unaware that dialysis initiation was voluntary and held mistaken beliefs about their prognosis.180

Clinicians may find it difficult to present choices to patients because they are trained to display confidence
to patients. Their own discomfort with uncertainty might lead them to engage in more paternalistic styles
of decision communication.182

In some instances, the choice being made may be constrained by resource limitations, health-care policies
or evidence-based recommendations (such as guidelines). A qualitative systematic review of decision-
making communication practices found that even when there is no alternative, exploring patients’ choices
and reasons can validate the patients’ participation and mean that they have still ‘participated in the
decision making process’.117 They added that pursuing agreement without engaging with patients’
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reasoning may be treated as coercive. This was echoed in a knowledge synthesis182 of medical decision
making which concluded that:

Achieving shared mind will be more difficult when patient preferences are counter to the strongest
clinical evidence. Under these circumstances, quality decision making will depend not only on clinician(s)
and patient becoming aware of and understanding the other’s position, but also engaging in a dialogue
to find common ground, identify and reconcile differences, and negotiate or compromise to reach a
collaborative, agreed-upon decision.

Politi and Street182

The subject of coercion was also explored in a discussion paper that considered whether or not ‘clinical nudges’
are ever compatible with SDM. The authors argued that in instances in which patients do not have authentic
preferences, clinicians are justified in using nudges in accordance with the best interest standard (e.g. the
ethical requirement that people who care for others will do so in good faith, placing their assessment of that
person’s best interests above their own).207

Context–mechanism–outcome 3: summary
Older people with complex health needs are likely to need support to participate in SDM. Although the
evidence suggested that interventions, such as decision aids and coaching, can improve involvement in
SDM, the impact on adherence or health outcomes is not proven. Moreover, most tools were not designed
(and have not been tested) for the oldest old. Evidence suggests that if tools are used they need to be
brief, designed for use within a consultation and focused on facilitating discussion between the patient,
family carer and HSCP. The right culture, that allows people time to ask questions and to discuss options,
and staff with positive attitudes towards SDM are likely to be more important than tools for older people
with complex health and care needs.

Context–mechanism–outcome 4: shared decision-making as part of a
wider culture change

Programme theory: shared decision-making will only have a significant impact if it is part of a wider
cultural change [e.g. family-centred approaches, changes in power dynamics and patients and carers
taking (or sharing) responsibility for their health and the decisions that affect them], that triggers the
development of a shared expectation of (and familiarity with) SDM among patients, carers and HSCPs.

The context for this CMO is the way current health and social care culture and norms, and power
imbalances between HCPs and patients and their family carers, can act as barriers to SDM. Significant
professional, patient and carer resources are needed to provide enough leverage to overcome those
barriers and improve service user outcomes. CMOs 1–3 all feed into CMO 4. The programme theory is
explained in Figure 7.

Time and resources
The programme theory outlined in CMOs 1–4 puts forward many barriers to SDM and it is clear that relying
on individual clinicians or patients to implement SDM without system-based support is unlikely to be
successful or sustainable.114,116,118 Several of the papers we included have described system-based changes
that involve person-centred, integrated approaches to people with LTCs,25,31,164,200 of which SDM is an integral
part. A report describing the implementation of the Year of Care initiative in the UK suggested that valuing
the development of staff is as important as valuing the expertise and lived experience of the patient.31 This
initiative reported increased staff and patient satisfaction.25,31,200 One site reported that the quality outcomes
framework (QOF) figures had not been negatively affected by the new ways of working.200 Overall, it is
suggested that similar initiatives (data not given) will take 2 or 3 years to make a difference to clinical
outcomes as ‘habits of both patients and professionals die hard and engagement increases over a number
of care planning cycles’.200 This is reflected in our programme theory, which argues that familiarity and a
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shared expectation of new ways of working (which include SDM) are crucial, but these are likely to take time
to develop.

Patient activation or engagement
The willingness or ability of patients to participate in SDM is a key contextual factor in our programme
theory (see CMO 3). This is supported by the literature107 and also underscored by our interviews with
stakeholders. In general, the consensus is that the majority of older people would wish to be involved in
decision-making104 but in practice they are often not encouraged to participate in SDM.104 Reasons for this
include limited time, poor continuity of care, environmental conditions, organisational inertia, a biomedical
focus, concern about disruption to routines, clinicians’ belief that they are already practising SDM and power
imbalances.114,116,168,202,216 Patients may feel unable rather than unwilling to share in decision-making.116,177

Joseph-Williams et al.177 suggested that, for older patients, their previous experiences are likely to give them
an expectation of a paternalistic approach from clinicians. Although many SDM initiatives involve giving
patients more information, this alone is not enough; patients need knowledge and power to participate in
SDM.102,116 A systematic review of patient-reported barriers to, and facilitators of, SDM suggested that power
may be linked to perceptions of permission to participate in decision-making, perceived influence on
decision-making, confidence in own knowledge and self-efficacy in SDM.116

Outcomes
A systematic review of tools to promote SDM in serious illness suggested that decision aids have the
potential to reduce health-care intensity and costs by decreasing unwanted major high-cost interventions
or hospitalisations but that these outcomes have not been studied.103 Another review suggested that as a
result of SDM, patients tend to choose more conservative options.20 One particular area in which there has
been overlap between SDM and care for older adults with complex needs (which has a potential impact on
resource use and patient outcomes) is around medication and, in particular, deprescribing. Deprescribing
has been defined as ‘the process of withdrawal of an inappropriate medication, supervised by a health
care professional with the goal of managing polypharmacy and improving outcomes’.217 Inappropriate
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provided with time and

resources for SDM
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participate in DM

Familiarity/shared
expectation of SDM
process (develops

over time)

Improved patient
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patient and carer
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FIGURE 7 Summary of CMO 4: SDM as part of a wider cultural change. Reproduced with permission from
Bunn et al.208 This is an Open Access article distributed in accordance with the terms of the Creative Commons
Attribution (CC BY 4.0) license, which permits others to distribute, remix, adapt and build upon this work, for
commercial use, provided the original work is properly cited. See: http://creativecommons.org/licenses/by/4.0/.
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medication would include that which does not fit with the goals of treatment, does not align with patient
values or is overly burdensome.218 Although this was not the focus of our review, we did consider several
studies that focused on deprescribing in a context of SDM. A project in care homes in the UK investigated
structured pharmacy reviews for older adults.198 The reviews, which involved the pharmacist, patient, family
carer, GP and care home staff, significantly reduced unnecessary prescribing across care homes and
reduced the risks of harm to residents caused by medication.

Context–mechanism–outcome 4: summary
We suggest that SDM is likely to be most effective when it involves service providers who have the right
skills, attitudes and tools, working in systems that are structured to support service providers and users to
engage in SDM. Key to this is a culture that involves person- (and family-) centred approaches. Although a
shared expectation of, and familiarity with, the process is essential to its success, this is likely to take time
to develop. The evidence indicates that such approaches may lead to improved service user and provider
satisfaction with services and with the quality of decisions, but there is little research on the impact on
health-related outcomes.

Chapter summary

The CMOs presented in this chapter are evidence-based statements that identify interventions, or elements
of interventions, that are likely to promote SDM with older people with multiple long-term health and
social care needs and their family carers. It identifies how they are thought to work, on what outcomes,
and why, in some instances, they may not work. The CMOs are presented individually but in practice they
are integrated and interactive. The implications of the results are explored further in the next chapter.

RESULTS
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Chapter 4 Discussion

This chapter includes text from Bunn et al.208 This is an Open Access article distributed in accordance
with the terms of the Creative Commons Attribution (CC BY 4.0) license, which permits others to

distribute, remix, adapt and build upon this work, for commercial use, provided the original work is
properly cited. See: http://creativecommons.org/licenses/by/4.0/.

The overall aims of this study were to provide a context-relevant understanding of how models to facilitate
SDM might work for older people with multiple health and care needs, and how they might be applied to
integrated care models. We used an iterative three-stage approach that optimised the knowledge and
networks of the research team and that was guided by the RAMESES criteria for realist review.72 In this
chapter we start by giving an overview of the findings and their implications. We then discuss the
limitations of the study and conclude by outlining suggestions for practice and future research.

Summary of findings

There is a lack of evidence relating to older people with complex needs and SDM. Only 29 of the 88
included items were specifically focused on older people or people with multimorbidity or a LTC (see Table 2)
Furthermore, the majority of these studies were qualitative or observational rather than quantitative
evaluations of interventions. The rest of the evidence related to HSCPs (e.g. relating to training needs or
attitudes towards SDM), younger populations or the ages of the participants was not specified. This evidence
was included, however, because of the opportunities provided for transferable learning.

Despite the constraints of the current evidence base we were able to develop an explanatory account of what
SDM should look like for older people with complex health and care needs. The theory draws on four CMO
configurations that together provide an account of what needs to be in place for SDM to work for older
people with complex needs (Table 13). The configurations highlight the importance of understanding patient
and carer values, the organisation of systems to support SDM, the need to support and prepare patients and
family carers to engage in SDM, and the need for wider cultural changes of which SDM is a part. The CMOs
are grounded in evidence from the literature and stakeholder perspectives. Although designed to be specific
to older people with complex needs, the CMOs are also likely to be relevant for other patient groups living
with long-term and complex conditions.

Key features of programmes

Context
The CMOs highlight several contextual factors that are likely to affect the success or otherwise of
interventions or programmes to facilitate SDM with older people with complex health and care needs.
These operate at individual, team and broader organisational levels (Figure 8):

l At the macro or broader organisational level, a key context is to what extent systems legitimise and
prioritise SDM for people with complex needs. Evidence from this review suggests that, for SDM to
become embedded, there needs to be a level of organisational support that will trigger confidence in
HSCPs that SDM is an organisational priority.114,219

l Meso-level factors relate to the way the team is organised and the extent to which services support
and resource professionals, patients and family carers to have the time and skills necessary to be able
to engage in SDM.

l At the individual level, there are specific requirements needed of the workforce so that they can work in
partnership with patients and family carers. For example, developmental needs around communication
skills and how they define their role as a health or care professional working with and for older people
over time. Maskrey and Gordon220 talk about the need for ‘a lifelong curriculum of learning’ in order to
develop a shared understanding with patients.
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Mechanisms
A realist approach argues that exposing the resources and reasoning within mechanisms and their
relationship to the context of their implementation is key to the evaluation of a complex programme of
change.221 Mechanisms are dynamic and may be interacting with each other;222 for example, in our
programme theory, trust in HSCPs is likely to operate in parallel to patients and carers feeling heard and
respected. In addition, what is seen as a mechanism or outcome, in one CMO, such as SDM becoming
embedded, may, in turn, become a context in a subsequent CMO.223

Our review suggests that interventions or programmes to promote SDM between HSCPs and older people
with complex needs will have a greater chance of ‘working’, that is, engaging people in SDM and
potentially improving satisfaction and health outcomes by paying attention to those activities or contexts
that engender the following mechanisms:

l Trust between patients, family carers and HSCPs.
The evidence60 suggests that relationship continuity (e.g. a continuous therapeutic relationship with one
or more health professionals over time), is an important resource that engenders trust and the related
mechanism of confidence in patients and family carers. This requires face-to-face contact to encourage
the person to participate in SDM.

Individual (micro) level

•  HSCPs’ skills
    (e.g. communication skills)
•  Attitudes
    (e.g. towards SDM)

Team/organisational (meso)
level

•  Continuity
•  Person-centred approaches
•  IP working
•  Space/time/culture
•  Tools

System (macro) level

•  Organisational and national
    policies
•  Support from leaders
•  Social contexts (subjective
    norms and patients’ roles)

FIGURE 8 Summary of contextual factors at individual, team and system levels. IP, interprofessional working.

TABLE 13 Summary of the four CMO configurations that inform the programme theory

Name of CMO Details of CMO

1. Reflecting patient and carer
values

Systems that enable HSCPs to develop relationships with patients and carers, and with
each other, and that allow them to understand and assess individual needs and patient
and carer capacity to access and use care, will activate trust and engagement leading
to better outcomes for patients and carers

2. Systems to support SDM Systems that are organised to support and prioritise SDM will lead to HSCPs feeling
supported (and equipped) to engage in SDM, resulting in SDM becoming part of the
culture of care

3. Preparing patients and family
carers for SDM

People with complex health and care needs, and their family carers, are likely to need
support, such as appropriate decision tools, and space and time to ask questions and
discuss options, in order for them to be willing and able to participate in SDM

4. Wider cultural changes that
includes SDM

SDM as part of a wider cultural change [e.g. patient- or family-centred approaches,
changes in power dynamics and patients and carers taking (or sharing) responsibility
for their health and the decisions that affect them], that triggers the development of a
shared expectation of (and familiarity with) SDM among patients, carers and HSCPs,
leading to improved patient outcomes
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l Trust between HSCPs.
Evidence84 shows that in order for HSCPs to take an interprofessional approach to SDM there needs to
be trust and an understanding of each other’s roles.

l Confidence.
Confidence is an important mechanism for HSCPs, patients and family carers. When HSCPs know that
SDM is an organisational priority and that services are organised to facilitate person-centred approaches
to care they are more likely to engage in SDM. For patients and carers, confidence might be engendered
by interventions that increase their communication and deliberation skills (e.g. coaching, PDAs, longer
appointments) and environments that mean that they are not afraid of ‘doing the wrong thing’ or being
labelled difficult.224 Confidence may then in turn become a context that enables people to persevere
with SDM because they know that it is valued by those around them.

l Respect.
Strategies to foster SDM are likely to be most effective when they are based on person-centred
approaches that trigger a feeling in patients and family carers that they are respected, listened to and
understood.29,225 SDM is often conceptualised as an integral part of person-centred approaches to
care;110 indeed, it has been described as the ‘pinnacle of person centred care’.23 Respect among
different HSCPs as well as between team members and the patient is also vital for interprofessional
SDM. This includes a sharing of power among the team members so that all members can share
knowledge and communicate effectively.84

l Familiarity/shared expectation.
We suggest that confidence is also related to all parties (HSCPs, patients, family carers) being familiar
with the process of SDM and having a shared expectation of what this involves. Evidence (primarily
from stakeholders) indicates that this may take time as both sets of actors have to assimilate the core
assumptions of SDM and learn how to work together.200

l Permission to participate.
Programmes and strategies to promote SDM should also look to trigger a sense of permission so that
all parties (patients, family carers and HSCPs) feel that they are able to participate in SDM. This may
arise, for example, through knowing that SDM is an organisational priority.

Implications of the findings

Shared decision-making for older people with complex health and care needs
For those most reliant on health and social care support, such as older people living with frailty and/or severe
disabilities arising from LTCs, decision-making may be particularly complex. It requires consideration of
resource availability, the potential impacts of polypharmacy, the ability to obtain informed consent, the
capacity of patients to attend to health-care demands, the support networks available, potential safeguarding
issues and the appropriateness of individual treatments for people with multimorbidity. Initiatives to address
these have focused on aspects of care such as interprofessional working,226 case management227,228 and the
use of shared methods of assessment and planning (e.g. Comprehensive Geriatric Assessment).229 All of these
tend to be professionally initiated and directed. Although there is evidence230,231 that many older people and
their family carers would like to be involved in decision-making, there is little evidence that relates specifically
to SDM with older people with complex health needs. The overwhelming majority of the evidence on SDM
relates to decisions about single conditions (e.g. prostate cancer or diabetes mellitus). It is more difficult to
extrapolate this single condition-focused research to older people with multimorbidity. In addition, when
older people are involved they are generally not the ‘oldest old’.121 There is no consensus on how SDM should
be structured or who should be involved, and few studies considered the involvement of family members in
SDM when older people rely on them for ongoing support and care.

Person-centred approaches to health and care and consideration of the patient’s preferences and values is
central to the SDM process.29 For older people with complex needs, eliciting preferences is likely to involve
regularly revisiting decisions as the dominant illness, and priorities, may shift over time.105,172 However, the
evidence suggests that doctors are better at recognising and discussing options than eliciting patient
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preferences (see CMO 1). This may reflect the fact that different HSCPs conceptualise PCC in different 
ways.18,232 A review of literature on PCC suggests that, whereas the nursing literature tends to focus more 
on respecting patients’ values and beliefs in promoting PCC, the medical literature has devoted more 
attention to understanding the nature of the informed decision-making process between the doctor and 
the patient.232 What is not explored in the literature is whether or not integrated care and interprofessional 
working might enable different members of the MDT to draw on the skills of others in order to promote 
effective person-centred approaches to SDM.

The quality of individual clinicians’ communication skills, and their ability to foster trusting relationships 
with older people and their families, is fundamental to SDM. In addition, there is also a need for systems 
that promote continuity of care. Continuity can be achieved through an ongoing relationship with one 
clinician (relationship continuity) or a system-based approach that develops ways of working whereby the 
patient is linked to multiple professionals (management and informational continuity).60,233,234 The evidence 
would suggest that both need to be in place. Informational continuity is, however, often hindered by 
electronic systems not set up to record information relating to patient preferences and goals. For example, 
a study of record keeping in UK primary care found a gap between patients’ oral narratives and the way in 
which these are understood and recorded by clinicians. This suggests that universal adoption of electronic 
patient records in their present state will not alone achieve informational continuity between organisations.189

Enabling older people to participate in shared decision-making
Context–mechanism–outcome 3 relates to the need to help prepare and support patients and their family 
carers to engage in SDM. This is likely to be particularly important for older people with complex needs, 
as older age, depression (which is often linked to LTCs) and difficulties with activities of daily living are 
associated with decreased patient activation.170 The evidence highlights key contextual factors such as 
longer consultations, clinicians’ communication skills and a culture that allows people to ask questions 
without feeling judged. These are likely to lead to an increased ability and willingness to engage in 
decision-making through mechanisms such as feeling respected and understood.

Much of the literature on preparing patients and carers relates to the use of PDAs. Although there is some 
evidence that PDAs may enhance participation in SDM and decrease decisional conflict, very few studies 
include the oldest old, and tools are not designed for use with older people or those with multimorbidities.121 

Moreover, PDAs on their own are unlikely to address what Joseph-Williams et al.116 calls the entry-level 
factors to SDM, such as subjective norms and patients’ roles. For older people, subjective norms235 may 
include the perception that there is a right and wrong decision, or that decisions should be made by doctors. 
HSCPs should actively consider the possibility that older people may be more hesitant than other age groups 
to express a wish that they feel is counter to that of the clinician,159 and that their attitude towards SDM may 
be affected by past experiences of a paternalistic approach from clinicians.116

Patient decision aids for older people are likely to be most effective when used as part of face-to-face 
interactions, ongoing patient–clinician relationships and patient-centred approaches.236 Hargraves and 
Montori237 argue that the real work of SDM is ‘collaborative deliberation in the face of uncertainty’237 

which happens within the encounter between patients and doctors. Although this is a narrow 
conceptualisation of SDM, excluding family carers and other types of HSCPs, it does emphasise the 
importance of the conversation and the need to understand how factors such as decision aids, clinician 
skills, patient power and uncertain scientific evidence interact in the SDM encounter.237

Shared decision-making and the new models of care
Many health-care systems, including the English NHS, are moving towards a more interprofessional health-care 
team-based approach.8 In integrated care sites, decision-making and communication may need to be negotiated 
between, and communicated to, multiple HSCPs and personal assistants directly employed by care users, as well as 
patients and their family carers. Despite this, the vast majority of the SDM literature relates to encounters between 
a single clinician (usually a doctor) and a patient, and there is a lack of studies addressing interprofessional 
approaches to SDM.118 In addition, when studies address the skills and attitudes needed for SDM, these focus
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almost exclusively on doctors. For interprofessional SDM to work, the development, and involvement, of all staff is
important and power imbalances need to be addressed.25 Doctors’ real and symbolic power is still strong and may
be a barrier to interprofessional decision-making.84

The literature does provide some examples of how decision-making might be negotiated between a
patient and several clinicians. For example, a case study of medication reviews in care homes involved
meetings between residents, family members, care home staff, a pharmacist and (when possible) a GP.191

Another example of an interprofessional approach to care planning (which involves SDM) comes from the
Year of Care initiative when care planning involved a first consultation with a HCA who helped the patient
work out ‘what they want to do’ followed by a second consultation with a GP or specialist nurse to make
a care plan.25 Both reported positive outcomes.

Légaré et al.84,144 have developed a model of interprofessional SDM, which incorporates the use of a
decision coach who is trained to support the patient’s involvement in decision-making. They suggest that
the decision coach could be a member of the team, such as a nurse or a therapist. A lack of time is a
commonly cited barrier to SDM114,116 and the employment of members of the MDT as coaches could create
more space and time for SDM. Although there is evidence to support the use of coaching to aid patients
in the decision-making process, we found little evidence specific to older people with complex needs.
In addition, the model proposed by Légaré et al.84,144 does not appear to have been tested in practice;
forward citation tracking from these papers suggests that the literature continues to be descriptive and
explorative rather than describing the development and evaluation of interventions to promote
interprofessional SDM. Although it is suggested that interprofessional approaches to SDM could improve
quality of care by fostering continuity in the decision-making process, this has not yet been tested.144

Shared decision-making and the reduction of unnecessary health services
There are several different paradigms underpinning SDM.13 Imperatives behind SDM include policy drivers,
moral arguments, the need to address uncertainty, the wish to deliver PCC and the potential for SDM to
increase patient activation leading to improved self-management of LTCs and, in turn, improved health
outcomes. There is also a suggestion that SDM can be used as a tool to reduce resource use or unnecessary
treatment.143 All of these assumptions are apparent in the literature although perhaps the strongest is that
SDM (either on its own or as part of PCC) is morally right.

There was some evidence from the literature of a crossover between SDM and campaigns to reduce the
use of harmful or unnecessary health services. For example, the Canadian initiative ‘choosing wisely’
includes in its framework the need for supporting SDM at the clinical level,238 and the promotion of better
conversations between patients and physicians to facilitate informed decisions.239 However, an evaluation
of the ‘choosing wisely’ literature suggests that this does not meet criteria for SDM documentation
because the patient materials presented imbalanced information and most did not provide an opportunity
to clarify patient values and preferences.145 It is also possible that if such approaches are seen by patients
and family members as a way of rationing care or denying access to treatment, then it would be difficult
to trigger the important mechanisms of trust and confidence needed for SDM.

Changing the culture
In CMO 4 we suggest that SDM needs to be situated in a context of wider changes in the culture and
organisation of health-care systems. This CMO incorporates components from the previous CMOs, such
as organisational resources (time and space), systems to support SDM and skills development through
continuous practice development. These wider changes are important to trigger mechanisms such as
familiarity and confidence. This familiarity, which develops over time, is necessary for both HCPs and
patients and their families. It includes an understanding that patients and (when appropriate) their family
carers have responsibility for their health and the decisions that affect them. Theories of organisational
readiness for change in health-care settings suggest that, in order for change to occur, members of an
organisation need to feel committed to implementing an organisational change and confident in their
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collective abilities to do so.240,241 Such confidence is linked to an understanding of how to implement the
change, having the available resources and current situational factors.

Clearly important to CMO 4 are person-centred approaches, and we suggest that desirable outcomes of a
SDM approach would be that care is organised around the needs of the patient and family carer and that the
patient’s priorities are incorporated into actions, notes and care plans. McCormack and McCane86 argue that
PCC is about having a specific person-centred culture rather than PCC by itself, and that it should be practised
by everyone in an organisation. He writes that ‘person-centredness can only happen if there is a person-
centred culture in place in care settings that enables staff to experience person-centredness and work in a
person-centred way’.86 Person-centred SDM includes supporting patients so that ‘they feel capable of
acquiring and understanding knowledge about the available options, and so that they value their personal
knowledge contribution to SDM’.116

Strengths and limitations

One of the main limitations of this review is the lack of evidence around interventions to promote SDM in
older people with complex health and care needs. Evidence from stakeholders and from the literature
suggests that older people with complex and competing health and care demands (and when depression
is a common comorbidity) may need considerable support to enable them to engage in SDM. This can
be exacerbated when there are issues such as deprivation, low health literacy or cognitive impairment.
Although we found literature on interventions designed to improve patient involvement in decision-making
(e.g. decision aids, coaching and care planning done over several consultations), there is a need for more
work that specifically focuses on older people with complex needs. Models for health-care delivery often
involve a variety of health and care professionals (such as nurses or HCAs providing some chronic illness
management in primary care), whereas the majority of evidence concerns decision-making involving a
single doctor and a patient. Although there is literature relating to interprofessional SDM, much of this is
descriptive, for example, describing potential barriers to and facilitators of interprofessional SDM.

The outcomes specified in our protocol included patient experience, patient safety and clinical effectiveness.
Outcomes reported in the studies, however, largely related to patient experience. There is good evidence that
SDM has positive benefits for patients and carers such as feeling more involved, improved satisfaction and
reduced decisional conflict. The evidence on the impact on adherence is mixed and there is little evidence to
suggest an association between empirical measures of SDM and health outcomes. Moreover, little of this
evidence is directly relevant to older people with complex needs or considers potential unintended
consequences of SDM, such as the consolidation of health inequalities.242,243 In addition, where SDM is part of
a whole system change, such as in the vanguard sites, it is difficult to attribute particular outcomes to SDM.

In realist reviews the aim is not so much to summarise all the available evidence but rather to make sense
of it.244 Searching tends, therefore, to be iterative and ongoing throughout the review process with the
aim of identifying sufficient sources for theory building and testing. To identify studies in phase 2 of our
review, we did not undertake one overall search but instead conducted 11 separate searches that focused
on aspects of the programme theory identified in phase 1. This was supported by extensive lateral
searches, such as forward and backward citation tracking, and keyword searches on Google Scholar. Such
lateral search techniques have been identified as particularly important for realist reviews.245 Despite this
extensive searching it is possible that we missed potentially relevant literature. However, the nature of
realist methodology means that there is not a finite set of relevant papers to be found. Instead, the
reviewer is able to take a more purposive approach to sampling that aims to reach conceptual saturation
rather than identify an exhaustive set of documents.148,149

The unit of analysis in realist methodology is the programme theory, or underpinning mechanism of action,
rather than the intervention.149 This meant that we were able to draw on a wider literature that provided
opportunities for transferable learning, for example, studies involving people with LTCs or mental health
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problems. This enabled us to develop a theory-driven explanation, in the form of four CMO configurations that
make up a programme theory, which can inform initiatives to promote SDM for older people with complex
needs. However, although the ability to draw on a wider range of literature for realist reviews is an advantage,
it does also raise the issue of when to stop searching. As already stated, this is largely based on judgements
around theoretical saturation, but it is also influence by external factors, such as time and funding.91

This review did not include formal assessment of the quality of included studies. This is because in realist
reviews the traditional hierarchy of evidence is rejected in favour of an approach that prioritises the way
studies contribute to the development of programme theory. For example:

Do the inferences made in a study gel with those from other studies?
Reproduced with permission from Pawson246

Realist review is concerned with theoretical depth and transferability rather than with developing statements
or recommendations that have statistical certainty about questions of effectiveness or cost-effectiveness
(Pawson et al.149). In line with this approach, we assessed evidence on how it contributed to our theory
development. As part of our data extraction process, we assessed the relevance and rigour (was it ‘good
enough’) of the evidence.71,149 This included an appraisal of whether or not it provided valuable information,
could be relied on and contributed to the review.

Older people with complex health and care needs are often reliant on others, typically family members, to
advocate or negotiate access to care on their behalf.58,213 Family members also often provide significant emotional
and practical assistance.58 Models, such as the triangle of care32 and person-centred approaches, recognise that
families are often crucial allies for quality and safety.2,32 Despite this, recent research has found that, although
service providers recognise the contribution of family carers to the co-ordination and management of care, this
does not translate into routine engagement of family carers in decision-making for people with dementia and
comorbid conditions.58,213 Although some of the literature we included in this review made reference to the
involvement of family carers, we found no formal evaluations of such an approach.

Stakeholders are important in realist work and the realist synthesis focus is driven by ‘negotiation between
stakeholders and reviewers’.71 We had originally intended to interview up to 20 stakeholders in phase 1
and 10 in phase 3, but in the end, were only able to recruit a total of 21 stakeholders over both phases.
This is fewer than we had intended but the stakeholder views were still important in clarifying the focus
of the review and validating the programme theory. In addition, input from our advisory group and our PPI
members helped to shape our programme theory.

Conclusions

Programmes that are likely to be successful in creating shared understanding and shared decision-making
between service users and providers are those that create trust between those involved, that allow service
users to feel that they are respected and understood and that engender confidence to engage in SDM.
We suggest that confidence is likely to take time to develop as it is related to the development of a shared
understanding and expectation of SDM between service users and service providers. The cultural shift that
is needed to embed SDM in practice may require new ways of working for HSCPs and a shift away from a
biomedical focus to a more person-centred ethos that goes beyond the individual patient encounter. To
achieve this HSCPs are likely to need support, both in terms of the way services are organised and delivered
and in terms of their own continuing professional development. This cultural shift also involves an expectation
that patients and their family carers will take a greater responsibility for their health and the decisions that
affect them, and they too may need support to engage in SDM. How this support might best be provided
needs to be further explored, although face-to-face interactions and ongoing patient–professional
relationships are clearly key. Support needs to ensure that well-meaning attempts to focus on patient goals
do not increase health inequalities.242
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Models of SDM for older people with complex health and care needs should move away from thinking
about SDM purely in terms of one encounter between a doctor and a patient. Rather, SDM should be
conceptualised as a series of conversations that patients, and their family carers, may have with a variety
of different health and care professionals.68,144,182 Such an approach relies on continuity of care fostered through
good relationships between service providers and users, and systems that facilitate the communication of
information, including that about patient goals and preferences, between different health and care professionals.

The literature on SDM involving older people or those with complex needs is largely qualitative or
descriptive and there are very few evaluations of interventions specifically designed to promote SDM with
this group or with their family carers. This review suggests that there is need for further work to establish
how organisational structures can be better aligned to the needs of older people with complex needs. This
includes a need to define and evaluate the contribution that different members of the HSCP team can
make to SDM for older people with complex health and care needs.

Implications for practice

The following implications for practice have emerged from the review.

Systems and culture

l The evidence suggests that SDM is only likely to become embedded if it is regarded as an essential
component of ‘good’ healthcare and is linked to a culture of person-centred approaches throughout
an organisation.

l The evidence suggests that a culture that allows people time to ask questions and to discuss options,
and staff with positive attitudes towards SDM, are likely to be more important than decision support
tools for older people with complex health and care needs.

l The evidence suggests that there is a need for visible organisational support in order for SDM to
become embedded. This includes visibility in internal policy documents, through financial and
organisational support (e.g. enabling longer appointments when necessary, providing appropriate
administrative support) and through the inclusion of SDM in continuing professional development.

l The evidence suggests that systems that foster continuity of care both through ongoing relationships
with one clinician (relationship continuity) and through system-based approaches that develop ways
of working whereby the patient is linked to multiple professionals (management and informational
continuity) are important for SDM.

l It appears likely that in instances in which choices are constrained by resource limitations, health-care
policies or evidence-based recommendations, it is still valuable to explore patients choices and reasons.

l Although properly conducted SDM may increase the length of consultations (such as those in primary care),
there is evidence to suggest that they may be ameliorated by involving other members of the MDT in the
SDM process.

l It is important that service providers and service users have shared expectations of, and familiarity with,
SDM for it to become properly embedded. This is likely to take time to develop.

Education and training

l Our findings suggest that SDM education and training should be focused on all members of the MDT
and not just doctors or lead clinicians. It should be part of undergraduate training programmes but also
part of ongoing professional development.

l Evidence points to a need for SDM and communication skills training to include the task of exploring
what matters to patients and how to elicit their goals and priorities.

l SDM training should include information on risk communication.

DISCUSSION
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Preparation for shared decision-making

l Evidence suggests that many older people with complex health and care needs, particularly those with
lower health literacy or conditions, such as depression, are likely to need support to take part in
consultations involving SDM.

l The evidence indicates that PDAs for older people with complex needs are likely to be most effective
when used as part of a face-to-face interaction with a HCP, for example for facilitating discussion
between the patient, family carer and HCP.

Suggestions for future research

Several potential areas for future research were identified by the review. These are listed in order of
priority:

l How can interventions be tailored to the SDM needs of older people with complex health and care
needs and how effective are such approaches? For example, would longer consultations in primary care
facilitate SDM and improve patient outcomes?

l How can family members be involved in SDM and what is the impact of this? For example, what is the
impact of making it the default option (with consent from the older person) to involve designated
family members in consultations and discussions about treatment options? What models work best,
what would be the uptake and how would it affect satisfaction and patient outcomes?

l What service models are most likely to support SDM? For example, does moving away from disease-
related checks in primary care to a more holistic and team-based regular review increase SDM and
improve patient outcomes?

l How can health and care professionals other than doctors be involved in SDM?
l What is the impact of training members of the MDT to act as decision coaches for older people with

complex health and care needs? Who should act as a coach and at what stage should coaching
be provided?

l What is happening in SDM conversations involving older people and how are PDAs being used and to
what effect? Can modes of communication, other than face to face, be effective?

l Can decision aids be developed for use with older people with multiple health and care needs? For
example, rather than focusing on individual conditions, can SDM be used to look more generally at the
overall treatment burden for the older person and their family members?

l How can patient decisions, goals and preferences be best recorded and communicated between
different team members in integrated care sites?

l What would be the impact of overt discussions about prognosis? Would knowing more about an
individual’s views about coming to the end of their life shape decisions?

l How does working in a more patient-centred way, with a focus on SDM, affect health-care providers’
experience and satisfaction?
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Appendix 1 Details of search strategy

Phase 1 searches (scoping searches)

TABLE 14 PubMed search for systematic reviews: phase 1 search terms SDM (searched July 2016; no date restrictions)

Search Query
Number of
items found

#15 Search (#14 AND #12) 168

#14 Search (“shared decision making”[Title] OR “patient participation”[Title] OR “patient decision
making”[Title] OR “decision support”[Title] OR “decision aid”[Title] OR SDM[Title])

5709

#13 Search (#6 AND #12) 1339

#12 Search (#7 OR #8 OR #9 OR #10 OR #11) 161,226

#11 Search “evidence synthesis” 2207

#10 Search “narrative review” 3566

#9 Search “meta synthesis” 427

#8 Search “meta analysis” 110,250

#7 Search “systematic review” 77,243

#6 Search (#1 OR #2 OR #3 OR #4 OR #5) 50,151

#5 Search “decision aid” 1128

#4 Search “decision support” 26,720

#3 Search “patient decision making” 503

#2 Search “patient participation” 20,987

#1 Search “shared decision making” 3821

The Cochrane Library – searched on 25 July 2016 (no date restrictions)
“shared decision making”:ti,ab,kw (Word variations have been searched) OR “patient participation” or
“patient decision making”:ti,ab,kw (Word variations have been searched) OR “decision support” or
“decision aid”:ti,ab,kw (Word variations have been searched)

Used just these terms for Cochrane Database of Systematic Reviews, but added terms below for Cochrane
Central Register of Controlled Trials (CENTRAL):

AND

old or older or frail* or dement* or alzheimer* or complex or aged or elderly or geriatric:ti (Word
variations have been searched)
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Google Scholar (July/August 2016)

l Search Google Scholar and Google (searches from 2000 onwards):

¢ Shared decision making AND review
¢ Patient participation AND review
¢ Patient decision making AND review
¢ Decision support AND review
¢ Decision AID AND review
¢ Health communication AND review
¢ Informed decision making AND review.

Keyword searches for papers by key authors, such as Elwyn and Légaré.

Keyword searches for SDM and MDTs.

RESPOND phase 2 searches

Searches were focused on the five ‘if–then’ statements developed in phase 1.

Reflecting patient and carer values

PubMed: person-centred care – searched on 15 December 2016

Search strategy
((“shared decision making”) OR (“decision aid”) OR (“decision making”)) AND (((“goal setting”) OR (“person
centred care”) OR (“person centered care”) OR (“personalised”) OR (“patient goals”) OR (“patient values”)
OR (“patient preferences”) OR (personalised[Title] OR personalized[Title] OR (patient centred) AND Title OR
(patient centered) AND Title OR (patient preference*) AND Title OR goals[Title] OR (goal setting) AND Title OR

TABLE 15 PubMed minimally disruptive medicine: phase 1 search terms reducing treatment burden
(searched August 2016; no date restrictions)

Search Query
Number of
items found

#16 Search (#14 AND #15) 75

#15 Search “systematic review” 78,622

#14 Search (#6 OR #7 OR #8 OR #9 OR #10 OR #11 OR #12 OR #13) 2967

#13 Search “expert patient”[Title/Abstract] 100

#12 Search (proxy[Title/Abstract] AND decision[Title/Abstract]) 572

#11 Search proxy NEAR decision 10

#10 Search “proxy decision making”[Title/Abstract] 44

#9 Search “proxy decision making” 44

#8 Search “collaborative care” 1554

#7 Search “coconstruction” 15

#6 Search “co production” 724

#3 Search (#1 OR #2) 15

#2 Search “minimally disruptive medicine”[Title/Abstract] 14

#1 Search “minimally disruptive medicine” 15
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personalised[Title])) AND (old*[Title] OR aged[Title] OR elder*[Title] OR geriatric[Title] OR frail[Title] OR complex
[Title] OR complex[Title] OR carer[Title] OR dementia[Title] OR alzheimer*[Title]))

Google Scholar

l Shared decision making + patient values
l House of Care
l patient centred communication.

Preparing patients for the shared decision-making encounter

Coaching/advocacy – searched on 12 December 2016; no date restrictions

Search strategy
(((“coaching”) OR (“advocacy”) OR (“advocate”) OR (advocate[Title/Abstract] OR advocacy[Title/Abstract]
OR coach*[Title/Abstract]) OR (“coach”)) AND ((“shared decision making”) OR ((shared decision making)
AND Title/Abstract OR SDM[Title/Abstract] OR decision[Title/Abstract]))) AND ((“frail elderly”) OR (“older
person”) OR (“dementia”) OR (“elderly”) OR (old*[Title] OR elderly[Title] OR frail[Title] OR dementia[Title]
OR alzheimer*[Title] OR aged[Title]))

PubMed: education/training – searched on 13 December 2016; no date restrictions

Search strategy

l Search 1 ((“shared decision making”) AND (education[Title] OR educate[Title] OR training[Title] OR
guidance[Title] OR support[Title] OR information[Title] OR guide[Title] OR train[Title])) AND (old[Title] OR
older[Title] OR elder*[Title] OR frail[Title] OR complex[Title] OR carer[Title] OR geriatric[Title] OR aged
[Title] OR dementia[Title] OR alzheimer[Title])

l Search 2 ((“shared decision making”) AND (education[Title] OR educate[Title] OR training[Title] OR
guidance[Title] OR support[Title] OR information[Title] OR guide[Title] OR train[Title])) AND
(“primary care”)

PubMed: shared decision-making for hard to engage groups (e.g. those with depression) –
searched on 3 March 2017; date range 2012–17

Search strategy

l ‘Shared decision making’ OR ‘decision aid’ (both MeSH) OR (coproduction[Title/Abstract] OR co-productive
[Title/Abstract] OR partnership[Title/Abstract] OR co-production[Title/Abstract] OR co-production[Title/
Abstract]) AND ‘depression’ OR ‘mental health’ OR ‘mental illness’ (MeSH) AND systematic review
Filters: published in the last 5 years

l ‘Shared decision making’ OR ‘decision aid’ (both MeSH) OR (coproduction[Title/Abstract] OR co-productive
[Title/Abstract] OR partnership[Title/Abstract] OR co-production[Title/Abstract] OR co-production[Title/
Abstract]) AND ‘depression’ OR ‘mental health’ OR ‘mental illness’ (MeSH) AND ((“frail elderly”) OR (“older
person”) OR (“dementia”) OR (“elderly”) OR (old*[Title] OR elderly[Title] OR frail[Title] OR dementia[Title]
OR alzheimer*[Title] OR aged[Title]))
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Sharing the communication of a decision

PubMed: interprofessional – searched on 15 December 2016; date range 2006–16

Search strategy
(((“interprofessionalism”) OR (“interprofessional”) OR (“interdisciplinary”) OR (“multidisciplinary”) OR
(“coordinated”) OR (“cross discipline”) OR (“inter disciplinary”) OR (“integrated”)) AND ((“shared decision
making”) OR (“decision aid”) OR (“decision making”))) AND (old*[Title] OR aged[Title] OR elder*[Title]
OR geriatric[Title] OR frail[Title] OR complex[Title] OR complex[Title] OR carer[Title] OR dementia[Title] OR
alzheimer*[Title])

“relational coordination” OR “relational coproduction” AND (old*[Title] OR aged[Title] OR elder*[Title]
OR geriatric[Title] OR frail[Title] OR complex[Title] OR complex[Title] OR carer[Title] OR dementia[Title] OR
alzheimer*[Title]) (no date limits)

Relational competence: searched on 3 March 2017; no date restrictions

Search strategy
Relational competence AND (promote[Title/Abstract] OR promotion[Title/Abstract] OR train*[Title/Abstract]
OR increase[Title/Abstract] OR intervention[Title/Abstract] OR programme[Title/Abstract]) AND general OR
community OR primary

In addition, searches for papers by Légaré and colleagues who have written on the subject.

Google Scholar keyword searches

l Shared decision making + interprofessional
l Shared decision making + integrated
l Relational coordination + integrated
l Relational coordination + older
l relational competence + shared decision making

Fake versus real shared decision-making

PubMed Search: incentives – searched on 13 December 2016; no date restrictions

Search strategy
Incentive (ti/ab) OR incentives (ti/ab) OR incentivisation [TI/AB] OR incentivization [TI/AB]

AND “shared decision making” (MeSH)

Plus keyword searches in Google Scholar

l Shared decision making + incentivisation
l Incentivizing shared decision making
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Reducing the workload (no date restrictions)

PubMed: searched on 13 December 2016

Search strategy
(((“minimally disruptive medicine”) OR (“caregiver burden”) OR (“carer burden”) OR (“patient burden”)
OR (“treatment burden”) OR (“quality of life”) OR (appropriate[Title] OR inappropriate[Title])) AND
(“shared decision making”)) AND (old[Title/Abstract] OR older[Title/Abstract] OR aged[Title/Abstract] OR
elderly[Title/Abstract] OR frail[Title/Abstract] OR carer[Title/Abstract] OR complex[Title/Abstract] OR geriatric
[Title/Abstract] OR dementia[Title/Abstract] OR alzheimer[Title/Abstract])

Additional searches: in response to discussion with project team about areas where
there appear to be gaps

PubMed: searched on 12 April 2017

Search strategy
#1 “Shared decision making” and preference* [TI/AB] OR goal* [TI/AB]

#2 “primary care” OR “general practice” or “community care”

#1 AND #2 – restricted to last 5 years

PubMed: searched on 18 April 2017

Search strategy
#1 shared decision making (MESH) and depression or depressed [TI/AB]

Scopus searches: searched on 19 April 2017

Search strategy
((TITLE-ABS-KEY(shared decision making) OR (decision aid)) AND (TITLE-ABS-KEY (patient goal*) OR
(patient value*) OR (patient preference*) OR personalised OR personalized)) AND (TITLE-ABS-KEY(old*)
OR (aged) OR (elder*) OR (geriatric) OR (frail*) OR (dementia) OR (alzheimers))) AND (TITLE-ABS-KEY
(randomised) Or (randomized) OR (intervention) OR (controlled) OR (trial) OR (program*) OR (qualitative)
OR (evaluation))) AND (TITLE-ABS-KEY(primary care) OR (community care) OR (general practice) OR
(integrat*) OR (coach*) OR (interprof*) OR (multidisciplinary))) AND NOT ((cancer) OR (breast) OR (end of
life) OR (palliative) OR (parent) OR (child*))
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Appendix 2 Details of studies and reviews on the
use of patient decision aids
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Author and date Study design Focus and participants Positive impact/facilitators No clear impact/negative impact/barriers

Austin et al. 2015103 Systematic review (17 RCTs,
includes two on older people,
four dementia)

Decision aids for people with
advanced and serious illness –
most designed for use prior to
consultation

l Increase patient knowledge and
preparation for treatment choices
including ACP, palliative care and goals for
care communication and dementia
feeding options

Coylewright et al.
2014108

Systematic review (7 RCTs) Decision aid – diverse populations
including diabetes mellitus, chest
pain, osteoporosis or MI

l Knowledge transfer, decisional conflict
and engagement with SDM are all
improved compared with usual care

Durand et al. 2015166 Review Incentives for SDM

All patient groups

l PDAs may improve patient knowledge but
on their own do not influence the patient/
HCP interaction

l Little evidence that tools given to
patients ahead of clinical encounters lead
to changes in communication patterns

l Provision of decision aids will not
necessarily lead to SDM

Durand et al. 201469 Systematic review (19 studies,
10 pooled in MA)

SDM interventions for socially
disadvantaged groups

l SDM interventions increased knowledge,
informed choice, participation in decision-
making, decision self-efficacy, preference
for collaborative decision-making and
reduced decisional conflict among
disadvantaged patients

the potential for SDM interventions to
reduce health inequalities and engage
disadvantaged patients will essentially be
realised if tools and processes are tailored
to their needs

l No significant effect on adherence levels,
anxiety and health outcomes

l In contexts in which SDM is not actively
promoted and supported by a trained
clinician and/or an intervention,
disadvantaged patients are most likely to
be marginalised, thereby increasing
health inequalities

Edwards et al. 2004,
Elwyn et al. 2004167

Cluster RCT Training GPs in SDM, and the
use of simple risk communication
aids in general practice

l Authors conclude that patients can be
more involved in treatment decisions, and
risks/benefits of treatment options can be
explained in more detail, without adversely
affecting patient-based outcomes

l No statistically significant effects of the
risk communication or SDM interventions
were seen on the whole range of
patient-based outcomes
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Author and date Study design Focus and participants Positive impact/facilitators No clear impact/negative impact/barriers

Fagerlin et al. 2013115 Evidence review and expert
consensus

The use of VCMs in patient
decision aids

l The effects of the VCMs were mixed:
decision processes were improved in five
of eight studies, but other outcomes were
not measured frequently enough to reach
conclusions about whether the VCMs had
mainly positive or mainly neutral effects

l Say there is a need to better understand
how values clarification relates to SDM

Grim et al. 2016171 Qualitative (n= 22) To investigate decisional and
information needs in people
with mental health issues

l Concrete aids for considering and
contributing to the preparation of the
decision-making occasion might reduce
power differentials

Being offered the opportunity to prepare
for the meeting is described as an
indicator of mutuality, a factor that many
respondents described as a prerequisite for
a participatory decision-making process

Jones et al. 2011176 Questionnaires to assess
patient experiences in RCT
of SDM

Web-based decision aid for
communicating risk to people
with CVD

l 32% of participants liked being presented
with a set of options

l 31% commented that the options were
educational or common sense and/or
reinforced their knowledge or current
behaviour

l Poor provider uptake

Joseph-Williams
et al. 2014116

Systematic review (44 studies,
mainly qualitative and cross
sectional)

Patient-reported barriers to and
facilitators of SDM

All patient groups

l Successful at supporting patients in the
SDM process

l Does not address the essential first step
of ‘preparing for the SDM encounter’
including perceiving the opportunity and
personal ability to be involved

l Authors argue that there is a need to
‘address the entry level factors to SDM’,
such as subjective norms and patient’s
roles, before secondary process factors,
such as information provision and
value clarification
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Author and date Study design Focus and participants Positive impact/facilitators No clear impact/negative impact/barriers

Joseph-Williams
et al. 2017177

Qualitive Embedding SDM in NHS – focus
is on HCPs

l Short tools to use in the consultation are
better (and cheaper and easier to keep
updated) than information sources for use
outside of the consultation

l In-consultation tools are often better at
facilitating discussion between patient and
clinician than those used outside
the consultation

. . . skills trump tools, and attitudes
trump skills

l There will never be decision support
tools for every decision, nor will every
patient find them acceptable or helpful

l The skills to have different types of
conversations with patients are
paramount, with or without an
available tool

l Risk that clinicians may use brief decision
aids to enhance information transfer and
talk at patients, rather than improving
how they work with patients

National
Collaborating Centre
for Primary Care
2009197

Guideline – based on review
of evidence

How to involve adults and carers
in decisions about prescribed
medicine – all age groups, types
of patients, any NHS setting

l Cite evidence from one review and four
RCTs that decision aids can reduce
decisional conflict

Stacey et al. 2014 Systematic review Decision aids – all patient
groups, mainly one of decisions
(e.g. screening)

l High-quality evidence that decision aids
improve knowledge regarding options and
reduce decisional conflict

l Moderate-quality evidence that decision
aids stimulate people to take a more
active role in decision-making, and
improve accurate risk perceptions when
probabilities are included in decision aids

l Low-quality evidence that decision aids
improve congruence between chosen
option and the patient’s values

l Effects on adherence with the chosen
option, cost-effectiveness was not clear

l No impact on health outcomes

van Summeren et al.
2016192

Mixed-methods pilot study
(n= 60 older people and
17 family practitioners)

Pilot study to test a conversation
tool for medication review with
older people and family
practitioners

l Increase in satisfaction with medication
use from 18% to 68% following
the intervention

l Some participants found it difficult to
rank health outcomes as they were often
perceived to be highly interrelated

van Weert et al.
2016121

Systematic review [22 RCTs,
many of the studies focus on
single issues (e.g. AF, diabetes
mellitus)]

Decision aids for older adults l Potential to increase older adults’ risk
perception, improve knowledge, decrease
decisional conflict and improve patient
participation in decision-making

l Potential mechanisms – feelings of being
informed, clarity of values and decrease in
practitioner-controlled decision-making

l No difference in concordance with
chosen treatment in most
included studies

ACP, advanced care planning; AT, atrial fibrillation; CVD, cardiovascular disease; MA, meta-analysis; MI, myocardial infarction; VCM, values clarification method.
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Appendix 3 Schedules for stakeholder interviews
phase 1

P rogramme intervention: How do we support shared decision-making for older people with multiple
health and social care needs?

Preamble

We want to find out how we can improve the ways in which we involve older people, and their family
carers, in decisions about their health and social care. We call this approach SDM. In particular, we want to
find out how SDM can work in community settings where many different health and social care workers
(such as GPs, nurses, social carers) may be involved in caring for the older person.

For this review we plan to use a research approach called realist synthesis. In realist synthesis the views of
stakeholders (e.g. patients, carers, practitioners and policy makers) are very important in helping to guide
the review process. There are three phases to the review.

In the current phase of the synthesis we are looking to find out what approaches are used to involve older
people, and their family carers, in SDM and how these different approaches are thought to work.

Trigger questions

1. Are you familiar with the term SDM? What is your understanding of it?
2. What are the current problems and challenges facing older people with multiple health and social care

needs and their families when they are trying to make decisions about their health and social care?

i. How should these issues be picked up within programmes to promote SDM or shared
care planning?

3. Do you think current processes for making decisions about health care take into account patients’
values and preferences?

i. If yes, how? What are the facilitators?
ii. If no, why not? What are the barriers?

4. For older people with multiple conditions there can be many HSCPs involved in their care; how can
decisions be negotiated between, and communicated to, these different groups?

5. What skills/training do you think HSCPs require in order to able to share decision-making with older
people and their families?

i. In your experience, do they have these skills?
ii. If not, what changes are needed?

6. For you, what would be the components of an ‘ideal’ intervention or programme for promoting shared
decision-making for older people with multiple health and social care needs?
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Appendix 4 Interview schedule for phase 3

Service provider’s interview schedule

Context–mechanism–outcome 1: reflecting patient and carer values
Question: the evidence suggests that for SDM to happen it is very important that systems enable health
and care professionals to develop relationships with patients and carers that allow them to understand
patients’ and carers’ individual emotional, cultural and cognitive needs (e.g. person-centred approaches to
care). Our hypothesis is that this will help patients and carers to feel valued, listened to and involved in
the decision.

Do you have any examples where this has been done well?

If yes – why do you think it worked well? What needed to be in place? What were the outcomes?

Could follow up with prompts around:

l continuity of care
l effective communication skills (what would these look like)
l less focus on biomedical targets.

Context–mechanism–outcome 2: systems to support shared
decision-making

Question: the evidence suggests that systems need to be organised to support and prioritise SDM,
for example via support from clinical leaders or commissioners.

Do you have any examples where this has been done well?

If yes – why do you think it worked well? What needed to be in place? What were the outcomes?

Could then go on to ask similar questions around:

l systems and tools
l longer appointments
l training for health and care practitioners
l systems to prepare patients for the consultation (e.g. getting results in advance).

Context–mechanism–outcome 3: preparing (patients, carers and
health-care professionals) for the shared decision-making encounter

Question: one of the hypotheses is that some people will need more support that others to engage with
SDM. This might be because of conditions such as depression, lower health literacy or cognitive problems.

Do you have any examples/thoughts of how people can be encouraged to participate in SDM?

If they give an example – why did it work? What needed to be in place?
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This can be followed up with prompts around:

l the use of advocates or coaches
l decision aids that take account of multimorbidity
l a culture of ‘no question is a silly question’.

Context–mechanism–outcome 4: shared decision-making as part of a
wider culture change (the other context–mechanism–outcomes all lead
to this one)

Question: our hypothesis is that SDM only becomes embedded if it is part of a wider culture change
that involves practitioners letting go of the power in decision-making, and patients and carers taking
(or sharing) responsibility for their health and the decisions which affect them.

We would be very interested in your thoughts on this.

Do you have experience or examples of where this has happened? How was it done? What needed to be
in place?
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