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Executive summary 

 

Background 

 

The global burden of disease is shifting to long-term conditions. Long-term 

conditions require patients to make changes to lifestyle and adopt self management, 

which needs an active partnership between patient and professional. To achieve this, 

services need to support personalised care, shared decision making and choice. This 

has the potential to improve concordance and empowerment, support effective 

behaviour change, and lead to improved patient experience, better health outcomes 

and reduced costs.  

 

The Department of Health has made previous policy commitments to ensure that 

‘everyone with a long-term condition has a personalised care plan’ and the approach 

has been supported by other patient and professional organisations. Care plans are 

designed to record agreements between patient and professional about goals and 

preferences, and to help to organise services around the needs of individual patients 

and ensure that needs are regularly reviewed.  

 

However, care plans are potentially complex in design, implementation and 

evaluation. There is a need to understand how the care planning process can 

contribute to the achievement of key goals in health care and to explore the patient, 

professional and system barriers which can frustrate achievement of those goals.  

 

Aims and objectives 

 

The aim of the CAPITOL project was to provide a comprehensive evaluation of the 

implementation and outcomes of care plans and care planning in the NHS.  
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Methods 

 

The work was structured into 5 work packages.  

 

1. Conceptual and empirical reviews of care plans and care planning  

 

2. Exploratory qualitative work to examine existing care plans and care planning  

 

3. Secondary analysis of GPPS data on existing care plans and care planning  

 

4. Quantitative cohort study to examine outcomes of care plans and care 

planning 

 

5. Nested qualitative work to examine the process and outcomes of care plans 

and care planning  

 

Results 

 

WP 1 - Conceptual and empirical reviews of care plans and care planning  

 

We distinguished between care plans and care planning, and developed a general 

typology of care planning activity based around three dimensions (perspective, scope, 

and participants). We also highlighted how care plans and care planning could be 

used to deliver behaviour change and facilitate aspects of the Chronic Care Model, 

and delineated factors likely to moderate the impact.   

 

There is supportive empirical evidence for many of the components of care planning, 

but strong evidence that the addition of care plans or care planning is independently 

associated with significant impacts on effectiveness and cost effectiveness is limited. 
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WP 2 - Preliminary qualitative work 

 

In a preliminary qualitative study conducted via integrated care pilots, no participants 

reported explicit care planning discussions or receiving written documents setting out 

a negotiated care plan. They were generally unfamiliar with the term ‘care planning’. 

However, most described some components of care planning which occurred over a 

number of contacts with health care professionals. We termed this ‘reactive’ care 

planning. Some core elements of care planning (including goal setting and action 

planning) were rare. Poor continuity and coordination of care, lack of time, absence 

of formal systems for planning, and patient concerns about what was legitimate to 

discuss were important barriers to care planning.  

 

WP 3 - Secondary analysis of GPPS data 

 

Data from the 2009/2010 General Practice Patient Survey, was used to explore 

current reports of care plans and care planning. Eighty-four per cent of respondents 

with a long-term condition reported having a ‘care planning discussion’ during the last 

12 months, of which 90% reported benefit. Only 12% who reported a care planning 

discussion also reported receiving a written care plan.  A variety of demographic 

factors predicted reports of care planning and care plans. The findings highlight a gap 

between the prevalence of care planning discussions, which are very common, and 

written care plans, which are not. 

 

WP 4 - Quantitative cohort study 

 

We conducted a cohort study to provide a controlled assessment of the benefit of 

care plans and care planning in the process and outcome of care for patients with a 

range of long-term conditions. We recruited 38 practices in England, approximately 

half characterised as ‘high care’ planning and half as ‘low care’ planning (based on data 

from the 2009/2010 General Practice Patient Survey). Within these practices, we 

recruited 2439 patients at baseline and followed up over 75% at 6 months.  
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The study was designed to simulate a controlled trial, by recruiting two groups of 

patients who were similar in demographic and clinical characteristics, but who 

differed in their experience of care planning and exposure to written care plans.  

 

Initial analyses suggested that the design largely achieved its aims. The patients in the 

two groups of practices (‘high’ and ‘low’ care planning practices) were highly similar in 

demographics, baseline health, and self management behaviour at baseline. 

Furthermore, the practices in the two groups (‘high’ and ‘low’ care planning) were 

highly similar in structural characteristics and other measures of the populations they 

served.  

 

Although the definition of ‘high’ and ‘low’ care planning was based on separate 

information from the General Practice Patient Survey, the rate of actual written 

documents in the CAPITOL cohort was very low in both groups (5% in ‘high’ and 3% 

‘low’ planning practices). However, there were modest but significant differences in 

patient reports of ‘care planning’ for long-term conditions between the patients in the 

‘high’ and ‘low’ care planning practices (as assessed by PACIC, a validated measure of 

the degree to which practices deliver care according to the Chronic Care Model).  

 

Analysis of outcomes at 6 months suggested that most patients show limited change 

over time in outcomes (self-reported vitality). Care planning and vitality were related 

at baseline and at 6 months, with patients reporting higher levels of care planning also 

reporting higher vitality. However, vitality at 6 months, and the change in vitality over 

time was not significantly related to patient reports of ‘care planning’.  

 

Practices in the CAPITOL cohort are perceptibly different in their management of 

long-term conditions, despite overall similarity on other characteristics. The overall 

trajectory of patients with long-term conditions is for limited or no change in health. 

That trajectory is unaffected by the level of care planning in the practice with which 

they are registered. Care planning (at least at the levels found in UK primary care) 

does not have a demonstrable impact on outcome 
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WP 5 – Nested qualitative work 

 

We used data from the cohort to identify patients and practitioners reporting high 

levels of ‘care plans’ and care planning. Many of the ‘care plans’ identified by the 

survey were only peripherally related to care plans as described in current policy.  

 

From the patient perspective, we identified three potential drivers of adoption: 

 

(a) patient potential to actively engage with care planning, based on the current impact 

of their long-term condition, the perceived potential to mitigate the impact of 

their condition, and desire for change 

 

(b) attitude to health care, including perceived utility of health care, desire for 

involvement in care and the perceived value of goal setting and written 

documentation 

 

(c) available health care, in terms of accessibility of appropriate health care, 

relationships with health care professionals, and the proactive and integrated 

nature of care  

 

Professionals used care plans with certain patients, or in certain conditions.  For some 

conditions, ‘action’ plans and were predominately used as an educational tool rather 

than to facilitate a discussion.  There was considerable variability in ‘care planning’ for 

long term conditions, in terms of adoption of aspects of patient-centredness (the 

biopsychosocial perspective, ‘patient as person’ and shared decision making) and the 

proactive nature of care.  

 

Lack of engagement in the use of care plans reflected conventional logistical barriers 

(time, and practicality), as well as beliefs about appropriateness (that care plans were 

only suitable for newly diagnosed patients, or literate patients) and beliefs about 

effectiveness (that verbal ‘plans’ were adequate, that care plans would not make 

patients active or involved in their care, and that there was a lack of evidence of 

benefit).  
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Aspects of long-term condition management of relevance to care planning varied 

significantly.  At the individual level, assumptions about role and the constructions of 

patients affected long term condition management and the delivery of care of 

relevance to care planning.  This approach was also affected by the nature and quality 

of the nurse-patient relationship. In terms of practice context, the division of labour, 

consultation times, and the QOF, appeared to have a significant effect on the 

strategies implemented to engage patients in managing their condition. In terms of the 

wider context, NICE guidelines and PCT requirements also framed how healthcare 

professionals engaged with patients.  

 

Summary 

 

Care planning and the use of written care plans has potential to add value to current 

care for long-term conditions. However, there has been insufficient specificity about 

what care planning is designed to achieve, and current evidence about demonstrable 

benefit is not definitive.  

 

Most patients report aspects of ‘care planning‘, although a comprehensive, proactive 

approach resulting in a written and updated plan is very rare. Few patients or 

professionals currently see care planning or written care plans as an obvious solution 

to current problems in care for long-term conditions.  

 

Variation in care planning across UK practices is limited, and the variation found in 

routine care does not have a demonstrable impact on outcome 

 

Recommendations 

 

Agreement about the function and benefits of care plans and care planning among 

patients and professionals cannot be assumed, and needs to be effectively 

communicated  
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A generic approach to care plans and care planning (i.e. that they are for all patients 

across all conditions) has significant advantages and disadvantages. Implementing care 

plans and care planning may be facilitated by identifying particular groups where these 

interventions are more clearly linked to defined deficits in care, before attempts at 

wider adoption.  

 

The impact of effective use of care plans and care planning is unclear, both from 

existing trials and the current cohort. However, current levels of care planning in 

routine care are limited and more marked improvements in adoption of care plans 

and care planning might lead to substantive benefit 

 

Given the importance of care for long-term conditions, assessment of the quality of 

delivery of care would be a useful addition to the ongoing assessment of NHS primary 

care performance and patient experience around access and interpersonal care.  
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Chapter 1 Policy and scientific background 

 

Summary 

 

Effective and efficient management of long-term conditions is one of the core 

challenges facing health systems.  

 

There is consensus that this will require adoption of new models of care and ways of 

working that better reflect the particular needs of patients with long-term conditions 

and meet goals of improved clinical care, better self-management and improved health 

outcomes, while remaining patient-centred, co-ordinated, and providing choice.  

 

Models such as the Chronic Care Model and the NHS Long-Term Conditions Model 

propose profound changes to the delivery and organisation of care.  

 

One of those changes involves the introduction of care plans (a written document 

developed by patient and professional to provide more effective care) and a care 

planning process to support development and use of such plans.  

 

Care plans have a potentially important role to play in achieving improvement in the 

quality of care provided to patients with long-term conditions. However, there are a 

variety of different types of care plan described in the literature, and initial evidence 

about difficulties in implementation highlight the need for research to explore how 

the potential of care plans can best be realised. 
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Policy and scientific background 

 

There is increasing agreement that the global burden of disease is shifting to long-

term conditions, 2 and that the delivery of health care needs to be responsive to this 

shift to better provide for the needs of patients. This chapter will briefly review the 

evidence concerning this shift, and highlight changes in policy and practice in 

response.  

 

The prevalence and burden of long-term conditions 

 

Surprisingly, there is no agreed definition of long-term conditions, or consensus about 

the scope of the term. Most definitions focus on the incurable nature of such 

conditions. The Department of Health states that ‘the definition of a long term 

condition is any condition that cannot be cured but can be managed by medication 

and/or therapy’ (http://www.dh.gov.uk/health/category/policy-areas/nhs/long-term-

conditions/) A very wide variety of disorders can be considered under such a broad 

label, including non-communicable diseases (e.g. cancer and cardiovascular disease), 

communicable diseases (e.g. HIV/AIDS), certain mental disorders (e.g. schizophrenia, 

depression), and ongoing bodily impairments (e.g. vision and mobility disorders).  

Some disorders have had status as long-term conditions for many years, while others 

are conferred with that status over time as treatment reduces fatality rates (such as 

cancer) or as understanding grows about their aetiology and course (such as 

depression). There are also disagreements about the status of some disorders as 

long-term conditions (such as chronic kidney disease, which some suggest may be 

better conceptualised as a risk factor).  

 

Although these debates are important, there is emerging consensus that these 

conditions are responsible for the major burden of illness and represent the critical 

challenge for health services and patients in the future.
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Problems with the management of long-term conditions in health services 

 

Following consensus about current and future burden of long-term conditions, 

analysis has shifted to a critique of current health care for long-term conditions. 

Current provision of care has been criticised on a number of counts: 

 

(a) Management of long-term conditions is based on an acute model. Many 

services are designed to respond to individual patient need and to react to 

crises, rather than planning and organising care for conditions on a population 

basis with an understanding of the different needs of the population served.3,4 

 

(b) Delivery of care is often not in accord with evidence based practice, despite 

provision of guidelines to support delivery of high quality care5 

 

(c) Patient experience of care is often not optimal, involving low levels of choice 

and patient involvement in care, and experience of care as fragmented and 

designed around the needs of clinicians and not patients6 

 

(d) Services are often organised along disease specific lines, whereas many 

patients with long-term conditions have multiple conditions (so called 

multimorbidity)7 

 

What are services for long-term conditions supposed to achieve? 

 

Health systems such as the NHS are designed to meet multiple goals. The NHS 

Outcomes Framework includes domains relating to effectiveness (including enhancing 

quality of life in people with long-term conditions) and patient experience of care.8 

 

Effectiveness can be conceptualised in a number of ways. At a basic level, services 

should not do harm, and thus patient safety (defined in the outcome framework  as 

‘treating and caring for people in a safe environment; and protecting them from 

avoidable harm’) is important.  More positive effects on health can be conceptualised 
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in terms of disease specific outcomes (e.g. HbA1c, depression symptoms) or more 

global measures of health related quality of life, defined as ‘the subjective perception of 

the impact of health status on satisfaction with daily life.9 In a resource constrained 

system such as the NHS, such outcomes must be considered in terms of the costs 

incurred to achieve them, which can relate to direct costs of services and more 

indirect economic effects.  

 

Patient experience of services is increasingly a concern for policy makers. The Darzi 

Report proposed a focus on patient experience and the ‘quality of caring’, and has 

led to major initiatives to develop and use measures of patient experience as a 

barometer of NHS performance and a driver for change.8,10,11  

 

To achieve these outcomes, focus moves to the core processes relevant to health 

care consultations. This includes care processes such as medication, other clinical 

interventions (such as surgery), non-pharmacological interventions (such as 

counselling and behaviour change) and referral to other specialists or allied health 

professionals. Other processes of relevance include patient-centredness 12 and 

continuity of care,13,14 both of which have multiple dimensions 

 

Many of the causal and maintaining factors for ill health among patients with long-

term conditions (such as smoking, poor diet, lack of exercise, and poor adherence to 

medication and other health interventions) are essentially behavioural in nature, and 

require a focus on helping patients make decisions that will support better 

outcomes, and to enact those decisions in a way that is effective and enduring. 

Behavioural change is often considered under the label of self-management or self 

care. The Department of Health defines self care as: 

 

‘the care taken by individuals towards their own health and well being: it 

comprises the actions they take to lead a healthy lifestyle; to meet their 

social, emotional and psychological needs; to care for their long-term 

condition; and to prevent further illness or accidents’.15  
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Although different long-term conditions have different requirements in terms of their 

care and self care, across a number of long-term conditions several key tasks have 

been defined that are required for successful long term condition management:16 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Self care is often viewed in terms of individual behaviour, but can be viewed on a 

continuum, with basic capabilities (such as health literacy) at one end, through health 

promoting behaviours, self care, chronic disease self-management, and more social 

and collective forms of self care including patient, citizen and community 

involvement. 17
   

 

Box 1.1 Common core self-care tasks in long-term conditions 

 

 Recognising and responding to symptoms 

 Using medicine 

 Responding to acute episodes and emergencies 

 Managing nutrition, diet and exercise 

 Giving up smoking 

 Using relaxation and stress reduction 

 Interacting with health care providers 

 Seeking information and using community resources 

 Adapting to work 

 Managing relations with significant others 

 Managing emotions 
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Models of care for long-term conditions 

 

The prevalence and burden of long-term conditions has acted as an impetus for 

health systems to explore new ways of preventing these problems and managing 

patients with these conditions.18 The next section will summarise these models.  

 

(a) The Chronic Care Model 

 

The Chronic Care Model provides a general framework for quality improvement.19 

The model is generic and can be applied to a variety of conditions, health care 

settings and populations.20 According to the model, all long-term conditions present 

common challenges to patients and their families. Improving care for long-term 

conditions requires change at a number of levels, including the community (through 

policies to increase resources to support patients), and in health systems (through 

redesign of systems to support high quality clinical care, including better support for 

clinician decision-making). This is designed to lead to more ‘productive interactions’ 

between practice teams and patients. 

 

The key mechanisms that determine such ‘productive interactions’ include: (a) 

individualised assessment of behaviour (b) collaborative goal setting (c) skills 

enhancement (d) counselling, follow up and self management support for behaviour 

change (e) access to resources  

 

There are a variety of developments of the Chronic Care Model and some 

alternatives, including models with a greater focus on the community, and on 

prevention activities,  as well as models that are more focussed on the patient life 

course as a platform for intervention.21 However, the similarities between models 

are generally more striking than their differences.  
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Evidence concerning the effectiveness of the Chronic Care Model 

 

The Chronic Care Model has had a major impact on the delivery of care 

internationally, which has led to interest in the evaluation of its impact on health 

outcomes. Four elements of the CCM have been used by diabetes programmes 

internationally to improve quality of care: self management, decision support, 

delivery system design and clinical information systems. Their impact on process of 

care (e.g. measurements of glycaemic control) and patient outcomes (e.g. levels of 

glycaemic control) has been explored.22,23  A broad overview of 39 studies in 

diabetes found that the vast majority (82%) demonstrated that interventions based 

on CCM components impacted on at least 1 process or outcome measure, while a 

smaller though still significant numbers of studies (67%) found reductions in 

utilisation of health care or costs.23  

 

There is significant interest in assessment of which aspects of the model are key 

‘active ingredients’. Some qualitative analyses have highlighted that self management 

and decision support are included in the majority of effective interventions.23 More 

recent studies using meta-regression techniques have suggested that team changes 

and introduction of case management are aspects of quality improvement most 

consistently associated with large changes in outcomes such as HbA1c.24 

Nevertheless, there are still major ambiguities in terms of the necessary and 

sufficient components of models such as the CCM.  
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(b) The United Kingdom NHS model for long-term conditions 

 

NHS policy envisages care for long-term conditions around three tiers (Figure 1.1):  

 

 Case management for patients with multiple, complex conditions  

 Disease management for patients at some risk, through guideline-based 

programmes in primary care25  

 Self care support for low risk patients (70-80% of those with long-term 

conditions)  

 

More detail on the content of the tiers can be found in Box 1.2. 

 

 

 

 

 

 

 

 

 

 

Figure 1.1 NHS Long term conditions model 

 

http://webarchive.nationalarchives.gov.uk/+/www.dh.gov.uk/en/Healthc

are/Longtermconditions/DH_4130652 
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Box 1.2 The content of tiers of NHS model: 

 

Level 3: Case management 

This requires the identification of the very high intensity users of 

unplanned secondary care.  

Care for these patients is to be managed using a community matron or 

other professional using a case management approach, to anticipate, co-

ordinate and join up health and social care.  

Level 2: Disease-specific care management 

 

This involves providing people who have a complex single need or 

multiple conditions with responsive, specialist services using multi-

disciplinary teams and disease-specific protocols and pathways, such as 

the National Service Frameworks and Quality and Outcomes 

Framework.  

 

Disease management refers to the provision of ‘pro-active’ care, with 

‘systematic and tailored programmes for individual patients’.1  

 

This is essentially achieved through the ‘three Rs’ – register, recall and 

review. Disease management in primary care is expected to entail 

general practice teams identifying patients with long-term conditions 

through disease registers, following clinical protocols through regular 

clinical review, and supporting self-management.  

 

Level 1: Supported self care 

 

This involves collaboratively helping individuals and their carers to 

develop the knowledge, skills and confidence to care for themselves and 

their condition effectively. 
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Achieving the goals of the NHS model has been supported by a variety of initiatives 

around care for long-term conditions, including:26 

 

 Self-management – including the provision of the Expert Patients Programme27,28 and 

related disease specific initiatives29 to support patient self-care 

 

 Disease management via pay for performance – the UK Quality and Outcomes 

Framework, which provides financial incentives for meeting quality of care targets, 

many which relate to long-term conditions30,31 

 

 Case management – the use of specific professionals to better manage the care of 

patients with complex problems who are at risk of hospital readmission32 identified 

through suitable predictive tools 

 

 Assistive technology – telecare (i.e. the remote, automatic and passive monitoring of 

changes in an individual’s condition or lifestyle to manage the risks of independent 

living) and telehealth (i.e. the remote exchange of data between a patient and health 

care professional to assist in the diagnosis and management of a health care 

condition) o better support patient independence and reduce hospital utilisation.33 

 

 Prevention – through a range of policies, from policy level initiatives such as the 

smoking ban to the introduction of health trainers to support behaviour change at an 

individual level34 

 

 Care plans -  written documents summarising agreements between patients and 

professionals as to needs, preferences, and goals for the management of long-term 

conditions 

 

This report is focussed on the contribution of care plans to achieving quality 

improvement in long-term conditions in the NHS.  
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Care plans in the NHS  

 

According to the policy document setting out the need for care plans, the NHS 

would: 

 

Ensure everyone with a long-term condition has a personalised care plan. 

Care plans will be agreed by the patient and a named professional and 

provide a basis for the NHS and its partners to organise services around the 

needs of individuals. 

 

Over the next two years, every one of the 15 million people with one or 

more long-term conditions should be offered a personalised care plan, 

developed, agreed and regularly reviewed with a named lead professional 

from among the team of staff who help manage their care. The lead 

professional takes a lead within the care team for advising the patient on how 

best to access the care that the plan sets out.… Primary care trusts and local 

authorities have the responsibility to ensure that all this is achieved, as well as 

offering a choice of treatment setting and provider.35 

 

Although this policy applies to all long-term conditions, previous developments 

around care plans have been disease or content specific, and these are briefly 

summarised below.  

 

Specific types of care plans  

 

(a) Diabetes and the Year of Care 

 

In diabetes, care planning has been defined as a process which offers people active 

involvement in how their diabetes will be managed through a partnership approach 

with health professionals. Underpinned by the principles of patient-centredness, it is 

an ongoing process of two-way communication, negotiation and joint decision-

making in which both the person with diabetes and the healthcare professional make 
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an equal contribution to the consultation (compared to traditional ‘paternalistic’ or 

‘healthcare professional-centred’ models).36 

 

The Disease-Illness model has been proposed as a means of achieving this partnership. 

It emphasises the importance of the healthcare professional’s disease perspective, 

but in parallel with the patient’s individual experiences of their condition (see Figure 

1.2) and their related ideas, concerns and expectations.  

 

Figure 1.2 Disease-Illness model in the Diabetes Year of Care 

 

 

 

 

Care planning is also expected to involve both a micro-level process between patient 

and practitioner, and to link into macro-level commissioning by providing data on the 

needs and preferences of the wider population with long-term conditions. 

 

The Year of care is a model for the delivery of personalised care in routine practice, 

with diabetes as the exemplar long-term condition,37 and with a ‘collaborative care 

planning consultation’ as a core component, resulting from an ‘engaged, informed 

patient’, ‘health care professionals committed to partnership working’, and the 

appropriate organisational and commissioning processes in place to support the 

work. The components necessary to support personalised care are displayed in 

Figure 1.3. The pilot project for Year of Care was implemented in three 
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communities across multiple practices using a two phase design, facilitated by 

financial incentives, and later by additional training and IT support.   

 

 

 

 

Figure 1.3 Organisation of care planning in the Year of Care 

(http://www.diabetes.nhs.uk/year_of_care/year_of_care_resources/) 

 

A key feature of the care planning within Year of Care was the use of two visits: one 

to collect biomedical information to be shared with the patient, and one to combine 

this with a more patient-centred assessment to develop a shared agenda and goals.  

 

The initial evaluation was unable to produce much useable quantitative data, but 

highlighted some core features of the implementation of such a programme: the 

difficulty of achieving rapid change, the importance of the beliefs and attitudes of 

professionals, and the importance of clinical leadership and high level organisational 

support. The Year of Care model was adopted by the Royal College of General 

Practitioners in recent guidance.38
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(b) Respiratory problems 

 

Written action plans in conditions such as asthma have been focused around 

responses to exacerbations, and have been defined as a written set of instructions 

given to patients/parents that: 

 

1) intended be patient-held until the next visit; 

2) provided instructions for daily treatment; 

3) guided initiation or increase in treatment in the event of deterioration;  

4) provided information regarding when to seek urgent medical consultation39,40 

 

Similarly, a COPD action plan has been defined as a guideline which outlines self-

initiated interventions (such as changing medication regime or consulting 

professionals) which are undertaken appropriately in response to alterations in the 

COPD state (e.g. increase in breathlessness) that suggest the risk of exacerbation. 41 

 

(c) Care plans in mental health 

 

The process of care planning has also been introduced into the care of severe and 

enduring mental health problems, through the care programme approach.42 

 

In the CPA, a care plan is defined as ‘what different people agree to do in response 

to patient assessed needs’, and provides document for discussing progress against 

those needs. If patients are allocated a care co-ordinator, then they may draw up a 

formalised care plan to co-ordinate the different services required. Such plans are 

also required to include anticipation of needs in the future, particularly if a mental 

health crisis emerges. This can involve Advance Statements, and the use of Direct 

Payments and Individual Budgets.  

 

It is intended that one assessment and care plan should be able to describe and 

monitor the different contacts a patient has with services, which will be something 

that will be more significant to those people experiencing ‘more complex care co-
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ordination’. CPA care plans involve a review, as a means of checking on progress, 

and agreeing any changes to care plans. Care plans may also involve an advocate to 

support patients.  

 

(d) Palliative care 

 

The gold standards framework 

(goldstandardsframework.nhs.uk/AdvanceCarePlanning) in palliative care discusses 

Advance Care Planning as part of end of life care.  There are two aspects to Advance 

Care Planning:  (a) Advance Statements (discussion of people's preferences, wishes 

and likely plans which are not legally binding, but which may be important in planning 

care) (b) Advance Decision (which clarify refusal of treatment, and can be legally 

binding) 

 

(e) Personal health budgets 

 

Personal health budgets have been introduced by the NHS to enhance patient choice 

about the care they receive. A variety of different patient groups have been assessed 

as being relevant for these budgets, including patients with long-term conditions.  

The process involves assessment of need, allocation of a budget to meet those 

needs, and a planning process to assess how money should be spent to enhance 

health and well being. Plans need agreement from local managers, to assess risk and 

other issues, and the budget may be provided in a number of ways, including 

managed by a health professional; held by a third party; or received as cash payment 

for the patient. The plan is thus only a relatively small part of the total intervention.43 

 

(f) Personal Health Plans in health trainer interventions 

 

Following the Choosing Health White Paper, the United Kingdom introduced Health 

Trainer services to improve the delivery of preventive  care and health behaviour 

change in deprived communities. Although health trainer services vary according to 

context, those focussed on individual behaviour change often use Personal Health 

Plans, designed to list core client goals which can be worked on with the trainer 
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over time. Such plans are linked in with appropriate behaviour change techniques 

developed from a psychological framework.34  

 

Care plans in an international context 

 

(a) Care planning in the Chronic Care Model 

 

Care plans (discussed under ‘action planning’) are discussed as part of the Chronic 

Care Model as part of ‘self-management support’ (where they are used alongside 

other defined behaviour change strategies such as goal setting and problem solving) 

and in relation to clinical information systems, where systems are designed to 

‘facilitate individual patient care planning’ 

 

(b) Australia 

 

In 1999, the Australian government introduced financial incentives to enhanced 

primary care (EPC) multidisciplinary care planning. A care plan was defined as ‘a 

written, comprehensive and longitudinal plan of action that sets out the health 

service needs of a patient and the types of services and supports needed to meet 

those needs’.  

 

This was later modified into two different forms of care plan, for patients with 

chronic disease (General Practitioner Management Plan – GPMP), and those who 

specifically required multidisciplinary care (Team Care Arrangements – TCA).44,45 

Research has examined the content46 and effects45 of such care plans, their 

limitations47 and some of the barriers to their use.48 One of the core aspects of care 

plans in this context is that access to certain forms of care (e.g. dental care) is 

dependent on care plans in certain circumstances, which provides significant 

incentives for patients and professionals to use them.  

 

Another model of care planning was delivered as part of Sharing Health Care South 

Australia, which involved offering patients with long-term conditions formal care 

planning based on the client-centred Partners in Health approach, conducted by a 
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third party care planner, together with participation in a chronic disease self 

management course and access to information and resources.49  

 

(c) Canada 

 

Ontario introduced a ‘holistic, patient-centered, and pragmatic approach’ to improve 

the management of chronic disease in the setting of Canadian family practice.50 The 

model was called Chronic Illness Care Management (CICM), had 5 essential 

components: medication review; education and self-care;  psychological and social 

assessment; community integration and social support; prevention. Physicians 

received financial incentives for the creation of a care plan.  

 

Based on a structured, written care plan, the model was delivered to patients aged 

50+ who had multiple long-term conditions. The model was delivered to family 

physicians via visits by outreach facilitators (nurses with master’s degrees in 

administration or adult education).  

 

Current evidence on care plans  

 

There is limited existing evidence about the current adoption of written care plans. 

Most published work relates to diabetes,51 asthma,52 or severe mental illness.42  

 

A survey of physicians across seven countries found significant variation in the 

numbers of patients with long-term conditions who were ‘given written instructions 

about how to manage their care at home’, with 63% of physicians in Germany stating 

that they did this routinely, compared with 21% in the UK, although the exact nature 

of that written information was not clearly specified.53 The Health Commission 

survey of diabetic patients reported that, although the vast majority of patients had 

had a diabetes check up in the past year, between 34% and 61% had agreed a plan to 

manage their diabetes annually. These ‘plans’ were not necessarily written plans. 

Patient goals were less often included in such discussions. White patients and those 

with more recent problems were more likely to be involved in discussions.54 Studies 

in Australia have reported low levels of action plan use in asthma,55 with those with 
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more frequent health care use and more serious problems more likely to report 

use.56 There are also difficulties in encouraging their use among professionals57 and 

patients, although they may be a marker of competence for patients even if not used 

routinely.56 A recent small scale pilot of the implementation of care plans in diabetes 

in the UK has reported some success in terms of patient acceptance.58 

 

Qualitative work with professionals and patients in the UK has identified ambivalence 

about asthma self-management plans.52 Such plans are often focussed around 

appropriate behaviour in the context of an asthma exacerbation. Focus groups with 

doctors, nurses and patients indicated that such plans were rarely used, that the 

preferred model of care was regular review by a professional, and that where plans 

were provided, they were limited in scope and only considered legitimate for 

patients who had demonstrated adequate understanding and were assessed as 

capable. Self-management plans did not accord with patient perceptions of asthma as 

something best managed as an acute disorder. An interview and focus group study in 

Australia also found limited patient acceptance of care plans. This partly reflected a 

belief that GPs could do little to influence the course of long-term conditions.59 

There was a low level of understanding of the function of a care plan, and expected 

outcomes (such as co-ordination of care, or a more comprehensive assessment of 

the patient), were not viewed as critical outcomes.  

 

An Australian study assessed the content of multidisciplinary care plans for patients 

with diabetes.46  Two hundred and thirty plans produced by 26 GPs were assessed, 

which showed that over half discussed two or more care providers. Diagnoses were 

only listed in half, and only one third documented problems. Recording of needs 

(77%), goals (58%) and tasks (46%) also varied widely. The overall assessment was 

that limited information was included, which restricted the impact of the plans in 

communication. Information recorded around issues such as diagnoses and 

problems, and around needs, goals and tasks was often repeated. However, 

assessment of patients before and after the introduction of those plans found 

changes in numbers of care providers involved in care, and changes in adherence to 

process measures (such as weight, foot and microalbumin checks), adherence to care 

guidelines and outcomes.45 An interview study with patients and providers around 
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the implementation of care plans found that GPs used care plans to both organise 

care and engage patients, although a  separate review appointment was often 

necessary. They were more often used to facilitate access to other providers, rather 

than to enhance communication among providers. Those providers reported that 

the plans often lacked information and were not a useful basis for planning their own 

care, although they did perceive that an important role for them as providers was in 

translating the GP plan into something meaningful in terms of self-management. 

Patients also viewed plans in terms of their instrumental benefits in terms of access 

and did not use them in their everyday self-management.47  

 

Conclusions 

 

The challenge of improving care for long-term conditions has led to rapid 

development of new models and related policies to drive quality improvement. 

However, the ‘active ingredients’ of change in new models of care for long-term 

conditions are difficult to identify, and the way in which the different components of 

new models of care interact is unclear. 

 

Care plans clearly have a potentially important role to play in achieving improvement 

in the quality of care provided to patients with long-term conditions. However, the 

scope of the current policy (i.e. that all patients with a long-term condition will be 

offered a care plan), ambiguity about the exact nature of such plans, and initial 

evidence about difficulties in implementation highlight the need for further research 

to explore how the potential of care plans can be realised. 

This report is focussed on the role of care plans, and is designed to develop a better 

understanding  of what a care plan is, how it can help to achieve the goals of care for 

long-term conditions, and how it might interact with other aspects of care for long-

term conditions. The formal research questions and the structure of the study are 

outlined in Chapter 2.  
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Chapter 2 

 

Aims and objectives 

 

The aim of the CAPITOL project was to provide a comprehensive evaluation of the 

implementation and outcomes of care plans and care planning in the NHS.  

 

(a) The definition of care planning 

 

(i)  What are the key ingredients of care plans, and the care planning process?  

(ii) What are the potential mechanisms by which care planning works? 

(iii) What are the contextual factors influencing the adoption of care planning?  

(iv) What are the expected outcomes of care planning?  

 

(b) The process of care planning  

 

(i)  How is care planning undertaken in current practice?  

(ii) How is care planning experienced by patients and professionals ? 

(iii) How is the care planning process integrated into routine care delivery? 

(iv) How is care planning translated into the everyday lives of patients?  

 

(c) The outcomes of care planning 

 

(i)  What are the advantages and disadvantages of care planning?  

(ii) How do benefits vary in different disorders and in multimorbidity? 

(iii) How do benefits vary in different sociodemographic groups and contexts?  
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Structure of the study 

 

The work was structured into 5 work packages (A-E – see Figure 2.1).  

 

A - Reviews of care planning in long-term conditions 

 

A conceptual review explored how and why care planning might work or fail through 

analysis of mechanisms and context. An empirical review explored current evidence 

on effectiveness.  

 

B – Preliminary qualitative study to examine the process and outcome of care planning  

 

We undertook a preliminary qualitative study to assess current care planning activity 

to provide initial insights for later work  

 

C – Secondary analysis of data on the implementation and impact of care planning 

 

Via analysis of the General Practice Patient Survey, we explored current prevalence of 

care plans and care planning  

 

D – Cohort study to examine outcomes of care planning, and patient characteristics 

associated with outcomes 

 

We recruited a cohort of patients with long-term conditions in sites with different 

levels of care plans and care planning, and explored effects on outcomes over 12 

months  

 

E – Main qualitative study to examine the process and outcome of care planning  

 

Using the cohort as a sampling frame, we conducted in-depth qualitative work with 

professionals, patients and carers to explore experience of and attitudes towards care 

plans and care planning and the barriers to their implementation 
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Figure 2.1 Structure of the study and links between CAPITOL workpackages 
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Chapter 3 Care plans and care planning: conceptual and empirical review 

 

Summary  

 

Background 

 

Care plans and care planning for people with long term conditions has been a policy 

priority. However, there is a lack of conceptual clarity around the nature of care 

plans and care planning or the mechanisms by which they may lead to patient benefit. 

Further work in this area is therefore required to inform the development, 

implementation and evaluation of future care planning initiatives.  

 

Methods 

 

Narrative review of the conceptual literature 

 

Structured review of the empirical literature 

 

Results  

 

In this paper, we propose a typology of care planning with three core dimensions: 

perspective (patient or professional), scope (a focus on goals or on behaviours) and 

networks (confined to the professional-patient dyad, or extending to the entire care 

network). In addition, we draw on psychological models of mediation and moderation 

to outline potential mechanisms through which care planning may lead to improved 

outcomes for both patients and the wider health care system.  

 

The evidence base for the role of written plans is limited in scope, but would seem to 

suggest the potential for benefits, especially in health care utilisation in respiratory 

disorders. The empirical evidence is unable to provide a robust assessment of the 

added value of written  plans in the context of wider self-management support and 

disease management.  
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Conclusions 

 

Care plans and care planning are both complex interventions with a range of 

approaches, causal mechanisms, and potential outcomes. There is some evidence in 

support of the role of written care plans, but it is far from definitive.  
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Care plans and care planning in long term conditions: a conceptual review 

 

Despite widespread policy interest, there has been little consideration of the exact 

nature of care planning and plans, and their likely influence on the process and 

outcomes of health care. This lack of conceptual clarity makes it difficult to identify 

and evaluate care plans. The aim of this review is to develop (a) a typology of care 

planning and care plans, and (b) a model of mechanisms by which care planning and 

care plans may benefit patients, to inform future service developments and 

evaluations.  

 

Scope of the review 

 

The review was informed by the ‘complex intervention’ framework developed by the 

MRC,1,2 and the mediation-moderation model from psychology. Complex 

interventions are defined as those which ‘comprise a number of separate elements 

which seem essential to the proper functioning of the intervention, although the 

active ingredient of the intervention that is effective is difficult to specify’.1  This leads 

to complexities in the assessment of the effects of individual components, which has 

in turn led to the development of methods to tease out the impact of individual 

components, and to explore their interactions.  

 

A mediator is a ‘transformation process’ by which the effects of stimuli impact on a 

behaviour or health outcome.3 A mediator variable explains, in full or part, the 

relationship between two other variables. For example, care plans may improve 

health outcomes if they increase shared decision making. A moderator is ‘a qualitative 

(e.g. sex, race, class) or quantitative (e.g., level of reward) variable that affects the 

direction and/or strength of the relation between an independent or predictor 

variable and a dependent or criterion variable’.3 The definition and investigation of 

moderators requires understanding the circumstances or groups where an 

explanatory variable most strongly influences an outcome variable. For example, care 

planning may be more effective in patients with long term conditions with a significant 

burden of treatment. 
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The conceptual review was not based on formal systematic review methods. We 

worked in an iterative fashion to bring current literature together with ideas 

generated by the research team to develop a conceptual model. We review existing 

models of care plans, and describe different care plan types and the dimensions along 

which they vary. We end by considering possible mediators and moderators and the 

implications for research and clinical practice.  

 

Types of care planning 

 

‘Care planning’ and ‘care plans’ 

 

A useful initial distinction can be made between ‘care planning’ (verb: the process by 

which health care professionals and patients discuss, agree and review an action plan 

to achieve the goals or behaviour change of most relevance and concern to the 

patient) and a ‘care plan’ (noun: a written document recording the outcome of a care 

planning process). Many processes involved in care planning (planning for crises, 

identifying patient needs, negotiating between professional and patient priorities) are 

also part of good quality routine clinical care. There is therefore likely to be no strict 

distinction between routine care and ‘care planning’.  

 

From a policy perspective, the distinction between ‘care plans’ and ‘care planning’ can 

be represented in a 2x2 typology (Figure 3.1). Quadrant D represents poor quality 

care, with no care planning and no care plan. In Quadrant C, care planning has taken 

place but there is no formal care plan. This probably represents the majority of care 

for long term conditions at present. Quadrant A represents the ‘gold standard’; care 

planning supports production of a written care plan, which in turn feeds back into 

care planning. Quadrant B might reflect ‘gaming’:4  a ‘care plan’ is produced, but 

without a full care planning process. This behaviour may occur if care plans are poorly 

defined, if they lack clarity of purpose or if their implementation is not supported by 

suitable training and guidance. Additionally, if care plans are mandated or incentivised 

(either financially or through access to other resources), but are perceived 

unfavourably by professionals, care plans may be produced without care planning.  
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The use of care plans 

 

As noted in chapter 1, types of care plans have been described in a number of 

contexts. In respiratory disorders, patient-held care plans are focussed on responses 

to exacerbations, and provide specific instructions for daily treatment, step-up 

treatment in the event of deterioration, and seeking urgent medical consultation.5 In 

severe mental illness, care plans combine both instruction and needs assessment, 

focussing particularly on anticipation of crisis situations.6 In diabetes, care planning has 

a more open-ended aim to encourage partnership-building, emphasising the 

importance of both the professional perspective on ‘disease’ and the ideas and 

concerns of the patient.7 In some contexts (i.e. Team Care Arrangements in 

Australia) care plans focus on co-ordination and team-working for patients under 

multidisciplinary care.8  
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Figure 3.1 Care plans and care planning 
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The function of care plans 

 

Care plans can function as a simple extension of a conventional medical record, 

recording additional details of relevance to tailoring long term condition care. For 

example, the Australian Team Care Arrangement records details of treatment 

decisions to ensure all those involved in care are aware of their basis, which may 

improve management and informational continuity.8  

 

Care plans may function as ‘plans’: proposals for doing or achieving something. They 

may therefore have a more extensive function than recording alone, stimulating 

forward thinking and a focus on goals for both patients and professionals.  

 

Finally, care plans may function as a ‘contract’: an agreement intended to be 

enforceable. This suggests the ‘plan’ aspects are augmented by mechanisms to ensure 

that actions are undertaken, for example by providing incentives to act. Examples 

include advance decisions within end of life care, which might be legally binding, and 

care plans enabling access to resources e.g. personal health budgets in the United 

Kingdom.9  

 

A typology of care planning and care plans 

 

Bringing together ideas on use and function, we present a typology to categorise and 

describe care planning and care plans (Figure 3.2).  

 

Firstly, it is important to make the distinction between care planning for conditions and 

care planning for people. Care planning policy often emphasises the importance of the 

whole person, and there is increasing evidence of the importance of multimorbidity in 

populations with long-term conditions, where patients report difficulties in 

determining priorities among conditions and their management.10 However, care 

plans have often been developed and implemented on a condition-specific basis (such 

as for diabetes). 

 

Our typology has three core dimensions. 
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The first dimension (perspective) represents the degree to which the process of 

development and the content of the care plan reflects the perspective of the 

professional (with the patient as the ‘target’) or the perspective of the patient (with 

the professional as the ‘target’). In Australia, patient accounts suggest care plans were 

seen as being about the professional, and frequently documented ‘clinical goals and 

activities about which they had no expertise’.11  

 

The second dimension (scope) reflects the degree to which the plan is focused on 

discrete behaviours and items (e.g. steps to take in the event of an exacerbation), or 

on broader goals (such as improving mobility to enhance quality of life). The content 

of care plan templates may be a key driver of their scope. An analysis of primary care 

consultations in the UK suggested that the use of computer templates led to self-

management dialogue being framed around discrete behaviours.12  

Combining these two dimensions creates four types of care plans: 

 

1. Professional-centred/behaviour-focus: e.g. asthma self-management plans 

2. Professional-centred/goal-focused: e.g. PHQ9 treatment goals in stepped care  

3. Patient-centred/goal-focus: e.g. advance directives in end of life care 

4. Patient-centred/behavior-focus: e.g. healthy eating plans 

 

A third dimension (network) can be added to this typology. This describes whether 

care plans are focused on the core professional-patient dyad (e.g. patient and GP), or 

a wider care network (e.g. a multi-disciplinary team, and carers and wider social 

networks).13  
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Figure 3.2: Typology of care plans and care 

planning  

1. Professional-centred/behaviour-focussed 

2. Professional-centred/goal-focussed 

3. Patient-centred/goal-focussed  

4. Patient-centred//behaviour-focussed 
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The outcomes of care planning 

 

What are care plans and care planning supposed to achieve? Key goals of high quality 

care for long term conditions include access to care, continuity and co-ordination, 

self-management and interpersonal care, and effects on patient outcomes including 

disease specific outcomes and improving overall health related quality of life and 

function (see Chapter 1). Table 3.1 shows how care planning relates to key goals of 

the Chronic Care Model. Self-management is the outcome most likely to be 

influenced by care planning: however, care planning may potentially influence almost 

all core aspects of the model. The ability of care plans to achieve such widespread 

effects is of course not proven.  
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Table 3.1: Care planning and the Chronic Care Model 

CCM 

Domain * 

Aspects of the CCM domain * How care planning may fit with this 

domain 

Community 

Resources 

Mobilise community resources to meet needs of patients: 

 Encourage patients to participate in effective community programs 

 Form partnerships with community organizations to fill gaps in services 

 Advocate for policies to improve patient care 

Care plans can be monitored and assessed 

at a practice and organisational level to 

identify gaps in resources 28  

Health 

System 

Create a culture, organization and mechanisms to promote safe, high quality care: 

 Visibly support improvement at all levels of the organization 

 Promote effective improvement strategies aimed at comprehensive system 

change 

 Encourage open and systematic handling of errors and quality improvement 

 Provide incentives based on quality of care 

 Develop agreements to facilitate coordination in and across 

organisations  

Care plans that are focussed on multiple 

professionals may lead to the development 

of mechanisms to co-ordinate care at an 

organisational level 25 26 

Self-

Management 

Support 

Empower and prepare patients to manage their health and health care: 

 Emphasize the patient’s central role in managing their health 

 Use effective self-management support (e.g. goal-setting, action 

planning) 

 Organize resources to provide self-management support to patients 

Self-management support is at the core of 

the care planning process 

Delivery 

System 

Design 

Assure the delivery of effective, efficient clinical care and self-management support: 

 Define roles and distribute tasks among team members 

 Use planned interactions to support evidence-based care 

 Provide clinical case management services for complex patients 

 Ensure regular follow-up by the care team 

 Give care that patients understand and that fits with their cultural 

background 

Care plans that are focussed on multiple 

professionals may make explicit the roles 

and tasks of each. 25 26 The planning aspect 

of care plans may facilitate follow up, and 

including values and preferences may make 

care more responsive to patient’s 

background and preferences 
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Decision 

support 

Promote care consistent with scientific evidence and patient preferences: 

 Embed evidence-based guidelines into daily clinical practice 

 Share guidelines and information with patients to encourage 

participation 

 Use proven provider education methods 

 Integrate specialist expertise and primary care 

Patient and professional input into care 

plans may allow integration of evidence and 

preferences by allowing both patient and 

professional to make their decision-making 

explicit 

Clinical 

Information 

Systems 

Organize patient and population data to facilitate efficient and effective care: 

 Provide timely reminders for providers and patients 

 Identify relevant subpopulations for proactive care 

 Facilitate individual patient care planning 

 Share information with patients and providers to coordinate care 

 Monitor performance of practice team and care system  

This highlights the potential need to ensure 

high quality systems to facilitate care 

planning, via effective recording, retrieval 

and sharing of the content of plans over 

time 

 

* Reproduced from the Chronic Care Model website (http://www.improvingchroniccare.org/) 
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Mediators of change in care planning 

 

We identify three core mediators of relevance to care planning: participation and 

shared decision-making, supporting self-management behaviour change, and 

coordinating treatment (Figure 3.3).  

 

Participation and shared decision making 

 

Decision making is fundamental to health care, and can be seen as a staged sequence 

of ‘information exchange, deliberation or discussion of treatment preferences, and 

deciding on the treatment to implement’.14 Theoretical models of decision making 

use the idea of a continuum, with an emphasis on the role of the health professional 

at one end of the continuum, and the patient at the other (‘paternalistic’, ‘informed’ 

and ‘shared’ models).15 Current policy has highlighted the potential benefits of 

increasing patient participation in decision making, which can involve a number of 

components, including: 1) patient contribution to the direction of dialogue, 2) 

influence in the definition of the agenda, 3) participation in the reasoning process, 4) 

influence on decision-making, and the 5) emotional reciprocity within encounters.16 

Research suggests that many decisions in health care are not shared,17 and care 

planning could improve this by providing explicit encouragement for greater 

participation and a platform for realising that through the collaborative generation of 

a plan.  
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 Supporting self-management behaviour change 

 

Care plans and care planning could support changes in behavior that result from 

patients being more involved in the management of their own conditions. 

Incorporating theories of behavior change strengthens the design, implementation 

and evaluation of health care interventions such as care planning.18 Recent refinement 

of the Theoretical Domains Framework (TDF) enables the mapping of core elements 

of care planning onto an integrative framework of behavior change.19 The TDF aims 

to distil a wide variety of theories of behaviour change into one framework, to 

inform the development and evaluation of interventions (Table 3.2). Care planning 

involves a number of potential influences on behavior, and may require a variety of 

techniques of behavior change. Health care professionals will therefore require a 

breadth and depth of skills to facilitate a meaningful and comprehensive care planning 

process leading to effective behavior change.  

 

Coordinating treatment 

 

Care coordination is the need to process and integrate information relevant to 

patient care, and it reflects both variability and complexity.20 Variability refers to the 

diversity of patient problems that present; complexity is the degree to which 

decision making algorithms can be used to determine necessary actions for task 

performance. Tasks which demand high levels of information processing are best 

performed by teams in which there is a high level of interdependent working among 

members.21 However, co-ordination of care is often poor, and teams may need 

processes and structures to facilitate sharing of information. Care planning might 

provide the basis for shared patient information systems that allow each person to 

access information on the care provided by others in the team. As noted earlier, 

some care plans are focused on this function, although evidence that such plans have 

a significant effect on co-ordination of care is less clear. 
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Table 3.2 Application of the Theoretical Domains Framework (TDF) to care planning processes 

 

TDF Domain Constructs of this Domain Elements of care planning relevant to this 

domain 

1. Knowledge  

(an awareness of the existence of something) 

Knowledge (including knowledge of 

condition/scientific rationale) 

Procedural knowledge 

Knowledge of task environment 

Promotion of care consistent with scientific 

evidence 

Provision of information concerning condition/s  

Provision of information on processes of self-care 

Provision of information on health system 

2. Skills 

(An ability or proficiency acquired through practice) 

Skills 

Skills development 

Competence 

Ability 

Interpersonal skills 

Practice 

Skill assessment 

Support for development of self-care skills e.g. 

medication administration, HbA1C testing 

Support for development of skills to navigate 

health system 
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3. Social/professional role and identity 

(A coherent set of behaviours and displayed personal 

qualities of an individual in a social or work setting) 

Professional identity 

Professional role 

Social identity 

Identity 

Professional boundaries 

Professional confidence 

Group identity 

Leadership 

Organisational commitment 

Definition of roles across all team members, 

including the patient 

4. Beliefs about capabilities (Acceptance of the 

truth, reality, or validity about an ability, talent, or 

facility that a person can put to constructive use) 

Self-confidence 

Perceived competence 

Self-efficacy 

Perceived behavioural control 

Beliefs 

Self-esteem 

Empowerment 

Professional confidence 

Support for behavioural control 

Support in the development of self-efficacy 

Empowerment of patients  
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5. Optimism 

(The confidence that things will happen for the best 

or that desired goals will be attained) 

Optimism 

Pessimism 

Unrealistic optimism 

Identity 

Encouragement in the belief goals will be achieved 

6. Beliefs about consequences (Acceptance of the 

truth, reality, or validity about outcomes of a 

behaviour in a given situation) 

Beliefs 

Outcome expectancies 

Characteristics of outcome 

expectancies 

Anticipated regret 

Consequents 

Support for realistic expectancy of outcomes 

7. Reinforcement 

(Increasing the probability of a response by arranging 

a dependent relationship, or contingency, between 

the response and a given stimulus) 

Rewards (proximal / distal, valued / 

not valued, probable /improbable) 

Incentives 

Punishment 

Consequents 

Reinforcement 

Contingencies 

Sanctions 

Agreement of incentives or sanctions in achieving 

goals or changing behaviours 
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8. Intentions 

(A conscious decision to perform a behaviour or a 

resolve to act in a certain way) 

Stability of intentions 

Stages of change model 

Transtheoretical model and stages of 

change 

Establishment of intentions 

Support for decisions on adoption of particular 

behaviours 

9. Goals 

(Mental representations of outcomes or end states 

that an individual wants to achieve) 

Goals (distal / proximal) 

Goal priority 

Goal / target setting 

Goals (autonomous /controlled) 

Action planning 

Implementation intention 

Goal setting  

Action planning (how goal will be achieved) 

10. Memory, attention and decision processes 

(The ability to retain information, focus selectively on 

aspects of the environment and choose between two 

or more alternatives) 

Memory 

Attention 

Attention control 

Decision making 

Cognitive overload / tiredness 

Support for decision-making (which goals or 

behaviours to focus on) 
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11. Environmental context and resources 

(Any circumstance of a person's situation or 

environment that discourages or encourages the 

development of skills and abilities, independence, 

social competence, and adaptive behaviour) 

Environmental stressors 

Resources / material resources 

Organisational culture /climate 

Salient events / critical incidents 

Person x environment interaction 

Barriers and facilitators 

Exploration of person’s individual circumstances 

Recognition of barriers and facilitators to 

achieving goals or behaviour change 

12. Social influences 

(Those interpersonal processes that can cause 

individuals to change their thoughts, feelings, or 

behaviours) 

Social pressure 

Social norms 

Group conformity 

Social comparisons 

Group norms 

Social support 

Power 

Intergroup conflict 

Alienation 

Group identity 

Modelling 

Exploration of person’s social support and 

networks 

Recognition of potential role of social influences 

in achieving goals or behaviour change 
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13. Emotion 

(A complex reaction pattern, involving experiential, 

behavioural, and physiological elements, by which the 

individual attempts to deal with a personally significant 

matter or event) 

Fear 

Anxiety 

Affect 

Stress 

Depression 

Positive / negative affect 

Burn-out 

Recognition of and support for individual’s 

emotions in dealing with diagnosis, self-

management and the achievement of goals or 

behaviour change 

14. Behavioural regulation (Anything aimed at 

managing or changing objectively observed or 

measured actions) 

Self-monitoring 

Breaking habit 

Action planning 

Action planning (how individual plans to behave in 

particular situations) 
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Moderators of the effects of care planning 

 

There are many factors that could potentially moderate the effects of care plans. Here we 

highlight a small number which have particular salience.  

Clinical issues 

 

There are significant commonalities between long term conditions in terms of their 

requirements for decision making, self-management, and treatment co-ordination. However, 

important differences may moderate the impact of care planning. For example, diabetes can 

remain asymptomatic for many years: a lack of explicit symptoms may make care planning 

approaches appear irrelevant or not worth the time involved for both patients and health 

care professionals. For individuals with symptomatic disease (and their health care 

professionals), the greater ‘visibility’ of the condition may stimulate interest in methods to 

improve self-management. Care planning approaches may move in and out of perceived 

relevance, depending on the current stage of a condition: for example, COPD management 

plans are often invoked only in the event of an acute exacerbation.  

 

Earlier, the importance of multimorbidity was highlighted, and the presence of 

multimorbidity could significantly impact on the effects of care plans and care planning. In 

some ways, the challenges of developing care plans of relevance for multiple conditions may 

make care plans and care planning a more significant challenge in patients with 

multimorbidity, which may seen effects attenuated.22,23 However, care plans and care 

planning have the potential to overcome many of the identified barriers to quality of care in 

multimorbidity (e.g. duplication of care, conflicting advice, poor co-ordination, excessive 

burden of treatment).10 Achieving that potential may be more difficult than in single 

conditions, but the capacity to benefit in such patients may be much larger.  

 

Psychosocial issues 

 

There is evidence that preferences for shared decision making vary by demography.24,25 It 

remains a key research question whether the effectiveness of care plans will be lower in 

those groups who routinely prefer professionals to lead, or whether intervention in these 

groups will lead to enhanced outcomes, as they have greatest capacity to benefit.  
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Much of the consideration of care planning focuses on the individual patient, in consultation 

with individual or teams of professionals. However, support for long term conditions does 

not occur at an individual level alone, and often involves significant ‘networks of support’ 

including family, friends, professionals outside health services, and community groups.13 

Effective care planning may therefore place a greater emphasis outside of formal health care.  

 

Sociodemographic issues 

 

The capacity of patients to benefit may also be moderated by health literacy.26 Health 

literacy is commonly defined as the ‘degree to which individuals have the capacity to obtain, 

process and understand basic health information and services needed to make appropriate 

health decisions.’27 Low health literacy is associated with a wide range of markers of poor 

health including: higher rates of long-term conditions, poor self-management, poorer 

understanding of one’s medical condition and adherence to medical instructions, reduced 

responsiveness to health education and use of disease prevention services and higher health 

care costs.26 In addition, recent research suggests that low health literacy may be associated 

with higher mortality in older adults.28 As with multimorbidity, the challenges of effective 

care planning and the use of written care plans may be highest in those with poor health 

literacy, but if those challenges can be overcome, the benefits may be significant given the 

poor general health among populations with significant literacy issues.  

 

Summary 

 

There is significant policy interest in the potential of care plans and care planning. However, 

there has been a lack of specificity concerning the nature of care plans and care planning, as 

well as insufficient consideration of their likely influence on processes; anticipated outcomes; 

and factors which might influence benefit. The proposed typology of care planning offered 

here, along with the model of the process by which care planning may influence outcomes, 

provide a useful framework for future policy developments and evaluations. Empirical work 

is required to explore the degree to which current care plans can be described according to 

these dimensions, and the factors that determine which types of patients and professionals 

use which type of care plans.  
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Care plans and care planning in long term conditions: structured review of the 

empirical evidence 

 

As with any health technology or policy implementation in the NHS, there is a need to 

assess the effectiveness and cost effectiveness of care plans and care planning.  However, 

this leads to particular difficulties, because of the nature of the concepts. As highlighted 

earlier in Chapter 3, care plans and care planning are examples of ‘complex interventions’, 

with a variety of potential causal mechanisms and outcomes. There is also the additional 

complication that there is no sharp distinction between routine care (which will display 

patient-centredness, shared decision making and self-management support) and a formal 

care planning process.  

 

The difficulties of defining the intervention makes formal assessment of effectiveness 

complicated. In an earlier review of care planning in diabetes,29 the authors draw on a 

variety of published reviews, which explore the importance of various aspects of the care 

planning process (such as shared decision-making), but the review is unable to match the 

specificity associated with conventional systematic reviews focussed on defined and distinct 

interventions.  

 

For the current report, we sought to provide a structured and accessible summary of 

relevant evidence. We took as our starting point that the provision of a written plan is a 

distinct aspect of the care planning process which is both important in policy terms (as it 

provides a marker of policy implementation), and in terms of defining a distinct intervention.  

 

Objectives  

 

The objectives of this structured review were to assess the available evidence on the effect 

of the provision of written care plans on a range of outcomes including clinical and health 

service outcomes for patients with long-term conditions. 
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Methods 

 

Identification of studies 

 

We included published systematic reviews which included the provision of a written care 

plan. Additionally, we summarised recent RCTs which have not been included in the 

previous published systematic reviews.  

 

Studies were included in relation to our PICO (population, intervention, comparison, 

outcome) criteria: 

 

 Patients with long-term conditions; 

 Intervention strategies to improve long-term condition management which included 

provision of a written plan 

 Study designs: systematic reviews and individual RCTs 

 Professional and patient outcomes.  

 

Literature search 

 

Published reviews were identified from the Cochrane Central Register of Controlled Trials 

(CENTRAL) and the Cochrane Database of Systematic Reviews. Recent studies were 

identified through CENTRAL, which includes citations to RCTs that are not indexed in 

other databases such as MEDLINE and EMBASE. Evidence exists that a simplified RCT 

search strategy consisting of a scoping search of CENTRAL is sufficient for identifying RCTs 

for systematic reviews of health care interventions.30  

 

We tested several possible search strategies incorporating a mixture of MESH headings and 

text terms related to our population and intervention to assess the impact of different 

combinations of terms on numbers of articles retrieved.  Our final search strategy is listed in 

Figure 3.4.
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We also followed up bibliographies of relevant papers. Published empirical research studies 

were also identified through citation tracking of the key papers identified through our 

electronic searches. The search process was run once in 2011 and updated in 2012. 

 

Data extraction and analysis 

 

Potentially relevant studies retrieved from electronic searches were independently screened 

for eligibility.  Titles and abstracts of identified studies were assessed for relevance. Full text 

copies of studies were obtained.  Data was extracted by one author on study, country, 

population, type of study, intervention, setting, outcomes and results and then tabulated. A 

wide range of outcome measures were identified.  

 

Given the heterogeneity of the included studies, we did not perform any meta-analysis, but 

have tabulated the results of studies and reviews and assessed the overall quality, weight and 

consistency of the evidence in a narrative synthesis.  

 

Figure 3.4 Search strategy 
 

1     exp chronic disease/ 

2     chronic disease.tw. 

3     exp long-term care/ 

4     long-term care.tw. 

5     (chronic adj5 illness).tw. 

6     exp diabetes mellitus/ 

7     diab$.tw. 

8     exp asthma/ 

9     asthma.tw. 

10   exp pulmonary disease chronic obstructive/ 

11   pulmonary disease.tw. 

12   or/1-11 

13   exp Patient Care Planning/ 

14   patient care planning.mp. 

15   managed care.mp. 

16   care plan.mp. 

17   action plan.mp. 

18   management plan.mp. 

19   or/13-18 

20   12 and 19 
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Results 

 

An overview of included studies and study characteristics is given in Tables 3.3 and 3.4.   

Table 3.3 details relevant systematic reviews. All the reviews are related to respiratory 

conditions, and the types of studies differed, as some were more focussed on action plans 

per se,5,31 and other focussed on the wider issue of self-management education which 

involves an action plan.32 Generally, the results were supportive of the benefits of such plans 

in the context of respiratory conditions, both in terms of changes in self-management 

capacity,32,33 and health care utilisation5,33,34 although the evidence concerning health 

outcomes was less clear.32 One review compared different types of action plans (symptom 

based versus peak flow based) and found different effects on different outcomes.35 A review 

of asthma studies found no differences in outcomes between self-management through a 

written action plan compared with clinician-led adjustment of medications, and one trial 

within that review reported no difference in effects in verbal versus written action plans.36 

One review explored interventions to encourage the ownership and use of asthma 

management plans. Self-management education and telephone prompting were factors 

common to both outcomes.37 

 

Table 3.4 details the relevant, recent primary studies. Some studies add to the existing 

review evidence base for action plans in respiratory conditions,38-43 with mixed results, but 

generally supporting the results of the reviews. Other conditions assessed included 

coronary heart disease and diabetes. In the former, a large cluster randomised trial of an 

complex intervention including care plans for patients found reduced hospital utilisation but 

no benefits in clinical measures.44 In diabetes, electronic decision support which facilitated 

care planning demonstrated no benefits in clinical parameters,45 and the same lack of effect 

was demonstrated in a trial of the impact of pharmacist led care planning.46 A more 

comprehensive nurse-led care management programme including a written care plan 

impacted on systolic blood pressure but not other parameters,47 while a group care planning 

intervention with physician support and feedback to the primary care provider did 

demonstrate benefits in short term self-efficacy and more enduring change in HbA1c.48 
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Table 3.3 Summary details of the included review studies assessing provision of written plans  
 

Study 

 

Population (Number) Intervention Outcomes 

Gibson34 Asthma (N = 36 studies, all 

including education, most 

with self-monitoring and 

regular review, 18 with 

written action plan) 

Asthma education and self-management interventions, 

including provision of a written action plan 

Optimal self-management involving a written action plan led 

to significant reductions in asthma related hospitalisations 

(RR 0.58; 95% CI 0.43 to 0.77) and reduction in emergency 

room use (RR 0.78; 95%CI 0.67 to 0.91) 

Walters32 COPD (N = 5 studies, 574 

patients) 

The intervention was the use of an action plan, defined 

as ‘use of guidelines detailing self initiated 

interventions (such as changing medication regime or 

visiting a GP or hospital) which were undertaken in 

response to  alterations in the state of the patients’ 

COPD (e.g. increase in breathlessness, increased 

amount 

or purulence of sputum).’ Education was included if 

<60 minutes, but more extensive interventions were 

excluded even if they included a self-management plan.  

 

Action plans had no effect on health care utilisation: 

hospital admission mean difference 0.23 95% CI -0.03 to 

0.49; emergency department visits (mean difference 0.37; 

95% CI -0.50 to 1.24; GP visits (mean difference 0.53; -0.45, 

1.50).  

 

Action plans were associated with increased initiation of 

treatment for acute exacerbations: oral corticosteroid use 

mean difference 0.74; 95% CI 0.14 to 1.35; antibiotic 

treatment odds ratio 1.65; 95% CI 1.01 to 2.69).  

 

Self management knowledge and intention to initiate 

appropriate actions improved: mean difference 2.50; 95% CI 

1.04 to 3.96  and self initiating action in a severe 

exacerbation mean difference 1.50; 95% CI 0.62 to 2.38.  

 

There were limited data on health-related quality of life 
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Effing33  COPD (N =14, 2239 

patients, 6 studies with 

action plan) 

Efficacy of self-management programme including a 

written action plan, defined as ‘a written plan 

produced for the purpose of patient self-management 

of COPD exacerbations. It informs patients about 

when and how to adjust and/or start medication in 

case of an exacerbation’ 

There were significant reductions in hospital admissions due 

to self-management education (OR 0.64; 95%CI 0.47 to 

0.89).  

 

In disease specific quality of life, there were significant 

differences on the total SGRQ score (weighted mean 

difference -2.58 95% CI -5.14 to -0.02) and impact domains 

(weighted mean difference -2.83; 95% CI -5.65 to -0.02) and 

the BORG dyspnoea  scale (weighted mean difference -

0.53; 95% CI -0.96 to -0.10).  

 

Most of the studies included in the meta analyses included 

the use of action plans, but formal subgroup analyses on use 

of action plans could not be performed because of a lack of 

power.  

Bhogal35 

 

Children, adolescents with 

asthma (N = 4 studies, 355 

patients) 

Assessed effectiveness of action plans, defined as 

‘written set of instructions given to patients/parents 

that: was intended to stay in their hands until the next 

visit (thus excluding pharmacy prescriptions); provided 

instructions for daily treatment; provided instructions 

for initiation/step-up treatment in the event of 

deterioration; provided information regarding when to 

seek urgent medical consultation’ 

The review found no trials comparing provision of a written 

action plan versus none, with all  other co-interventions the 

same.  

 

All included trials compared a symptom based action plan 

versus a peak-flow-based action plan 

 

Children using symptom-based action plans had lower 

risk of exacerbations requiring acute care (RR 0.73; 95% CI 

0.55 to 0.99), but children using peak flow-based action 

plans reduced symptomatic days per week (mean 

difference: 0.45 days/week; 95% CI 0.04 to 0.26).  

 

No differences in: rate of exacerbation requiring oral 

steroids or admission, school absenteeism, lung function, 

symptom score, quality of life, and withdrawals. 
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Gibson5  Asthma (N = 26 studies) Determine impact of individual components of written 

action plans. An ‘individualized complete action plan’ 

was defined as including guidance on: when to increase 

treatment; how to increase treatment; for how long; 

when to seek medical help. ‘Incomplete individualized 

action plans’ were defined as those not specifying use 

of inhaled corticosteroids, and ‘non-specific’ action 

plans were those providing general information on 

management of deteriorations in asthma 

Individualized complete action plans reduced hospital 

admissions whether based on predicted (RR 0.46, 95% CI 

0.26 to 0.81) or personal best peak expiratory flow (RR 

0.66, 95% CI 0.48 to 0.91), and whether including 4 (RR 

0.65 95% CI 0.48 to 0.88) or less action points (RR 0.23 

95% CI 0.07 to 0.71).  

 

Individualized complete action plans impacted on peak 

expiratory flow when based on personal best peak 

expiratory flow (standardised mean difference 0.56 95% CI 

0.37 to 0.76), and when including 4 (standardised mean 

difference 0.34 95% CI 0.16 to 0.53) or less action points 

(standardised mean difference 0.56 95% CI 0.20 to 0.92). 

 

Incomplete data precluded meta analysis on incomplete 

actions plans 

Powell 36  Asthma (N = 19 studies) Assessed asthma education and self-management, 

including the use of a written self-management plan 

based on peak expiratory flow self-monitoring 

compared with symptom self-monitoring 

Six studies compared self-management with self-adjustment 

of medications via an individualised written action plan to 

adjustment of medications by a doctor.  

 

There were no significant differences between these 

interventions for hospitalisation, emergency room use, 

unscheduled care or nocturnal asthma 

 

Six studies compared self-monitoring using peak expiratory 

flow or symptom based monitoring. No significant 

differences in health outcomes were found 

 

One trial compared verbal action plans with written actions 

plans. There were no significant differences in asthma 

admissions, emergency room use, home visits or peak 

expiratory flow 

Roy31  

Protocol only 

Asthma  To explore effectiveness of asthma self management 

education, self monitoring and either (a) regular 

review by a healthcare provider or (b) use of a written 

action plan, or their combination 

Data not reported 
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Ring 37  Asthma (N = 14) Effectiveness of intervention to encourage asthma 

action plans, defined as ‘written or electronic records 

agreed by a person with asthma (or their parent/carer) 

and their health professional(s) providing personalised 

guidance on what action to take when asthma 

symptoms or peak flow deteriorate’ 

Results suggested that the following interventions were 

associated with increases in action plan ownership, including 

asthma clinics, self-management groups, telephone 

prompting, and the 3+ asthma management system.  

 

Action plan use might be increased by self-management 

education with reinforcement, telephone prompting, and 

internet based physician monitoring  
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Table 3.4 Overview of recent trials assessing care planning including a written plans  

 
Study Country Population 

(Number) 

Type Intervention Setting Outcomes 

Murphy 44  

 

Ireland  Adults, CHD  

(N=48 practices, 

903 patients) 

Cluster RCT Tailored care plans, including practice 

based training on process of care, 

academic detailing, regular 

consultations, and tailored patient 

care, involving: 

 

An initial consultation, where patient 

and practitioner together identified 

areas of management for 

improvement. Patients invited to 

prioritise one aspects of lifestyle for 

change.  

 

Ways of achieving this goal agreed and 

individualised action plan created, 

supported by information booklet  
 

 

Primary care At 18 months there were no significant 

differences in the proportion of patients 

above recommended limits (systolic blood 

pressure, diastolic blood pressure; and total 

cholesterol) 

 

Numbers of patients admitted to hospital 

over 18 months significantly decreased in 

the intervention group (25.8% compared to 

34.0%) 

Zwar 38,43 Australia Adults, COPD  

(N=44 practices, 

n=451 patients) 

Cluster RCT  Development of care plans delivered 

by nurses in partnership with GPs, 

based on the Australian COPDX 

guidelines. Support to implement the 

plan included a minimum of two home 

visits and five telephone contacts from 

the nurse and two GP consultations  

Primary care There were significant differences between 

groups in COPD knowledge and attendance 

at pulmonary rehabilitation (31% versus 

10%), but no differences in quality of life.  
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Grant 45  USA Adults, Type 2 

diabetes  

(N=11 practices, 

n= 244 patients) 

Cluster RCT Online decision-support electronic 

personal health record (PHR) which 

allowed patients to engage in their 

care resulting in an electronic care 

plan 

 

PHR was designed to provide patients 

with relevant clinical information, help 

patients identify areas for clinical 

action, and generate a Diabetes Care 

Plan to share with their primary care 

provider 

Primary care There were no differences in HbA1c levels 

after 1 year  (7.1% vs 7.2%), or differences 

in blood pressure and LDL-C control 

 

In a per protocol analysis, patients who 

submitted PHR Care Plans (intervention 

arm, n=82) were more likely to have a 

medication change for hyperglycemia (29% 

vs 15%) hypertension (13% vs 0%) or 

hyperlipidemia  (11% vs 0%) during the 

subsequent episode of care than controls. 

Hiss 47 USA Adults, diabetes  

(N=197 patients) 

RCT Provision of diabetes results with 

counselling, problem identification, 

care planning including action plan with 

nurse, versus provision of results alone 

 

Intervention included: 

 

Personal report on comprehensive 

evaluation of diabetes 

 

Problem identification with goal setting 

and action plan development 

 

Communication with primary care 

physician regarding discussions 

 

Collaborative interaction between 

nurse, physician, and patient  

 

Proactive and continuous follow-up by 

nurse care manager  

Community There were significant differences in mean 

systolic blood pressure in type 2 patients in 

the individualized intervention group 

compared to controls. There were no 

significant differences in measures of 

HbA1c, diastolic blood pressure, or 

cholesterol. 
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Odegard 46  

 

USA Adults, diabetes  

(N=77) 

RCT Pharmacist intervention incorporating 

patient visits to pharmacist to develop 

diabetes specific care plan, regular 

patient-pharmacist communication and 

communication between pharmacist 

and provider 

Primary care There were no significant differences 

between any HbA1c outcomes at 6 and 12 

months between groups.  

Trappenburg 39 Netherlands Adults, COPD  

(N=233 patients) 

RCT Individualised written action plan with 

ongoing telephone support to assess 

adherence by case manager 

 

The action plan provided individual 

treatment prescriptions (medication 

and non-medication) to facilitate 

response to symptoms 

Primary care 

and hospital 

There were no significant differences in  

exacerbation rates and healthcare 

use, although action plans were associated 

with differences in symptoms over time 

Naik 48  USA Adults, diabetes  

(N=87) 

RCT Four facilitated group sessions over 3 

months in goal setting and action 

planning to produce written action 

plan, with individual discussion with 

clinician and feedback to primary care 

provider, versus traditional education 

 

Primary care There were significant differences in  

HbA1c levels post treatment (between 

group difference 0.67% ) maintained at  

1 year (0.59%). There were significant 

differences in diabetes self efficacy post 

treatment but these differences were not 

maintained 

 

Duncharme 40 Canada Children, asthma  

(N=219) 

RCT Action plan coupled with a 

prescription plan to record discharge 

instructions, versus unformatted 

prescription 

Emergency 

departments 

There were no differences in adherence 

over first 14 days, but patients receiving 

written action plan more likely to adhere 

over days 15-28 (group difference 16%). 

There were also significant differences in 

filling oral corticosteroid prescription 

(relative risk 1.31), control at 28 days 

(relative risk 1.39) and  prescription of 

maintenance fluticasone (relative risk 2.47) 

and recommendation for medical follow-up 

(relative risk 1.87).  
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Sulaiman 41  Australia Children, 

adolescents, 

asthma (N=51 

GPs, N=411 

patients) 

Cluster RCT Two 3 hour GP delivered paediatric 

asthma education workshops on utility 

of written asthma action plans, versus 

guidelines alone and no guidelines 

Primary care Less than a third reported possession of 

written asthma action plans at baseline and 

there was no change in rates of ownership 

between groups. There were no significant 

differences in asthma severity, control, or 

health care utilisation 

Rice 42 USA Adults, COPD  

(N=743) 

RCT Disease management program 

including 1.5 hour education session, 

an action plan for management of 

exacerbations, and monthly telephone 

support calls from a case manager 

Primary care Patients experiencing at least one primary 

outcome (hospital admissions and ED visits) 

significantly different in favour of action 

plans (39% versus 27%), with additional 

significant benefits in respiratory health 

status 
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Summary 

 

Assessment of the impact of care plans and care planning is complex. The structured 

review explored current evidence on interventions including the use of a written plan. 

The bulk of the evidence relates to respiratory disorders, where there is reasonable 

consistency across reviews of positive effects on utilisation, with less evidence about 

benefits in outcomes such as quality of life. More recent trials have begun to explore 

the benefits of written plans in diabetes and coronary heart disease.  

 

Within the resources assigned to the review as part of the CAPITOL project, the 

searches cannot be considered exhaustive, especially as the use of a written plan may 

not always be in evidence from details that are used to identify studies, and the 

written care plan was often part of a wider intervention including self-management 

education, and ongoing professional support. Studies have been reported that have 

compared different types of plans (symptoms versus peak flow, written versus verbal), 

but the evidence base is very limited and such subtle differences may not be viewed 

by researchers or funders as a high priority for randomised evaluation. Only one 

author was involved in data extraction, which is not optimal, but given that formal 

meta analysis was not undertaken, and that the function of the review was to provide 

an overview of current evidence, it is not likely to be a critical limitation.  

 

In summary, the evidence base for the role of written plans is limited in scope, but 

would seem to suggest the potential for benefits, especially in health care utilisation in 

respiratory disorders. The empirical evidence is unable to provide a robust 

assessment of the added value of written  plans in the context of wider self-

management support and disease management. Some of the drive for the adoption of 

written plans comes from theoretical and empirical work in the wider behaviour 

change literature, where the setting of goals and the adoption of written plans to 

support that process is viewed as a core driver of behaviour  change.49 

 

Of course, one of the core challenges of evidence-based practice is to bridge the gap 

between evidence of benefit in formal research assessments, and implementation of 

that evidence into routine practice, and it is clear that even in areas (such as 

respiratory disorders) where the supposed benefits are more clear, implementation 



73 

 

among professionals and patients is often poor.50 The rest of the report will focus on 

empirical evidence of current use of care plans (Chapter 3 and 4), outcomes 

associated with their use (Chapter 6), and barriers and facilitators to adoption 

(Chapter 7 and 8).  
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Chapter 4 Care plans and care planning: Preliminary qualitative work 

 

Summary 

 

Background 

Care plans and care planning for people with long term conditions has been a policy 

priority, but it is not clear how care planning is currently implemented in primary 

care. This study explores experience of care planning in patients with long term 

conditions in three areas in England.  

 

Methods 

We conducted semi-structured interviews with 23 predominantly elderly patients 

with multiple long term conditions. The interviews were designed to explore 

variations in and experiences of care planning.  

 

Results 

No participants reported experiencing explicit care planning discussions or receiving 

written documentation setting out a negotiated care plan and they were unfamiliar 

with the term ‘care planning’. However, most described some components of care 

planning which occurred over a number of contacts with health care professionals 

which we term ‘reactive’ care planning. Key elements of care planning including goal 

setting and action planning were rare. Additionally, poor continuity and coordination 

of care, lack of time in consultations, absence of formal systems for planning, and 

patient concerns about what was legitimate to discuss with professionals were 

described.  
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Conclusions 

Amongst this population, elements of care planning were present in their accounts, 

but a structured, comprehensive process and consequent written plan was not 

evident. Further research needs to explore the advantages and disadvantages of 

different approaches to care planning for different patient groups. 
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Background 

Despite policy focus on the role of care plans in long-term conditions, there is a lack 

of evidence about the current implementation of care planning in the UK. This study 

draws on interviews with people with long term conditions to examine experiences 

of care planning discussions and care plans in primary care in England, and to explore 

barriers or facilitators to the implementation of this approach.  

 

Broadly, we defined care planning as potentially involving: 

 

 Anticipatory rather than reactive discussions about care 

 Defining roles and tasks among team members, including the patient 

 Negotiating agreements that facilitate care within and across organisation  

 Supporting patients to manage their own health and healthcare  

 Promoting shared decision making  

 Promoting care that is consistent with evidence and preferences 

 

Care planning as envisaged by policy is shown in Figure 4.1.
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Figure 4.1 The care planning process as envisaged in policy 
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Methods 

 

Interviews took place in two rural and one urban area in England as part of an 

evaluation of integrated care pilots.1 Integrated care pilots aim to offer integrated 

care to meet local needs and priorities. The three integrated care pilots participating 

in the evaluation focused primarily on elderly, vulnerable patients at risk of hospital 

admission. The evaluation thus provided an opportunity to interview patients who, 

should have been offered care planning discussions by their health care professionals 

in line with policy at the time of the study.   

 

Sites applied to be integrated care pilots and were selected by the funder (the 

Department of Health). Approaches to integrated care provision varied across the 

sites;  Site A focused on co-ordinated care for elderly patients, Site B aimed to bring 

community and primary care working closer together and Site C had multiple work 

streams targeting specific populations, including the elderly. Interviews were 

conducted before integration activities began and therefore participants were 

receiving ‘usual care’ in each of the geographical areas. 

 

In two of the three areas all patients who were part of the intervention were sent a 

questionnaire as part of the ICP evaluation (n = 200 patients in each area). In the 

third area (with a larger number of service users), a random sample (n = 500) were 

sent a questionnaire. The questionnaire included a tick box for respondents willing 

to be interviewed. 41% of questionnaire respondents at site A, 42% at site B, and 

46% at site C agreed to participate in an interview, from which our respondents 

were randomly sampled. Therefore, our sample comprised a range of predominantly 
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elderly patients, with a variety of conditions, receiving standard care within each of 

the three participating areas. 

 

Two researchers (JN and JB) conducted semi-structured interviews. The topic guide 

included specific questions on support for self management, participation in decisions 

about care, coordination of care, and experiences of care planning and care plans. 

The guide was piloted and no amendments made. We conducted interviews between 

April and June 2010 in participants’ homes, with the exception of one interview 

conducted at a local health centre. If present, informal carers were invited to 

participate. Interview length ranged from 26-106 minutes, with a mean length of 38 

minutes. Interviews were audio recorded and transcribed verbatim. Permission to 

record was declined by one participant. Ethical approval was obtained from 

Cambridgeshire 3 REC (09/H0306/55).  

 

Analysis followed the principles outlined by Lofland and Lofland.2 These form a series 

of reflexive steps through which data are generated, coded, and re-coded, making 

use of memos to aid analytical thinking. Analysis was led by two authors (JN and JB) 

and all other authors contributed by reading a selection of transcripts and offering 

suggestions on the developing framework. Codes were initially generated from the 

interview guide and literature. As coding progressed, we used memos to summarise 

and synthesise this work: memos were created for each new code assigned, as well 

as for potential themes or groupings of codes. Following initial coding across all data, 

we moved to a more focused period of iterative coding during which codes were 

rearranged, collapsed and sorted as we revisited the data and the literature. The 

computer program Nvivo was used to assist with data management.   
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Results 

 

We conducted 23 interviews; 8 included both patient and carer (Table 4.1). Eleven 

patients were female and twelve male. Ages ranged from younger than fifty to over 

85, with most aged over 75. Participants reported between 2 and 9 conditions, 

including chronic back pain, cancer, diabetes, arthritis, COPD and heart problems.  

 

No participants reported experiencing distinct and explicit care planning discussions, 

as defined earlier, or receiving written documentation setting out a negotiated care 

plan. They were unaware of the term ‘care planning’. Some components of care 

planning were, however, identifiable in reports of care. We outline the nature of 

these components, along with barriers to their effective implementation.  

 

The reactive nature of care planning 

 

Most participants had some form of discussion with their health care professionals 

which included components of care planning and was aimed at assisting them in 

managing their condition better. These discussions were not designated care 

planning meetings; instead they occurred throughout routine and emergency 

contacts with professionals, primarily GPs but also hospital doctors and nurses. 

Matters of chronic illness management were therefore dealt with on a predominantly 

reactive basis with a variety of providers over a period of time.
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Table 4.1: Respondent socio-demographic details 

ID* Gender Age Relationship  Area 
Conditions as described by 

patients 

1-1 Female 65-74 Widow Rural Cancer, heart problems 

1-2 Female 75-84 Married Rural Osteoporosis, osteoarthritis, thyroid 

problems, eye condition 

1-3 Male 65-74 Married Rural Stroke, osteoarthritis, back problems,  

1-4 Male Under 65 Married Rural Multiple sclerosis, diabetes 

1-6 Female 75-84 Widow Rural Osteoarthritis, heart problems, eye 

condition 

1-7 

(joint) 

Male (& 

female) 

75-84 Married Rural Cancer, asthma, COPD, osteoporosis 

1-8 Female 75-84 Widow Rural Heart condition, back problems 

1-10 

(joint) 

Male (& 

female) 

75-84 Married Rural Cancer, heart condition,  eye 

condition, diabetes 

1-11 Male 75-84 Single Rural Diabetes, memory loss 

2-1 

(joint) 

Male (& 

female) 

75-84 Married Town Heart condition, foot condition, knee 

problems 

2-2 Male 75-84 Widower Town Heart condition, prostate problems 

2-3 

(joint) 

Male (& 

female) 

75-84 Married Town COPD, cancer 

2-4 Female 65-74 Widow Town Heart condition, cancer, asthma, 

osteoporosis 

2-5 Female Over 85 Widow Town Heart condition, osteoporosis, 

osteoarthritis 

2-6 Male 75-84 Married Town Heart condition, neuralgia 

2-7 

(joint) 

Male (& 

female) 

75-84 Married Town Heart condition, prostate problems 

2-8 

(joint) 

Female (& 

male) 

75-84 Married Rural Female: Stroke, eye condition, thyroid 

problem, heart condition 

Male: Eye condition, osteoarthritis 

2-9 

(joint) 

Male (& 

female) 

75-84 Married Rural Male: Heart condition, osteoporosis, 

Female: Cancer, heart condition  

2-10 Female Over 85 Single Town Back problems, heart condition 

3-1 Male Under 65 Single Rural Cancer, mental health condition 

3-2 

(joint) 

Female (& 

male) 

75-84 Married Rural Female: Liver condition, diabetes 

3-3 Female 75-84 Divorced Rural Asthma, COPD,  heart condition, 

kidney condition 

3-4 Female Over 85 Married Town Diabetes, dementia, mental health 

condition 
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Oh he (GP) did, we sat down and discussed it all, showed me, he drew little pictures 

and things and of course he knew my nursing background so he was able to explain 

it all and I was able to understand. (ID 2-10) 

 

Participants rarely reported discussions about care covering the full range of 

recommended care planning components, including the provision of information, 

support for self-management and the coordination of care (see Figure 4.1); 

 

 [I: Do you ever feel that you’ve had the opportunity to discuss, say, with your GP, 

sort of an overall view of your healthcare and your health and how you’re managing 

that?] No, I don’t think so. Not a lot of what the future might hold, he just says, 

well, this could improve a bit or it’s definitely going to get worse. (ID 2-9) 

 

Communication of information 

 

Experiences of communication varied. Many participants felt professionals provided 

sufficient information about their condition, although understanding was typically 

built up over a number of years. [see Box 4.1] However, some described a 

frustrating lack of information, with two stating health care professionals appeared 

unsure about their condition or appropriate treatment. 
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Box 4.1: Illustrative case summary [ID 2-3] 

 

John (not his real name) is on oxygen 15 hours a day, and struggles to breathe; he 
attributes this to asthma. He has previously had surgery and radiotherapy for lung cancer, 

and also has bowel problems for which he takes medication. He attends hospital to see 

‘the oxygen nurse’ and ‘the cancer doctor’. He has had multiple admissions to hospital in 

recent years for chest infections. A nurse visits at home to give injections when required, 

and to see if they have everything they need, but they are not sure of her specific role. 

His wife Sheila had a hip replacement operation two year ago, and has osteoarthritis. She 

helps care for John who, for example, requires some help getting dressed. They had 

carers visit immediately after his cancer surgery, but this was a short-term arrangement, 

and Sheila struggles to keep up with the shopping and household jobs. He and his wife 

visit the GP ‘just if we need’, or as John said, ‘there has to be something wrong.’ They prefer 

one GP in particular but, visiting as they do usually on an acute basis, they do not often 

manage to get an appointment with her.  

 

The only written information John has received to date and still refers to he calls his 

“rules and regulations”. This is a set of exercises and management techniques given to 

him by a respiratory nurse to help with his breathing – as his wife says ‘And if he does them 

he’s a lot better. But then he thinks he’s a lot better so he doesn’t do them.’  

 

They have never sat down with one health care professional to review treatment, care 

and medication or discuss plans for the future. Instead, they have gleaned what 

information they wish to have from a wide variety of sources, including hospital doctors 

and nurses, physiotherapists, various community nurses and GPs. If they have questions 

about an issue or concern, they might consider going to see the GP, but they rarely do so 

as it is difficult to get an appointment and they feel there is not much time to discuss 

issues. Recently a hospital doctor suggested keeping prophylactic antibiotics and steroids 

in the house for when his chest gets bad again, but they do not know what is happening 

about that. They are still confused about some aspects of John’s current medication, 

which has changed recently. Asked if they wished to discuss anything else concerning 

their healthcare, they said: 

 
John: No I don’t think so, no. No, we’re alright aren’t we? 

Sheila: Yes, we’re alright as long as I can keep going. 

John: Aye and I can keep going. 

Sheila: And you can keep going. You can keep breathing yes. 
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Perceptions of the effective flow of information between professionals and patients 

were linked to what was considered continuity of care. Many participants wanted to 

see a GP who knew them, as a lack of continuity meant a perceived lack of 

understanding; 

 

... All he (locum GP) will have is the information on his screen which okay I mean 

technology as we know is marvellous it can, he can learn a lot off that screen but if 

he is only there for a week or a fortnight there is never going to know looking at 

that screen what 20 years. I mean if you were a doctor and I was your patient, if 

you saw me for 20 years you would know every single thing and you would know 

when I was trying to con you…(ID 2-6) 

 

One participant who had experienced years of chronic back pain felt her condition 

was trivialised by GPs unfamiliar with her case;  

 

... It’s frustrating actually, you know, because sometimes you get on and you think, 

oh God, here’s another one [GP], you know, now I’ve got to start from scratch. I 

mean, they come in to me and say, ;so you’ve a bad back love, haven’t you?’ And 

you want to scream. You literally want to scream at them. (ID 1-8) 

 

Perceived limitations on consultation time also curtailed the opportunities for 

information exchange; 

 

It is time pressured.  Because really, you only get about 5-10 minutes with your GP, 

and you’ve got to be right on the thing. Like I’m talking to you, I haven’t had the 
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time to discuss with her things like that, I just go in, tell her what my problems are 

and how I am. I realise that she’s busy, she’s a lot of other patients to see.  So you 

can’t take that much time. (ID 2-2) 

 

Support for self-management 

 

A number of participants, usually those who felt they had sufficient information and 

experience, indicated that they were confident managing their health problems, 

although often with assistance from paid or unpaid carers. Many were practiced in 

daily routines including monitoring blood glucose and managing complex medication. 

Professional assistance with aspects of self-management was evident, for example the 

advance provision of antibiotic supplies or simple encouragement;  

 

But if I’m getting windy about it, and sort of a bit cowardly, I will ring up the district 

nurse, and she’ll say, ‘just carry on Edward’, and she gives you those words of 

reassurance. (ID 2-2) 

 

For many, self-management was more concerned with achieving important everyday 

activities than with specific medical tasks. These included learning to walk without a 

stick so they could carry a cup of tea or getting out for fresh air; 

 

It’s a very good Zimmer but you trundle along with it and then you put the brakes 

on and you sit down, which is marvellous because if I sit down I’m fine.  Then I’m up 

again and do another bit and so I try, everyday, and get out a little bit, down to the 

bottom and back. (ID 2-10) 
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A number of participants were trying to cope with psychological elements of their 

condition, such as the impact of physical limitations and changes, and the perceived 

need to remain positive for the sake of others. However, these goals tended to be 

supported by informal carers alone; participants rarely discussed psychological 

concerns with their health care professionals.  

 

Only three participants mentioned that ‘goal setting’ and ‘action planning’ were 

discussed at all in relation to their care. One respondent did not remember the 

process of goal setting other than the term. The two other participants felt the 

terms were not applicable given their conditions; 

 

 [I:  And who tends to talk to you about goal setting?] Usually the Nurse and the 

Doctor says (about it) there is not much point in that when you can’t walk is there. 

Which there isn’t, is there? (ID 3-3) 

 

I haven’t really got an action plan....I don’t think you can have an action plan when 

you’re in my condition of life [paralysed from the neck down].  My action plans is 

just to try and live life to the full. (ID 1-4) 

 

Participants often raised concerns about the future of their condition or care. 

Anxieties included the implications of a hospital stay for further care, a lack of 

knowledge about available home care support and concern at having to leave their 

current home if their condition deteriorated; 
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But I don’t like the concept of, such as myself, having to go into a home as an 

alternative. I don’t like that at all. I would hate to leave this little flat and I would do 

anything to organise help to be able to stay and I think a lot of people would be far 

happier if that was so. (ID 2-5) 

 

Participants believed such topics were not issues of concern for health care 

professionals, and thus rarely mentioned these aspects in consultations. 

 

Coordination of care 

 

Many participants had multiple conditions requiring complex treatment and 

coordination of care. Patients noted phone conversations, face to face meetings and 

letters between health care professionals as forms of communication they were 

aware of; 

 

It seems to be working alright.  This doctor I see at (hospital) sends letters to my 

doctor (GP), and my doctor is in touch with them about various things. I’ve just had, 

a pharmacist across the road, and he’s sent a form to my doctor about this thing. 

It’s just like a form, informing about my medication that’s going on... 

 (ID 2-2) 

 

However, five participants felt that care was not co-ordinated well across different 

teams and that this was something that was a matter for the health care delivery 

team to manage over which they had little or no control; 
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When you go to the orthopaedic department the consultant that does the arms 

won’t touch legs. A leg man won’t touch the spines, you know the spine man won’t 

touch the hip and you have to be referred back to your doctor who then refers you 

back to another doctor, another consultant and you try to explain to him mixture 

between the two, he doesn’t want to know because he only does legs, he doesn’t do 

back... But as you can see is a very difficult situation for the white coats as I call 

them to understand when they don’t want to talk amongst themselves even in the 

same department.  It’s very difficult. (ID 1-3)  

 

Patient-related barriers to comprehensive treatment discussions included an 

unwillingness to engage with their condition. For a small number, this reluctance to 

discuss their care and conditions had arisen from the perception that nothing more 

could be done for them; 

 

‘Mr Jones,’ he said, ‘as I’ve written down, there’s no hope’....You know we said to 

him, ‘You know what is the prognosis?’ He said, ‘You go back home, you go back to 

bed and you stay there until the end’. (ID 1-3) 

 

Such conversations were identified as ending any future discussions about care: if 

there was nothing that could be done, there was no point in planning ahead. As a 

result, some patients did not see professionals unless absolutely necessary. 
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Written documentation 

 

Only one participant recalled a document which he identified as a care plan, although 

he had not looked at it; 

 

Oh yes, the nurses always write you a care pack...Oh yeah, there is a care plan 

yeah. No, that’s, they do fill in a, because that’s just -  I don’t see it as such because, 

my wife will know where it is and when the nurses come in, the doctor will read that 

sometimes...And he will, my doctor will read what, like if I’m being dealt with for a 

pressure sore. (ID 1-4) 

 

However, from the description above, this is more likely to be a nursing/shared 

record rather than documentation of the outcome of care planning discussions. 

Another respondent described completing forms with a nurse about her wishes for 

end of life care. She did not believe this to be a care plan, but it may have contained 

elements of advanced care planning. 
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Discussion 

 

Summary 

 

In this predominantly frail elderly population, care planning was not a discrete event with an 

explicit discussion leading to a written care plan, as envisaged by policy (Figure 4.1). Instead, 

respondents experienced elements of care planning through different healthcare contacts, in 

what we term ‘reactive’ care planning (Figure 4.2). In this reactive rather than proactive 

approach, care planning was often inconsistent and incomplete, and explicit goal setting and 

action planning were rare. Poor continuity and coordination of care, lack of time in 

consultations, and patient attitudes towards legitimate discussion topics with health care 

professionals may be key barriers to care planning. 
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Strength and limitations of the study 

 

We conducted a small number of patient and carer interviews. We did not interview their 

health care professionals to provide a useful additional perspective. Interviews took place 

within a larger study of integrated care pilots, restricting participants to those who lived 

within an pilot area. Participants were drawn from predominantly rural areas, and their 

experiences of health care may differ from those living in urban areas. Respondents were 

predominantly white. However, the range of conditions and multimorbidity experienced by 

participants is broadly representative of the wider community of patients with long-term 

conditions.  

 

We did not collect information on participant’s educational attainment as an indicator of 

health literacy.3 However, health literacy may be an important component of patient’s 

participation in health care, including the care planning process (see Chapter 3). Medical 

records would provide further detail on medical conditions and communication and 

coordination between health care professionals. However, we drew participants from 

general practices across three geographical areas, representing a sample of older patients 

with multiple long term conditions experiencing standard care.  

 

Comparison with existing literature 

 

Patients identified GPs as the person with whom discussions about care primarily occurred, 

as in previous Australian research.4  GPs and patients with long-term conditions may 

particularly value a personal relationship,5 and we identified poor continuity of GP care as a 

significant barrier to effective information exchange. The building of understanding about 
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conditions and goals over a period of time, rather than confined to discrete consultations, 

suggests that being able to see the provider of choice when required may be an important 

factor in the successful implementation of care planning.6  

 

Self management, goal setting and action planning are often identified as key care planning 

components. We found little evidence of shared goal setting and action planning. Some 

respondents were competent self managers, but many expressed anxiety about social and 

practical as well as medical aspects of their condition. A focus on self-management as 

everyday activities rather than inclusive of medical tasks may lead patients to question the 

relevance of goal setting and action planning, feeling these are concerned with medical 

matters which remain the domain of health care professionals. However, it is of concern 

that participants felt social and emotional matters were inappropriate to raise with health 

care professionals, as care planning aims to facilitate self-management across all dimensions 

of a patient’s life. This may be compounded by health care professionals’ reluctance to 

initiate self management discussions.7 

 

The documentation of discussions in a written care plan is strongly supported by current 

health policy worldwide. As none of our participants had participated in explicit care 

planning discussions, none had a written document. Written documentation may be useful if 

care planning is to be sustained over a period of time with a number of professionals. It may 

also function to maximise the impact of care planning, enhancing behaviour change by 

providing a record which can be used to self-monitor progress, and to specify agreements 

between patients and professionals.8 However, current evidence on the effectiveness of 

written action plans for conditions including asthma and COPD is mixed.9,10  
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The rarity of proactive, structured care planning in this patient group may reflect, in part, a 

corresponding absence of systems to support care planning and the production of care 

plans. While policy has emphasised the importance of the care planning approach, it has not 

provided any specific changes to systems to implement this outside specific pilots. Previous 

research in diabetes care has found that integrated electronic health records can help to 

promote coordination of care, although patients with more complex needs may require 

innovative structured communication strategies to support care planning.11 Programmes 

such as the diabetes-specific Year of Care emphasise the importance of system re-design to 

facilitate care planning. It is possible that care planning and the production of care plans is 

perceived by patients and health care professionals to be incompatible with or disruptive to 

usual practice; if this is the case, carefully designed systems to support the implementation 

of this approach will be required. 
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Chapter 5 Care plans and care planning for people with long-term health 

conditions: findings from the General Practice Patient Survey 

 

Summary 

 

Background 

 

At present, there is little evidence about the prevalence of care plans or care 

planning. We used data from a large UK survey of patient experience to determine 

the prevalence of care planning and care plans, and examine the predictors of each.  

 

Methods 

 

Data were from the 2009/2010 General Practice Patient Survey. Outcomes were 

patient reports of care planning discussions; perceived benefit from care planning 

discussions; and written care plans.  We included patient and practice variables in 

multilevel logistic regression to investigate predictors of each outcome. 

 

Results 

 

49% reported a long-term condition.  Of this group, 84% reported having a care 

planning discussion in the last 12 months, of which 90% reported benefit. Only 12% 

who reported a care planning discussion also reported receiving a written care plan.  

Patients who reported a written care plan were more likely to report benefits from 

care planning discussions. There was no relationship between change in prevalence of 

care plans or written documents and practice level measures of quality of care.  

 

Conclusions 

 

Most people with a long-term condition are involved in care planning discussions. Our 

findings highlight a gap between the prevalence of care planning discussions, which are 

very common, and the policy commitment to written care plans, which are not. 
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Introduction 

 

There is limited existing evidence about the current adoption of written care plans. 

A survey of physicians across seven countries found significant variation in the 

numbers of patients with long-term conditions who were ‘given written instructions 

about how to manage their care at home’. Nearly two thirds of physicians in 

Germany stating that they did this routinely, compared with 21% in the UK. 

However, the nature and scope of that written information was not clearly 

specified.1 A survey of diabetic patients reported that  47% ‘almost always’ agreed a 

plan to manage their diabetes annually, although more reported general discussions 

around ‘their ideas about the best way to manage their diabetes’. These ‘plans’ were 

not necessarily written plans. Patient goals were less often included in such 

discussions. White patients and those with more recent problems were more likely 

to be involved in discussions.2  Recent work within specific ICP sites (see Chapter 4) 

found that at baseline, 26% of patients reported receiving care plans at baseline, 

rising to 34 per cent after the integration activities.3 

 

Making sense of the role and impact of care plans requires data on current levels of 

utilisation. We used data from a large UK survey to: 

 

(a) determine the prevalence of care plans and care planning 

(b) to explore change in prevalence over time 

(c) examine patient-level predictors of care planning and care plans 

(d) explore the relationship between change in care plans over time, and practice 

level outcomes (such as QoF scores) 
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Methods 

 

Design 

 

The study is based on a large scale cross-sectional survey of patients registered with 

general practices in England. The General Practice Patient Survey (GPPS) is 

administered by Ipsos MORI for the Department of Health. Stratified random 

samples were drawn, averaging 260 responses per practice. This involved over-

sampling from small practices and from practices with low response rates in previous 

surveys.  Questionnaires were sent quarterly to 1.4 million patients aged 18+ 

registered with a practice for 6 months (total n=5,567,038), with reminders 1 and 2 

months later. The response rate was 39% (n=2,169,718).  

 

Survey content 

 

The GPPS is designed to assess patients' experiences of primary care in England to 

inform GP remuneration.4 The survey includes items on aspects of primary care 

identified as important to patients from published literature in addition to certain 

items requested by the government and include 6 domains: access, continuity of 

care, communication, anticipatory care planning, out-of-hours care and overall care 

satisfaction.  Details of development have been published.5,6  

  

Questions on care plans and care planning were included:  

 

(a) whether the respondent had discussions in the past 12 months with a doctor or 

nurse about how best to deal with their health problem 

(b) whether, in these discussions, the doctor or nurse took notice of their views, 

gave them information on managing their problem, and agreed with them how best 

to manage their problem;  

© whether they were given a written document;   

(d) whether they were told they had a ‘care plan’;  

(e) whether the discussions had helped improve the patient’s management of their 

health problem (see http://www.gp-patient.co.uk/).  

http://www.gp-patient.co.uk/
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The analysis used data from the 2009/10 GPPS survey (Year 4) and was restricted to 

those with a long-standing health problem, disability or infirmity, who were eligible 

to answer the care planning items. Analysis of changes over time included 20010/11 

GPPS survey (Year 5).  

 

Variables 

 

For the analysis of the prevalence of care plans and care planning, we examined three 

primary outcomes:  

 

(a) The presence of care planning discussions– whether respondents reported 

discussions in the past 12 months with a doctor or nurse about how best to 

deal with their health problem. 

 

(b) The perceived benefits of care planning – whether respondents reported that 

discussions with their doctor or nurse had helped to improve how they 

managed their health problems  

 

(c) The production of a care plan – whether respondents reported they had ever 

been told that they had something called a ‘care plan’. We also conducted a 

sensitivity analysis, based on respondents who reported receiving a written 

document about the discussions they had about managing their health 

problem. 

 

To explore predictors of care plans and care planning, we used the following 

independent variables: 

 

(a) Socio-demographic variables: age (18-34; 35-54; 55-74; 75+), gender, 

ethnicity, deprivation (quintiles of rank of Index of Multiple Deprivation), and 

carer responsibilities 
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(b) Health status (‘In general, would you say your health is...’, with five response 

options from ‘Excellent’ to ‘Poor’).  

 

(c) Patient assessments of primary care: access to care (ability to see a doctor 

quickly, ability to book ahead for appointments, answered ‘yes’, ‘no’ or 

‘cannot remember’); continuity (frequency of seeing a preferred doctor, on a 

five point scale from ‘almost always’ to ‘almost never’); interpersonal care 

(given enough time, asked about symptoms, listened to, tests and treatments 

explained, involved in decisions, treated with care and concern, and problems 

taken seriously, all answered on a 5 point scale from ‘very good’ to ‘very 

poor’), and whether patients had consulted a practice nurse within the last 6 

months.   

 

(d) In the analyses of predictors of benefits of care planning, we included the 

presence of a care plan. 

 

(e) Practice-level variables: number of GP principals, percentage of female GPs, 

and experience of GPs (mean years post-qualification) 

 

For the analysis of the relationship between change in care plans over time, and 

practice level outcomes, we used QoF scores relating to diabetes care.  
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Analysis 

 

Prevalence of care plans and care planning 

 

Respondents who did not report receiving care planning discussions were ineligible to 

answer the question on care plans, so we were unable to estimate patients with a 

care plan without a linked discussion (see Chapter 3).  We also report change in 

rates of written documents and care plans over time.  

 

We used multilevel logistic regression to investigate relationships between our 

independent variables (sociodemographics, health status, patient assessments of 

primary care) and dependent variables (receipt of care planning discussions, 

perceived benefits of care planning, receipt of a care plan). Patient and practice level 

variables were included  in the same two-level analysis. The analytic model is 

outlined in Figure 5.1.  

 

We used regression analyses to assess changes in the likelihood of patients reporting 

a written document and care plan over time. 
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Practice variables 
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Figure 5.1 Model of the analysis 
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Predictors of care plans and care planning 

 

In the analysis of predictors, sample size made statistical significance an inadequate 

guide to substantive importance, so we defined an important predictor as one 

associated with a difference in prevalence of 2.5% or more. We used Snijders and 

Bosker’s multilevel logistic version of McKelvey and Zavoina’s (MZ) R2 index 7 to 

estimate the percentage of variance in each dependent variable explained by patient 

and practice covariates. This represents the percentage of variance in a continuous 

latent variable - assumed to underlie the binary outcome measures - explained by the 

covariates, and gives R2 values comparable to linear regression analysis of the latent 

variable itself. We also estimated the intracluster correlation co-efficient to assess 

clustering of responses within practices. 

 

Effects of the change in prevalence of care plans and care planning on practice level 

outcomes 

 

We assessed whether the change in percentage patients meeting targets between 

2008/9 and 2009/10 varied according to the rate of written document usage in 

2009/10. Unfortunately, the QOF definition changed over this time period. We use 

indicator DM07 (The percentage of patients with diabetes in whom the last HbA1c is 

10 or less in the previous 15 months) for 2008/9 and DM25 (The percentage of 

patients with diabetes in whom the last HbA1c is 9 or less in the previous 15 

months) for 2009/10. 

 

Other analytic issues 

 

There is bias in likelihood of response to GPPS, with males, younger patients and 

those living in areas of deprivation least likely to respond, and some under-

representation from of ethnic minorities.6 Furthermore, patients from smaller 

practices are over-sampled.8 To improve representativeness, we applied individual 

survey weights to respondents when calculating frequency distributions. These 

sampling weights were derived from Ipsos MORI calculations8 using rim weighting, 
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using 2 rims (age-by-gender, with 8*2 levels, and practice (c.8000 levels).  We used 

unweighted data in the regressions.9 

 

Previous GPPS analysis had identified that the 7 items concerning patient ratings of 

their last consultation with a doctor loaded on to one component.5 We created a 

composite variable for interpersonal care using the mean score across the 7 items for 

patients with valid responses to 4+ items. Multicollinearity analysis indicated that 

all covariates in the analysis had variance inflation factors below the conventional 

threshold of 4. 

 

For descriptive statistics and prevalence rates we included all patients with valid data, 

but regression analysis used only those cases with complete data (80%). We 

conducted analyses using Stata version 10.  

 

Results 

 

Prevalence of care plans and care planning 

 

Data were available for 2,169,718 respondents, representing 8,362 practices. Forty-

nine per cent stated that they had a long-standing health problem and were included. 

Respondent characteristics are shown in Table 5.1. Descriptive data are detailed in 

Table 5.2. Key findings include the high numbers reporting care planning (83.7%), but 

only 39.4% replied ‘definitely’ to the benefits of care planning. Only 21.7% of patients 

reported receipt of a written document, and only 11.8% were told they had a care 

plan. 
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Table 5.1. Characteristics of respondents with a long-standing health 

problem, disability or infirmity. Values are percentages 

Gender Male 49.7 

  Female 50.3 

Age  18 to 34 15.2 

  35 to 54 32.8 

  55 to 74 36.4 

  75+ 15.5 

Ethnicity White 91.4 

  Mixed 0.7 

  Asian or Asian British 3.2 

  Black or Black British 2.0 

  Chinese or other ethnic group 2.7 

Work status  Full time paid work 33.3 

  Part time paid work 10.7 

  Full-time education 2.0 

  Unemployed 5.0 

  Permanently sick or disabled 11.2 

  Fully retired 29.9 

  Looking after home 5.7 

  Doing something else 2.1 

Caring responsibilities  9.7 

Quintiles of IMD  1 (most deprived) 18.6 

   2 19.2 

   3 19.9 

   4 20.5 

   5 (least deprived) 21.8 

Results are weighted using sampling weights (see Methods for details) 
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Table 5.2. Reported prevalence of care planning activities (%) 

Have you had discussions in the past 12 months with a doctor or nurse 

about how best to deal with your health problem? 
 

Yes 83.7 

No 16.3 

In these discussions, did the doctor or nurse take notice of your views 

about how best to deal with your health problem? 
 

Yes 90.3 

No / Don’t know 9.7 

In these discussions, did the doctor or nurse give you information about 

the things you might do to deal with your health problem? 
 

Yes 89.3 

No / Don’t know 10.7 

In these discussions, did you and the doctor or nurse agree about how 

best to manage your health problem? 
 

Yes 86.1 

No / Don’t know 13.9 

In these discussions, did the doctor or nurse give you a written 

document about the discussions you had about managing your health 

problem? 

 

Yes 21.7 

No / Don’t know 78.3 

In these discussions, did the doctor or nurse ever tell you that you had 

something called a “care plan”? 
 

Yes 11.8 

No / Don’t know 88.2 

Do you think that having these discussions with your doctor or nurse 

has helped improve how you manage your health problem? 
 

Yes, definitely*  39.4 

Yes, to some extent* 47.4 

No, not at all / Don’t know 13.2 

Results are weighted using sampling weights. *Combined in subsequent logistic regression 

analysis 
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Changes in prevalence of care plans and care planning over time 

 

The model for written document showed that on average the prevalence of written 

documents had decreased (OR=0.93 95% CI 0.92 to 0.94). However there was 

evidence that this change varied between practices. The ORs comparing Y5 with Y4 

in the central 95% of practices went from 0.79 to 1.09, i.e. some went up and some 

went down, but more went down. These are quite modest changes compared to the 

changes in crude rates. 

 

The model for care plans also showed that on average care plans had decreased 

(OR=0.91 95% CI 0.90 to 0.92). However there was no evidence that this change 

varied between practices, although this may reflect lack of power associated with the 

low number of people who said they had been given a care plan. 

 

Factors associated with care plans and care planning 

 

Care planning discussions were more common where the patient was Asian, in poor 

health, where the patient was able to book ahead for appointments and when the 

patient had seen a nurse in the preceding six months (Table 5.3). However, the 

strongest predictors were where the patient was more likely to be able to see his or 

her preferred doctor and where interpersonal care was rated highly.  

 

The benefits of care planning were reported more by men, older patients, those in 

good health, those who had seen a practice nurse in the last 6 months, and those 

reporting greater access, continuity and interpersonal care (Table 5.3). The 

association with interpersonal care was particularly striking. Patients who reported a 

care plan were more likely to report benefits of care planning.  

 

Care plans were reported more by men, by patients who had carer responsibilities, 

non-white patients, patients in areas of deprivation and reporting worse health, 

those who had seen a practice nurse in the last 6 months, and patients reporting 

better access, continuity of care and interpersonal care. Sensitivity analysis using 

receipt of a written document in place of care plans replicated the associations with 
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gender, ethnicity, deprivation , practice nurse visits, access and interpersonal care. 

However, there was no longer an effect of caring responsibilities, and younger 

patients and those with better health were more likely to report a written 

document. 

 

Patient assessments of primary care (access, continuity and interpersonal care) were 

the most consistent predictors across all dependent variables. Raw percentages of 

patients reporting each outcome by predictor variable are reported in Appendix 5.1. 

The MZ R2 for  care planning discussions, care plans, and benefits of care planning were 

19%, 15% and 36% respectively (Appendix 5.2). The ICCs are small, indicating that 

clustering of patient responses within practices is very low (Appendix 5.2). No 

practice characteristics predicted outcomes.  

 

The association between changes in prevalence of care plans and care planning, and 

practice level outcomes 

 

The initial model used HbA1c control as the outcome. It should be noted that the 

QOF definition changed over this time, although it is still possible to interpret the 

interaction term appropriately. The analysis found no evidence (p=0.36) that the 

decrease in HbA1c control varied between practices with different rates of written 

documents in 2009/10.
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Table 5.3 Predictors of care planning discussions, care plans and benefit from care planning discussions (values are 

odds ratios)* 

 

  

  

Care planning discussions Care plan 
Benefits from care planning 

discussions 

Univariate 

analysis 

Multivariate 

analysis 

Univariate 

analysis 

Multivariate 

analysis+ 

Univariate 

analysis 

Multivariate 

analysis 

Gender  

 

Male - - - - - - 

Female 0.96 0.88 0.67 0.65 (0.81) 0.77 0.82 

Age 

  

18-34 - - - - - - 

35-54 1.14 0.94 1.12 0.97 (0.96) 1.77 1.41 

55-74 1.49 1.06 1.20 0.94 (0.83) 3.63 2.25 

75 + 1.47 1.02 1.32 0.99 (0.71) 3.92 2.30 

Carer responsibilities  No - - - - - - 

Yes 1.08 0.96 1.44 1.32 (1.09) 1.05 0.96 

Ethnicity 

 

  

  

White - - - - - - 

Mixed 0.82 1.03 1.36 1.39 (1.31) 0.59 1.01 

Asian or Asian British 1.01 1.27 1.57 1.79 (1.62) 0.55 1.14 

Black or Black British 0.92 1.19 1.44 1.46 (1.52) 0.74 1.19 

Other 0.89 1.11 1.65 1.76 (1.59) 0.63 1.08 

Index of Multiple 

Deprivation quintile 

1 - - - - - - 

2 1.03 0.99 0.79 0.83 (0.89) 1.04 0.96 
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 3 1.09 0.97 0.66 0.71 (0.80) 1.18 0.94 

4 1.13 0.97 0.59 0.63 (0.75) 1.27 0.91 

5 (Least deprived) 1.17 0.98 0.52 0.57 (0.73) 1.35 0.91 

State of health 

  

  

Poor - - - - - - 

Fair 0.92 0.94 0.66 0.72 (1.00) 1.52 1.69 

Good 0.89 0.91 0.57 0.66 (1.07) 1.92 2.33 

Very good 0.84 0.83 0.62 0.70 (1.15) 2.04 2.23 

Excellent 0.77 0.73 1.27 1.17 (1.60) 2.04 1.78 

Seen a practice nurse 

in the past 6 months  

No - - - - - - 

Yes 2.28 1.82 1.39 1.37 (1.35) 1.77 1.50 

Able to see a doctor 

fairly quickly 

  

No - - - - - - 

Yes 1.58 1.17 2.03 1.58 (1.36) 3.11 1.66 

Did not try 0.70 0.66 1.50 1.31 (1.16) 2.61 1.55 

Able to book ahead 

for a GP appointment 

 

No - - - - - - 

Yes 1.76 1.31 1.73 1.33 (1.21) 2.50 1.37 

Did not try 0.62 0.62 1.48 1.20 (1.09) 1.71 1.15 

 

 

Frequency of seeing 

preferred doctor 

  

 

 

Never/almost never 

- - - - - - 

Some of the time 1.61 1.31 1.59 1.14 (1.15) 2.57 1.59 

A lot of the time 2.62 1.74 1.98 1.20 (1.22) 5.43 2.16 
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Always or almost always 3.58 2.15 2.74 1.41 (1.30) 9.94 2.48 

Have no preference/Not 

tried 
1.44 1.24 2.43 1.46 (1.39) 3.93 1.73 

Usually only one doctor 

available 
1.51 1.36 1.83 1.01 (0.96) 3.11 1.58 

Interpersonal care  

  

Score  1 - 3 - - - - - - 

Score >3 - 4.00 1.69 1.44 2.68 2.69 (2.37) 6.27 4.59 

Score >4 - 4.99 2.94 2.20 3.32 3.24 (2.76) 16.11 10.50 

Score 5 4.69 3.24 6.36 6.28 (4.97) 38.75 22.39 

Did the doctor or 

nurse ever tell you 

that you had a ‘care 

plan’?  

No NA NA NA NA - - 

Yes NA NA NA NA 6.56 5.08 

 

After exclusion of those with missing data the sample size was 629,048 

*   All bolded results represent predictors associated with a change of 2.5% or more in the multivariate analysis, corresponding to odds ratios of 

1.22 or above or 0.84 or below for care planning discussions; to odds ratios of 1.27 or above or 0.82 or below for benefits of care planning; and 

to odds ratios of 1.25 or above or 0.77 or below for care plans (1.15 and 0.86 for written documents). No practice level variables met these 

criteria and are excluded from the tables for reasons of space.  

 

+  Results in brackets represent the sensitivity analysis of written document in place of care plan  
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Conclusions 

 

Although most patients with long-term conditions report being involved in care 

planning discussions and deriving benefit, only a small minority report a care plan.  This 

is an important finding given the focus placed on care plans in current policy and 

quality improvement models. There are a number of possible explanations.  

Reported absence of care plans may reflect patient recall bias, or it may arise because 

health professionals rarely use the words ‘care plan’ when providing a written 

document (an omission that could be easily rectified).  A higher, but still relatively 

small, proportion (22%) reported receiving a written document.   

 

A range of patient characteristics were related to care planning and care plans but the 

most important was good quality interpersonal care. In a previous survey, care 

planning in diabetes was more prevalent in white patients and those with more 

recent onset of problems.2 The ethnicity effect was not replicated here, but our 

survey did not include data on duration of illness. 

 

Strengths and limitations 

 

These data are based on the largest NHS survey of care for long-term conditions to 

date. The stratified sampling method was designed to oversample from smaller 

practices and practices anticipated to have low response rates.  Although the overall 

response rate (39%) is modest and could result in bias, there is little evidence of this 

from previous research using the GP patient survey.6  A cross-sectional survey 

precludes analysis of causal relationships, and as the prevalence of care planning 

discussions and care plans was calculated from patient self-report, these estimates 

could be subject to error. The lower reporting rate of care plans compared to 

written documents highlights the caution that needs to be placed on patient 

interpretation of survey questions: it is not clear if the difference here represents 

patients with genuine care plans who are simply unaware of the terminology, or 

patients misinterpreting generic written information as representing something more 

substantial. A more significant limitation is the absence of data on diagnosis. It is not 

clear that all long-term conditions will benefit from a care plan, but a major limitation 
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of GPPS is that it is impossible to identify the conditions for which care planning may 

be most prevalent, or most effective in improving outcomes.  

 

Implications for health policy 

 

The low levels of reporting of care plans in this study should not be interpreted by 

policy makers as evidence that health professionals are failing to discuss how to 

manage long-term conditions with their patients.  On the contrary, the use of care 

planning discussions appears to be high, although that reflects a fairly broad definition 

of the activity in line with the findings in Chapter 4, rather than a defined and formal 

process.  Our findings do however highlight a gap between current practice, and 

policy aspirations to encourage provision of a written care plan.  

 

The results also highlight the importance of complementing policy interest in formal 

care plans with a continued focus on interpersonal care, which appears so important, 

especially in predicting perceived benefits of care plans. Research is required to 

assess the nature of the interaction between care plans and interpersonal care. For 

example, do care plans add value to high quality interpersonal care, or can care plans 

ameliorate problems associated with poor communication and continuity? Rates of 

care planning are more amenable to policy intervention than interpersonal care: 

despite advances, major barriers to the effective measurement of interpersonal care 

remain, and efficient, replicable interventions to modify it remain elusive.10 

 

Ideally, attempts to incentivise the provision of care plans should be conditional on 

evidence of benefit, but direct evidence is inconclusive (see Chapter 3). The data on 

QoF indicators presented here showed no evidence that variation in care plan use 

was related to quality of care.  

 

If such evidence becomes available, one way to increase the use of care plans would 

be to offer one as part of an ‘annual review’.11  Interventions that enable more active 

patient participation in health care discussions,12 and address known barriers to 

shared decision-making such as time constraints,13 could also help to increase 

provision.  
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Appendix 5.1 Raw percentages 

  

  
Care planning 

discussions 

Written care 

plan* 

Benefits from 

care planning 

discussions 

Gender  

 

Male 83.2% 13.9% 87.8% 

Female 84.0% 9.6% 85.8% 

Age 

  

18-34 79.4% 10.6% 75.5% 

35-54 81.8% 11.4% 84.0% 

55-74 85.9% 12.0% 91.5% 

75 + 85.9% 13.1% 92.0% 

Carer 

responsibilities  

No 83.5% 11.2% 86.6% 

Yes 84.7% 15.7% 87.7% 

Ethnicity 

 

  

  

White 83.8% 11.4% 87.4% 

Mixed 80.3% 14.8% 80.5% 

Asian or Asian British 83.4% 15.8% 79.2% 

Black or Black British 82.5% 16.2% 84.0% 

Other 81.8% 16.8% 81.6% 

Index of Multiple 

Deprivation 

quintile 

 

1 82.8% 16.2% 85.0% 

2 83.2% 12.9% 85.6% 

3 83.8% 11.3% 86.9% 

4 83.9% 10.2% 87.8% 

5 (Least deprived) 84.5% 9.1% 88.4% 

State of health 

  

  

Poor 85.9% 16.8% 80.7% 

Fair 84.4% 11.7% 85.9% 

Good 83.4% 10.3% 88.2% 

Very good 81.9% 10.9% 88.6% 

Excellent 79.6% 19.3% 88.5% 

Seen a practice 

nurse in the past 

6 months  

 

No 76.3% 9.6% 82.5% 

Yes 88.0% 12.8% 89.0% 

Able to see a 

doctor fairly 

quickly 

  

No 82.9% 7.2% 73.9% 

Yes 88.0% 13.1% 89.3% 

Did not try 75.7% 10.6% 87.8% 
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Able to book 

ahead for a GP 

appointment 

 

No 84.7% 8.0% 79.2% 

Yes 90.5% 12.8% 90.1% 

Did not try 76.0% 11.2% 86.0% 

Frequency of 

seeing preferred 

doctor 

  

  

  

Never/almost never 71.5% 5.4% 57.5% 

Some of the time 79.8% 8.1% 77.6% 

A lot of the time 86.4% 10.0% 88.0% 

Always or almost always 89.7% 13.6% 93.1% 

Have no preference/Not 

tried 
76.4% 11.4% 82.8% 

Usually only one doctor 

available 
77.4% 9.8% 78.6% 

Rating of last 

encounter with a 

doctor at  GP 

surgery or 

health centre   

Score  1 - 3 69.1% 2.9% 38.7% 

Score >3 - 4.00 77.6% 7.8% 79.2% 

Score >4 - 4.99 85.2% 9.5% 90.5% 

Score 5 90.2% 16.7% 95.8% 

Did the doctor 

or nurse ever 

tell you that you 

had  a ‘care 

plan’?  

No 

 
NA NA 84.8% 

Yes NA NA 97.3% 

 

Weighted data, all percentages use the number of valid answers to that question as 

the denominator. 

 

*This percentage is estimated as the proportion of patients who had a long-term 

condition who reported a ‘care plan’. The structure of the GPPS is such that patients 

who did not report care planning discussions were not asked about ‘care plans’, and 

thus this will underestimate the actual prevalence of care plans (as some patients 

may have had a care plan without a discussion – as per cell B in Box 2). 
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Appendix 5.2 Intracluster correlation  

 

 
Intracluster correlation McKelvey and Zavoina R2 

Care planning discussions 

 

 

0.001 0.194 

Written care plan 

 

 

0.015 0.147 

Benefits of care planning discussions 

 

 

0.005 0.364 
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Chapter 6 Care plans and care planning: cohort study 

 

Summary 

 

Background 

 

The evidence linking care plans to improved outcomes is limited. There is a need to 

understand how care plans and care planning can contribute to the achievement of 

key goals in health care.  

 

Methods 

 

A prospective cohort was designed to recruit two groups of patients who were 

similar in demographic and clinical characteristics, but who differed in their exposure 

to written care plans  and their experience of care planning.  

 

Results 

 

As designed, the practices in the two groups (‘high’ and ‘low’ care planning) were 

highly similar in structural characteristics and other measures of the populations they 

served. Furthermore, the patients recruited to the cohort in the two groups of 

practices (‘high’ and ‘low’ care planning practices) were highly similar in 

demographics, baseline health, and self management behaviour at baseline.   

 

The rate of actual written documents in the CAPITOL cohort was very low in both 

groups (5% in ‘high’ and 3% ‘low’ planning practices). There were modest but 

significant differences in patient reports of ‘care planning’ for long-term conditions 

between the patients in the ‘high’ and ‘low’ care planning practices (as assessed by 

PACIC, a validated measure of the degree to which practices deliver care according 

to the Chronic Care Model). 

 

Analysis of outcomes at 6  and 12 months suggested that most patients show limited 

change over time in core outcomes (self-reported vitality and self-management). 
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Patients who reported higher levels of care planning at baseline also reported better 

health and self-management at the same time.  However, practice level indicators of 

‘care planning’ were not related to self-management and vitality over time. 

 

Secondary analyses failed to identify consistent predictors of benefits of care planning 

among patient demographic and clinical characteristics.  

 

Conclusions 

 

As designed, practices in the ‘low’ and ‘high’ care planning groups in the CAPITOL 

cohort were significantly different in their management of long-term conditions, 

despite overall similarity on other characteristics. The overall trajectory of patients 

with long-term conditions is for limited or no change in health. That trajectory is 

unaffected by the level of care planning in the practice with which they are registered. 

Care planning (at least at the low levels found in this study in UK primary care) does 

not have a demonstrable impact on outcome 
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Introduction 

 

A key aim of the CAPITOL program was to assess the outcomes of care plans and 

care planning, and the factors (including clinical, demographic and psychosocial 

factors) that predicted benefit. Although a randomised controlled trial is often 

considered the optimal design to examine causal relationships, it was not considered 

appropriate in the CAPITOL context for two reasons:  

 

(a) care plans and care planning were considered policy priorities and thus 

allocating patients to a control group was not considered feasible or 

acceptable 

 

(b) the scope of the definition of the terms ‘care plans’ and ‘care planning’ makes 

it difficult to define a intervention which is qualitatively distinct from good 

practice in routine care for long-term conditions, and thus can be defined and 

allocated in a trial.  

 

However, it was expected that there would be significant variation in the prevalence 

and scope of care plans and care planning, given the time required for policy to be 

implemented in practice, and local variation in the priority afforded to that policy. 

Therefore, a prospective cohort design was used to take advantage of this natural 

variation and to explore the relationships between care plans, care planning and 

patient outcomes.  

 

Designs without randomisation are vulnerable to selection bias, whereby patients with 

different baseline disease burden receive different levels of care plans and care 

planning. For example, patients with high burden of disease or significant co-morbidity 

may be more likely to receive a high quality care planning process, as a natural 

response to the difficulties that they are facing. This can lead to difficulties in 

interpretation of cause, including what has been described as a counter clinical effect1 

where analysis appears to suggest that changes to the process of care (such as care 

planning) are associated with poor outcomes (where, for example, they are targeted 

at patients with the poorest baseline health).  
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To overcome potential selection effects, we designed a cohort study to minimise any 

associations between levels of care planning and other practice and patient 

characteristics. We did this by constructing two groups of practices, one 

demonstrating initial ‘high’ levels of care planning and one ‘low’ levels, but that were 

similar on all other aspects, most importantly with respect to the disease burden 

within their practice populations and the organization and quality of the care the 

practices provided. This ensured that differences in patient health outcomes between 

the practice groups could be related to differences in care planning while minimizing 

the confounding effects of other factors that impinge on patient health. 

 

To maximise variation among patients in exposure to the care planning, we used data 

from the General Practice Patient Survey, together with information from local and 

national contacts, to identify PCTs with relatively large numbers of practices with 

‘high’ and ‘low’ levels of care planning.  Our definition of ‘high’ and ‘low’ levels of care 

planning was based on separate information from the General Practice Patient Survey 

on prevalence of written documents.   

Within the PCTs, we selected practices with ‘high’ care planning rates and used the 

proximity score method to select a matched group of ‘low’ care planning practices. 

The matching was done primarily on the basis of factors likely to be associated with 

the level of disease burden within the practice populations (including area deprivation, 

age and gender, and ethnic mix), and on practice characteristics related to how care 

is organised (list size, disease prevalence rates, Quality and Outcomes Framework 

scores). This maximised the likelihood that sampling patients from the practices 

would produce samples of patients with different levels of care plans and care 

planning who were similar in all other respects.  

We aimed to recruit 40 practices, and aimed to recruit 40 patients from each. This 

would provide at least 80% power (alpha 0.05) to detect a ‘small’ effect on patient 

outcomes (Cohen’s d = 0.2), assuming an intra cluster correlation within practices of 

0.05 and a 0.6 correlation between health status at baseline and 12 months. The 

design is shown in Figure 6.1.  
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Figure 6.1 Design of the cohort study 
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Practice recruitment 

Ethics approval was obtained for this study from NRES North West 3 Research Ethics 

Committee - Liverpool East (REC Ref no: 10/H1002/41). 

Members of our research team were provided with a list of ‘high’ care planning and ‘low 

care’ planning practices which were carefully matched in population and practice 

characteristics by the team statistician.  We enlisted the assistance of the Primary Care 

Research Network (PCRN) to recruit practices. Practice information sheets addressed to 

contact GPs and Practice Managers were subsequently mailed or emailed outlining the 

study. Letters specified that funds were available to cover the costs of any administrative 

work undertaken to support recruitment of patients. Standard operating procedures (SOPs) 

were used to standardise all recruitment procedures.  

A list of questions were used to enquire about the long-term condition management with 

the long-term condition lead in each practice to determine how best to sample for care plan 

activity.  The purpose of these questions  were to establish whether patients with particular 

long-term conditions were targeted to receive a written document and to establish any 

specific care planning care activity within practices, to inform the sampling strategy. Upon 

confirmation of a sampling strategy with the statistician, PCRN or a member of the research 

team subsequently arranged a visit to each practice to identify the patient sample.  

Patient recruitment 

The patient recruitment SOP was used to identify a list of 200 patients to be screened by 

the GP for suitability to survey. We intended to survey 150 patients per practice to achieve 

an estimated number of returns of 40 patients per practice. To maximise variation in 

baseline health status, we stratified the sample by patient age and number of conditions, to 

ensure that we had sufficient patients with higher levels of disease burden.  

Our inclusion criteria for the patient sample were adult patients who were registered on 

the following disease registers in primary care: coronary heart disease; heart failure; stroke; 

chronic obstructive pulmonary disease; asthma; atrial fibrillation; chronic kidney disease; 

diabetes; epilepsy.  Our exclusion criteria were any patients under the age of 18 and anyone 

whom the GP deemed unsuitable to survey (i.e. recent bereavement or capacity to 
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consent).  Altogether, 4 separate practice visits to each practice were undertaken by a 

member of the research team or the PCRN to sample and mail patients.  

Patient retention 

Return of a completed survey at baseline was taken to indicate consent to participate in a 

further postal survey at 6 months and 12 months. Our previous experience has indicated 

that a modest financial incentive is effective in improving response rates. We offered a 

financial incentive in the form of a high street shopping voucher for completion of the 

baseline survey and to retain respondents at 6 months and 12 months.  

Measurement - conceptual model 

Measures were chosen specifically to map on to our conceptual model of care planning 

(Figure 6.2).  In our conceptual model, we identified care processes by which written care 

plans may impact on outcomes, such as shared decision-making and self-management 

support. The effects of improvements in those care processes may in turn result in 

improvements in patient experience of care, health outcomes, and utilisation of care. Finally, 

it is possible that the benefits of care planning and care plans will be moderated by other 

patient personal characteristics (i.e. sociodemographic, clinical and psychological 

characteristics). For example, the benefits of care planning may be greater in those patients 

with complex conditions, or attenuated in patients with low health literacy. 
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Figure 6.2 Conceptual model 
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Measures 

All outcomes were at the level of the individual patient. Wherever possible, we used short-

forms of measures to reduce respondent burden. Figure 6.3 provides an overview of the 

measures used in the cohort study in relation to each outcome at baseline, 6 months and 12 

months.   

Each measure is next described in terms of its underlying concepts, item content, and 

measurement properties (reliability and validity). 

Care planning and written care plans (Baseline, 6 months, 12 months) 

We assessed ‘care planning’ using validated items from the Year 5 Questionnaire 3, October 

– December 2010 GPPS survey.2  

Particular items included whether the respondent had discussions in the past 12 months 

with a doctor or nurse about how best to deal with their health problem; whether, in these 

discussions, the doctor or nurse took notice of their views, gave them information on 

managing their problem, and agreed with them how best to manage their problem; whether 

the discussions had helped to improve the patient’s management of their health problem; 

and whether these discussions helped them better understand the support they can receive 

from health professionals. 

To assess written care plans, we modified items from the GPPS survey, to include ‘other 

health care professional’ to be inclusive. Other items included whether the respondent’s 

doctor, nurse or ‘other health care professional’ has ever given them a written document 

about the discussions they have had about managing their condition; and whether the 

respondent’s doctor, nurse or other health care professional ever told them that they had 

something called a ‘care plan’. We modified the latter item to include a range of other terms 

that the written document may have been called, such as a ‘personal health plan’ or an 

‘action plan’.  

If patients replied positively to either of those questions, they were asked about the 

following issues using items specifically developed for the cohort study: 
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Figure 6.3 Measures used in the cohort study at baseline, 6 months and 12 months 
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 which health care professionals were involved in developing the plan;  

 which (if any) non professionals were involved (i.e. friends or carers);  

 how much time was spent developing the plan;  

 what issues the plan dealt with (e.g. health behaviours, targets for losing 

weight, clinical parameters, treatment preferences);  

 how much input the patient had in the development of the plan;  

 whether their opinions and preferences were taken into account;  

 whether the plan was used to proactively plan care;  

 had the plan been changed since it was first developed;  

 had the plan improved care;  

 whether the plan covered one or more than one condition, or whether they 

had more than one plan; and whether the plan covered the long-term 

condition that causes them the most difficulty on a day-to-day basis. 

During the development of the survey, it was apparent that many patients found the 

questions on ‘written documents’ and ‘care plans’ rather ambiguous. Some patients 

interpreted these items as also including hospital letters and standardised patient 

information sheets. We therefore decided that we would contact all patients who 

had indicated that they had received a written document or care plan, to gather 

further information and to clarify that it was a written care plan.  A standardised list 

of questions was developed by the research team so that patients with care plans 

could be distinguished from those patients who had received other documents. 

Patients who implied that they had a care plan were first asked if they had a copy of 

their plan and the content of this plan was discussed. If they did not have a copy of 

their plan, the patient was asked to define what they meant by a ‘care plan’. Patients 

who had received a written document, but indicated they did not have a care plan, 

were asked a number of questions to determine if this document was a care plan. 
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Process of care 

Self-management - medication adherence (Baseline, 6 months and 12 months) 

We measured self-management adherence behaviour using the Medication 

Adherence Measure 3 across all three time points in the cohort study.  

The measure was developed from a previously validated 4-item scale and 

supplemented with additional items addressing the circumstances surrounding 

adherence behavior 3. The concept underlying this measure is that failure to adhere 

to a medication regimen could occur because of several factors including memory 

(‘do you sometimes have problems remembering to take your medication?) or the 

complexity of the medical regimen (‘do you ever feel hassled about sticking to your 

treatment plan?’). The measure is unidimensional, with 6 items addressing medication 

adherence, with a ‘yes’ or ‘no’ response system – the sum of ‘yes’ answers provides 

a composite measures of non-adherence.  

The measure has demonstrated that it is both reliable (alpha 0.61), feasible to 

administer, acceptable to compete by patients with different types of long-term 

conditions and has demonstrated predictive and concurrent validity in different 

healthcare settings.4,5 

Self-management behaviour (Baseline, 6 months, 12 months) 

We used a modified version of the Summary of Self-Care Activities (SDSCA) 

measure to assess the number of days per week respondents engage in healthy and 

unhealthy behaviours (i.e. eating fruit and vegetable, eating red meat, undertaking 

exercise, drinking alcohol, and smoking).6  Patients report how many days in the 

prior 7 days have engaged in a certain activity on a 7-point Likert type scale.  SDSCA 

data can be reported as mean days of activity in the prior week as well as percentage 

with a specific number of days of activity in the prior week.  

The SDSCA is a reliable and valid, multidimensional measure of diabetes self-

management.6  
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Self -Efficacy (Baseline, 6 months, 12 months) 

The Health Education Impact Questionnaire (hei-Q) was used to measure self-

efficacy concerning self-management.7 Self-efficacy refers to a perception of 

confidence to complete activities, and has been used as an outcome measure in self-

management studies.8 

The hei-Q was developed to evaluate the impact of patient education programmes.7 

The development of the items involved extensive and in-depth consultation with 

‘stakeholders’ (patients, health care practitioners, academics and policy makers). A 

Program Logic Model was initially developed to provide an overview of successful 

components and outcomes of patient education programmes. Concept mapping 

workshops were undertaken with 8 patients with long-term conditions and 9 

stakeholders to inform the development of items for testing.  

Multi-dimensional scaling aided the analysis of statements of both groups and direct 

quotes from the Concept Mapping were used where possible to construct items. 69 

candidate items mapped on to 8 domains of the construct: (1) ‘The Positive and 

Active Engagement in Life’, (2) ‘Health Directed Behaviour’, (3)’ Skill and Technique 

Acquisition’, (4) ‘Constructive Attitudes and Approaches’, (5) ‘Self Monitoring and 

Insight’, (6) ‘Health Services Navigation’, (7) ‘Social Integration and Support’ and (8) 

‘Emotional Wellbeing’.  

The scale developers used confirmatory factor analysis to confirm the scale 

structure, and item response theory and structural equation modelling were both 

used to explore item characteristics and the extent to which items fit the Rasch 

Model.  An 8 factor model was fitted to the data and the 42-item measure 

demonstrated good reliability.  

Since its development, the measure has been extensively used as a measure of 

efficacy and impact of health education across a variety of patient groups and has 

demonstrated good psychometric properties in recent trials of evaluating the impact 

of self-management support in primary care.9,10  
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In the cohort study, we used 2 of 8 scales of the hei-Q measure: ‘Self Monitoring and 

Insight’ and ‘Skill and Technique Acquisition’, which included 12 items scored on a 6-

point Likert-type scale (‘strongly disagree’ – ‘strongly agree’). The first scale 

measures self-efficacy to monitor a condition, and the second scale measures specific 

skills and techniques acquired to cope with their long-term conditions. 

Time spent on self-management (Baseline, 6 months) 

We also measured time spent on self-management activities at baseline and 

attendance on a self-management course at baseline and 6 months, using single item 

questions developed specifically for the study. 

Barriers to self management (Baseline) 

We measured barriers to self-management for patients with multiple long-term 

conditions using a validated measure to collect baseline information on our cohort 

sample.11 Scale development involved pilot testing questions based on a literature 

review and a series of qualitative interviews with patients with multiple long-term 

conditions, who were 65 years or older, to identify barriers to self-management. 

Items were developed to assess each barrier and tested on patients with multiple 

long-term conditions and 8 domains (physical functioning, patient-provider 

communication, depression, financial, knowledge about conditions, medication 

adherence, greater number of effects of conditions and self-efficacy) demonstrated 

acceptable internal consistency.11  

The original measure has 13 items and is scored on a 5-point Likert-type scale (1 = 

‘definitely false’ and 5 = definitely true’). The measure has demonstrated preliminary 

reliability and validity in a predominately elderly population with multiple long-term 

conditions.11 In the cohort study, we used a short form of the self-management for 

patients with multiple long-term conditions measure, with 5 items assessing coping 

with more than one long-term condition. 

Shared decision making (Baseline, 6 months) 

We measured shared decision making using the Health Care Climate Questionnaire 

(HCCQ) at baseline and 6 months.12. 
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The measure assesses patients’ perception of the degree to which their health care 

professional is thought of as ‘autonomy supportive’ as opposed to ‘controlling’. 

Autonomy support has been defined as providing patients with effective options for 

treatment, supporting patient initiatives, and minimising professional judgment.12  

The HCCQ consists of 15 items covering perceived support for autonomy, 

competence and relatedness. Each item is scored on a 7-point Likert-type scale 

ranging from ‘strongly disagree’ to ‘strongly agree’ and scores are calculated by 

averaging the individual items. Higher average scores represent a higher level of 

perceived autonomy support. The measure has sound psychometric properties, and 

has been validated in different populations including smoking cessation, medication 

adherence, and diabetes care.13,14 In the cohort study, we used the short form 

HCCQ containing 6-items (items 1, 2, 4, 7, 10, and 14 of the 15 item HCCQ 

version) as recommended by the scale developers.15  

Patient assessment of chronic illness care - PACIC (Baseline, 6 months, 12 months) 

The Patient Assessment of Chronic Illness Care scale (PACIC) was used to assess 

the patients’ perception of the quality of chronic illness care given to them in terms 

of the Chronic Care Model.16  

The PACIC was developed from feedback from patients with different long-term 

conditions who rated how often they experienced chronic care during the past six 

months and it was found that patients rated care received from their primary care 

health care professionals as most impacting living with a long-term condition. From 

this feedback, experts on chronic illness care generated 20 items (from an original 

list of 46 items) that best represented the underlying constructs and pilot tested 

these on a different group of patients. Items were aggregated into 5 dimensions.16 

The measure has 20 items and five dimensions (items 1-3: patient activation; items 4-

6: delivery system design/decision support; items 7-11: goal-setting; items 12-15: 

problem-solving/contextual counselling and items 16-20: follow-up/coordination) 

measured on a 5-point scale (‘almost never’ to ‘almost always’). The scale is scored 

by averaging of items completed within each dimension, and the overall PACIC score 

is scored by averaging scores across all twenty items.  
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The measure has demonstrated reliability and validity.16-20 

Currently the PACIC is available as a 20-item version and a 26-item version. The 

PACIC-5A contains the original 20-items and an additional 6 items (items 20-26) to 

produce subscales reflecting the ‘5As’ (ask, advise, agree, assist, and arrange) model 

of patient-centred behaviour change. The PACIC-5A is scored to provide items on 

each of the 5As subscales. We used the PACIC-20 item at baseline and the PACIC-

5A at 6 months and 12 months.  

Personalised long-term condition care (12 months) 

We used a new patient survey assessing living with your diabetes and other long-

term conditions (Quality, Innovation, Productivity, Prevention: QIPP) which 

measures personalised long-term condition care. 

This measure was developed from The Year of Care Programme to evaluate high 

quality care for all people with long-term conditions in the NHS (Year of Care 

Consultation Skills and Philosophy Toolkit ‘Mind your language’). The aim of Year of 

Care is to make routine consultations between the health care professional and the 

patient supportive of care planning.  

The Year of Care philosophy was developed by a group of health care professionals. 

To support the evaluation of this philosophy, a Toolkit was developed including 

various reflective exercises, self assessments and measures.  The QIPP measure is 

included in the Toolkit which may be used individually to measure person-centred 

care received over the previous 12 months.   

In the cohort study, we used 6 of 7 items from the QIPP measure because these 

items mapped on to the conceptual model underlying the cohort study. Items 1 and 

3 measure person-centred care; item 2 measures decision-making preferences; item 

4 measures interpersonal care; item 5 measures care coordination; and item 6 

measures self-efficacy. All items are scored in relation to a four-point Likert scale.  
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GPPS measures of Long-term condition care (Baseline, 6 months, 12 months) 

We used several questions from the GPPS survey to assess several variables at 

baseline, 6 months and 12 months.2 

The GPPS was developed as a postal survey to measure and improve patient care 

through identifying aspects of general practice that are most important to patients.  

The main aspects of care covered in the GPPS are: the surgery environment (surgery 

access); telephone access; access to the doctor; waiting times; ability to see the 

doctor of your choice; opening hours; doctor’s interpersonal and communication 

skills; nurses’ communication skills; planning care for long-term conditions; and out 

of hours care.  

The GPPS has been used extensively in postal surveys of general practice populations 

and has demonstrated evidence of reliability and validity.2 

We measured the following aspects of care covered by the GPPS survey in our 

cohort survey: continuity of care (at baseline and 6 months); respondent’s general 

satisfaction of GP surgery or health care centre (at baseline and 6 months); planning 

care for long-term conditions questions (at baseline, 6 months and 12 months) which 

include both the process of care planning and written document questions (as 

previously described); and access questions (for example, getting through on the 

phone and seeing a doctor) at 6 months.   

Patient outcomes 

Health related quality of life (Baseline, 6 months, 12 months) 

For the economic evaluation, the measure was the European Quality of Life - 5 

Dimensions21 across three time points in the cohort study. The EQ-5D is a generic 

measure of health related quality of life which can be used to generate Quality 

Adjusted Life Years (QALYs).   

The self-report measure consists of 2 parts – the EQ-5D descriptive system and the 

EQ Visual Anologue Scale (EQ VAS). The first part consists of 5-items which tap a 
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different dimension: mobility, self-management, usual activities, pain, anxiety and 

depression. Each dimension has three levels of severity and provides a utility value 

based on a population tariff, where zero equates to dead and one equates to full 

health.22 The values across the five dimensions can be combined to represent an 

individual’s current health state. The second part records an individual’s perceived 

self-rated health on a visual analogue scale from ‘best imaginable health state’ to 

‘worst imaginable health state’.  The visual analogue scale was not used in the 

CAPITOL cohort.  

Mental health and wellbeing (Baseline, 6 months, 12 months) 

To measure quality of life, we used 2 subscales from the RAND Short-Form-3623 as a 

health outcome measure at baseline, 6 months and 12 months.   

The subscales were the Mental Health Inventory (MHI-5) and the vitality scale (MOS-

VT). Both have demonstrated sound psychometric properties.23,24 The MHI-5 is a 5-

item scale which measures general mental health, including depression, anxiety, 

behavioural-emotional control and general positive affect. The MOS-VT measures 

vitality, including feelings of energy and fatigue. Both scales are scored on a 6-point 

Likert scale ranging from ‘none of the time’ to ‘all of the time’.  

Health care outcomes and experience (12 months) 

At 12 months follow up, we included a new measure, the Outcomes and 

Experiences Questionnaire (OEQ), developed to bring together two separate 

constructs in one measure – patients’ reports of how they experience their care and 

patients’ reports of the outcomes of their care. 

The OEQ was developed from literature reviews and several rounds of cognitive 

testing of items with patients who had hospital experience in the previous year. Two 

validation studies were carried out with an 11-item measure on a 0-3 Likert-type 

scale, and the measure demonstrated preliminary reliability and validity (Fitzpatrick, 

2012). The measure has not been used before in a community primary care sample. 
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Health utilisation (Baseline, 6 months, 12 months) 

To assess health utilisation in the cohort study, we used items from the Client 

Service Receipt Inventory at three time points. The CSRI is a validated measure 

which has been extensively used as a self-report scale in a range of health and social 

care evaluation studies to collect information on costs, service utilisation and 

income.25 

To collect health utilisation data in the current study, we modified the CSRI to fit the 

requirements of the cohort study. Thus, health utilisation data was collected using 

three questions on service receipt over a retrospective period of 6 months.  We 

collected information on frequency of visits to the Accident and Emergency 

department, number of overnight stays in hospital and number of visits to a hospital 

outpatients department. 

Socio-demographic characteristics (Baseline, 6 months) 

We used socio-demographic characteristic questions from previous postal surveys of 

patients with long-term conditions in primary care.   

At baseline, we gathered socio-demographic data on: gender, age, ethnicity, current 

work situation, and qualifications.  We also included a single item health literacy 

measure which has demonstrated good reliability and validity.26,27 Additionally, we 

included 3 questions specifically developed to collect additional information of our 

cohort on: how often the respondent reads newspapers/ books/ magazines; if the 

respondent ever found health information difficult to understand; and finally whether 

the respondent filled the survey in by themselves or if they had help from someone 

else. 

At six months follow up, we only collected data on current living arrangements and 

current work situation as a proxy for any subsequent changes in socio-economic 

status collected at baseline. At 12 months follow up, no additional data were 

collected relating to socio-demographic characteristics. 
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Clinical characteristics (Baseline, 6 months) 

A final list of 17 long-term conditions to gather the clinical characteristics of the 

cohort was agreed on by the research team and included: hypertension or high 

blood pressure, chest problem (e.g. COPD or asthma), diabetes (Type 1 or Type 2), 

heart problem (e.g. heart disease, angina, or heart failure), chronic kidney disease, 

stroke or mini stroke, cancer, anxiety or depression, arthritis, stomach or bowel 

problem (e.g. IBS), skin condition, blindness or severe problem with hearing, 

neurological problem (e.g. multiple sclerosis), chronic fatigue syndrome, ME or 

fibromyalgia, thyroid problem, and other long-term condition (s) (i.e. the respondent 

is free to specify here).   

At baseline, this list of long-term conditions was followed by a single question asking 

those patients with multiple conditions to rate on the list which condition causes 

them the most difficulty.  At 6 months follow up, each respondent was asked to 

indicate from the list which long-term conditions were ‘new’ diagnoses in the 

previous 6 months.  At 12 months follow up, no data was collected relating to 

clinical characteristics of the cohort.  
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Analysis 

 

We present the following data and analyses: 

 

 CONSORT diagram of patient recruitment and retention to the cohort 

 

We present data using a standard CONSORT flow diagram to describe overall 

recruitment and retention over the 12 months of the cohort. 

  

 Descriptive data on patients and practices in the cohort at baseline 

 

We present descriptive data to characterize patients recruited to the cohort, and to 

compare patients in ‘high’ and ‘low’ care planning practices to assess the success of 

the cohort design 

 

 Descriptive data on characteristics of patients retained in the cohort  

 

We present descriptive data and tests of differences in the characteristics of those 

who were retained in the cohort, and those lost to follow up at 6 and 12 months, to 

assess the degree to which attrition may impact on the validity of the study 

 

 Descriptive data on characteristics of reported care plans at baseline 

 

We present data on the content and process of development of care plans, in those 

patients who were judged to have a care plan following a telephone discussion with 

the research team 

 

 Descriptive data on patient perceptions of care planning at baseline and over time 

(using the PACIC measure) 

 

We present descriptive data on the degree to which patients report ‘care planning’, 

as defined by various aspects of care through the PACIC measure, as well as 

comparisons with data from other international studies using the same measure.  
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 Factors associated with patient perception of care planning at baseline 

 

We explored factors that predicted variation in patient reports of ‘care planning’, as 

measured by the overall PACIC score.  

 

Patient reports of ‘care planning’ were measured using the overall PACIC score. This 

score was used as the dependent variable in univariate linear regression analyses, 

with baseline patient demographics, clinical and other aspects of care and practice 

characteristics as the independent variables. Independent variables with a p-value of 

less than 0.2 were entered into a multivariate linear regression model (p<0.2 was 

used to avoid premature elimination of variables prior to multivariate analysis). All 

models account for the ‘clustering’ of patients within practices; that is, reported 

standard errors allow for the intra-practice correlation of patient PACIC scores. 

Bootstrapping – a technique free from parametric assumptions – was used to derive 

estimates of error variance for significance tests (using 10,000 samples) due to the 

positively skewed distribution of the overall PACIC scores. Single ‘omnibus’ tests of 

significance are reported for associations between PACIC scores and categorical 

independent variables. Coefficients for continuous variables are standardized, 

allowing them to be interpreted as the correlation between the variable in question 

and PACIC scores.  

 

 Descriptive data on change in outcomes (self management and vitality)  

 

We present descriptive data on change in two core outcomes over the time of the 

cohort (i.e. from baseline, through six and 12 months). 

 

 Longitudinal analyses of association between care planning practice type and 

outcomes (self management and vitality) at 6 and 12 months 

 

We explored whether care planning (as reported at baseline) was associated with 

outcomes at 6 and 12 months.  
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Although multiple measures of self management (self-efficacy, adherence, and self-

management behavior) and health (health related quality of life, well being, and 

vitality) were measured in the cohort, to avoid excessive multiple testing, all primary 

analyses were based on the SDSCA measure of self-management, and the vitality 

measure of health, as the optimal measures of these concepts.28     

 

Multivariate mixed effects linear regression modeling was employed to determine 

whether either practice-level care planning (as defined by the ‘high’ or ‘low’ care 

planning practice the patient was in) or patient-level care planning (as defined by 

individual patient PACIC score) predicted self-management or health scores 

(measured at 6 and 12 months follow up), controlling for a number of patient-level 

and practice-level independent variables (measured at baseline). Self management or 

health scores measured at baseline are not included in the models, either as the 

dependent variable or as covariates. This is because all patients will have received 

care plans and/ or care planning prior to baseline. Thus, baseline in this study does 

not have the same meaning as baseline in a clinical trial. We simply determine which 

independent variables, measured at a point in time (which we call baseline), predict 

future outcomes (not a change in outcomes). Only the sub-group of patients who 

returned questionnaires at all three time points (N=1,664) were included in the 

analyses. As before, standardised coefficients are presented for continuous variables, 

with omnibus tests of significance for categorical independent variables.  

 

 Moderators of association between care planning  and outcomes  

 

A moderator variable affects the strength and/ or direction of the association 

between a dependent variable and one or more independent variables and significant 

moderation is characterized by the presence of an interaction between the 

moderator and the independent variable of interest.29,30 Identification of moderator 

variables may allow identification of particular groups that show more or less benefit 

from health service interventions such as care planning.  Univariate mixed effects 

linear regression modeling was employed to determine whether the effect of either 

practice-level or patient level care planning on self-management and health were 

moderated by a number of independent variables (measured at baseline). Only the 

sub-group of patients who returned questionnaires at all three time points 
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(N=1,664) were included in the analyses. Continuous independent variables were 

‘centered’ at their mean value to avoid multicollinearity between the main effects and 

their interaction. 

 

Recruitment to the cohort 

 

Figure 6.4 shows the CONSORT diagram for the cohort. We recruited 38 practices 

to the cohort, and recruited 2439 patients at baseline (40% response rate, average of 

62 patients per practice). Follow up rates varied slightly between groups of practices 

and between follow up points, but all follow up rates were greater than 70%.  

 

Descriptive data on patients in the cohort at baseline 

 

Basic descriptive data on the practices are shown in Table 6.1. The propensity score 

method used successfully resulted in the two groups of practices well matched on 

size, deprivation and long-term condition caseload. Basic descriptive data on the 

cohort sample are shown in Tables 6.2 to 6.7. The patient cohort had broadly similar 

numbers of men and women, with the bulk of patients 50 years or over  and nearly 

one quarter aged over 75. Approximately 6% were from ethnic minorities.  Just 

under half the patients reported ‘fair’ or ‘poor’ health at baseline, with around a third 

reporting ‘good’ health.  Tables 6.2 to 6.7 also includes data comparing the 

characteristics of patients in the ‘high’ and ‘low’ care planning practices. As can be 

seen, the patient samples in the two groups of practices were comparable in most 

characteristics. The only demographic variable showing significant differences was 

ethnicity, where there were more ethnic minority patients in ‘high care planning’ 

practices. Measures of health and health care utilisation were comparable. 

Differences in reported self-efficacy and self-management behaviours were not 

significantly different. 

 

Where differences between the two patient samples exist, they were most marked 

in terms of the patient reports of the process of care, where patients in high care 

planning practices reported higher scores on the PACIC (scales and total) and 

reports of care plans.  
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Figure 6.4 CONSORT diagram for practice and patient recruitment 

 

 

 

 

 

 

 

 

38 practices recruited to 

the CAPITOL cohort 

6032 patients surveyed at 

baseline across 38 practices 

 

2551 responses to baseline 

(42% response rate) 

112 patients with 

missing age and 

sex data 

2439 valid responses to 

baseline survey 

(40% response rate) 

1080 valid responses to 

baseline survey from ‘high 

care planning’ practices 

(40% response rate ) 

 

1359 valid responses to 

baseline survey from ‘low 

care planning’ practices 

(41% response rate ) 

1098 valid responses to 6 m 

survey from ‘low care 

planning’ practices  

(81% response rate ) 

854 valid responses to 6 m 

survey from ‘high care 

planning’ practices 

(79% response rate ) 

1021 valid responses to 

12m survey from ‘low care 

planning’ practices 

(75% response rate ) 

791  valid responses to 12m 

survey from ‘high care 

planning’ practices 

(73% response rate ) 

3329 sent out to ‘low care 

planning’ practices 

2703 sent out to ‘high care 

planning’ practices 

 

21 ‘low care planning’ 

practices 

17 ‘high care planning’ 

practices 
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Table 6.1 Characteristics of practices in the cohort 

 

 
Note: IQR = Inter-Quartile Range 

 

The Index of Multiple Deprivation varies, nationally, between just above 0 (most 

affluent) and just above 80 (most deprived). It can only be compared ‘relatively’; i.e. 

an index score of 20 does not mean twice as deprived as an index score of 10 

(simply ‘more deprived’) 

 

Long-Term Condition Caseload varies between 0 and 1.

Practice 

Characteristic 

 

Median (IQR) 

Range 

High care 

planning 

(n=17) 

Low care planning 

(n=21) 

Total 

(n=38) 

List size 

6,267 (5,617, 8,302) 

 

2,540 – 16,047 

6,521 (3,958, 8,820) 

 

1,707 – 13,604 

6,450 (4,043, 8,820) 

 

1,707 – 16,047 

Index of 

Multiple 

Deprivation 

22.78 (12.2, 54.0) 

 

3.8 – 77.3 

22.3 (12.3, 38.4) 

 

3.3 – 72.7 

22.7 (12.2, 45.4) 

 

3.3 – 77.3 

Long-Term 

Condition 

Caseload 

0.38 (0.34, 0.42) 

 

0.26 – 0.47 

0.38 (0.35, 0.44) 

 

0.14 – 0.51 

0.38 (0.35, 0.43) 

 

0.14 – 0.58 
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Table 6.2 Personal characteristics of patients in the cohort 

 

  

  

High care 

planning (n=17) 

 

Number (%)  

 

Low care 

planning (n=21) 

 

Number (%)  

 

Total 

 

 

 

Number (%) 

Gender  

 

Male 554 (51.3) 697 (51.3) 1251(51.3) 

Female 526 (48.7) 662 (48.7) 1188 (48.7) 

Age 

  

18 - 49 201(18.6) 227 (16.7) 428 (17.6) 

50 - 64 331(30.7) 419 (30.8) 750 (30.8) 

65 - 74 296 (27.4) 396 (29.1) 692 (28.4) 

75 + 252 (23.3) 317 (23.3) 569 (23.3) 

Health 

literacy 

Never 623 (61.1) 841 (65.3) 1464 (63.5) 

Rarely 183 (17.9) 213 (16.6) 396 (17.2) 

Sometimes 127 (12.5) 155 (12.0) 282 (12.2) 

Often 30 (2.9) 36 (2.8) 66 (2.9) 

Always 56 (5.5) 43 (3.3) 99 (4.3) 

Educational 

attainment 

Degree qualified 152 (14.1) 201 (14.8) 353 (14.5) 

No degree 928 (85.9) 1158 (85.2) 2086 (85.5) 

Living 

situation 
Live alone 276 (25.6) 369 (27.2) 645 (26.5) 

Live with another 804 (74.4) 990 (72.9) 1794 (73.6) 

Ethnicity 

 

  

  

White 972 (91.3) 1278 (95.4) 2250 (93.6) 

Mixed 7 (0.7) 8 (0.6) 15 (0.6) 

Asian or Asian British 56 (5.3) 37 (2.8) 93 (3.9) 

Black or Black British 23 (2.2) 9 (0.7) 32 (1.3) 

Other 7 (0.7) 8 (0.6) 15 (0.6) 

White Yes 93 (8.7) 62 (4.6) 155 (6.4) 

No 972 (91.3) 1278 (95.4) 2250 (93.6) 

LTC count  1  215 (19.9) 286 (21.0) 501 (20.5) 

 2  295 (27.3) 396 (29.1) 691 (28.3) 

 3  223 (20.7) 278 (20.5) 501 (20.5) 

 4 +  347 (32.1) 399 (29.4) 746 (30.6) 

Duration <5yrs  217 (20.6) 299 (22.4) 516 (21.6) 

 >5yrs 836 (79.4) 1037 (77.6) 1873 (78.4) 
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Table 6.3 Patient assessment of chronic care at baseline  

 

 

 

 

 

 

 

 

 

 

 

 

 

 High care planning  

 

Mean  (SD) 

  

 

Low care planning  

 

Mean (SD) 

 

Total 

 

Mean (SD) 

 

PACIC Total 2.48 (0.92) 

 

 

2.26 (0.82) 

 

 

2.36 (0.87) 

 

 

Patient 

activation 

2.54 (1.23) 

 

 

2.37 (1.12) 

 

 

2.45 (1.17) 

 

 

Delivery 

system 

 

 

3.20 (0.97) 

 

 

3.02 (0.95) 

 

 

3.10 (1.00) 

 

 

Goal setting 2.31 (1.01) 

 

 

2.08 (0.91) 

 

 

2.18 (0.96) 

 

 

Problem 

solving 

 

 

2.63 (1.2) 

 

 

2.43 (1.2) 

 

 

2.52 (1.9) 

 

 

 

Follow-up 

 

 

2.05 (1.0) 

 

 

1.79 (0.89) 

 

 

1.91 (0.95) 
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Table 6.4 Process of care received by patients in the cohort at baseline 

 

 

 

 

 

 

 

 

 

 

 High care planning 
 

Mean (SD)  

Median (IQR) 

Range  

 

Low care planning 
 

Mean (SD)  

Median (IQR) 

Range  

 

Total 
 

Mean (SD)  

Median (IQR) 

Range  

 

HCCQ 72.9 (26.3) 

 

1 – 100 

 

70.9 (26.2) 71.8 (26.2) 

Hei-Q   
Self 

monitoring  

and insight 

5 (4.7 – 5.6) 
 

1-6 

 

5 (4.6 – 5.5) 
 

5 (4.6 – 5.6) 
 

Hei-Q   

Skills and 

technique 

acquisition 

 

4.6 (3.8 – 5) 

 

1-6 

 

4.6 (4 – 5) 

 

 

4.6 (3.8 – 5) 

 

 

QIPP   

 

 

 

3.5 (3 – 3.8) 

 

1-4 

3.3 (2.8 – 3.8) 

 

 

3.5 (2.8– 3.8) 
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Table 6.5 Experience of care received by patients in the cohort at baseline 

 

 

 

  

  

High care 

planning 

 

Number (%) 

Low care 

planning  

 

Number (%) 

Total number 

 

 

 Number (%) 

 

Number of 

days engaged in 

self help 

behaviours 

0  

 
21 (2.1) 20 (1.6) 41 (1.8) 

1 

 
110 (11.0) 143 (11.2) 253 (11.1) 

2 

 
316 (31.6) 396 (31.1) 712 (31.4) 

3 

 
323 (32.3) 431 (33.9) 754 (33.2) 

4 
 

190 (19.0) 229 (18.0) 419 (18.5) 

5 

 
39 (3.9) 53 (4.2) 92 (4.1) 

Most often 

consulted 

professional 

GP/ Practice nurse 

 
842 (87.0) 1064 (85.7) 1906 (86.2) 

Other 

 
126 (13.0) 178 (14.3) 304 (13.8) 

Continuity Always 

 
494 (57.0) 642 (58.6) 1136 (57.8) 

A lot 

 
161 (18.6) 181 (16.5) 342 (17.4) 

Sometimes 

 
177 (20.4) 229 (20.9) 406 (20.7) 

Never 

 
35 (4.0) 44 (4.0) 79 (4.0) 

General 

satisfaction of 

GP surgery 

Very dissatisfied 

 
42 (3.9) 68 (5.1) 110 (4.6) 

Fairly dissatisfied 

 
40 (3.7) 58 (4.3) 98 (4.1) 

Neither  
 

67 (6.3) 79 (5.9) 146 (6.1) 

Fairly satisfied 

 
304 (28.4) 399 (29.8) 703 (29.2) 

Very satisfied 

 
618 (57.7) 736 (54.9) 1354 (56.2) 
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Table 6.6: Health outcomes of patients in the cohort at baseline 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

High care planning 

 

Median (IQR)/ 

Mean (SD)  

Range  

 

Low care planning 

 

Median (IQR)/ 

Mean (SD)  

Range  

 

Total 

 

Median (IQR)/ 

Mean (SD)  

Range  

 

EQ-5D 0.76 (0.62, 1) 

 

1 – -0.48 

0.78 (0.62, 1) 

 

1 – -0.59 

0.76 (0.62, 1) 

 

1 – -0.59 

 

Vitality 48.1 (22.5) 

 

1-100 

48.5 (22.2) 

 

1-100 

48.3 (22.4) 

 

1-100 

Well being 

 

71.7 (21.2) 

 

1-100 

 

72.7 (19.7) 

 

1-100 

 

72.3 (20.3) 

 

1-100 
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Table 6.7 Health outcomes and health utilisation at baseline 

 

 

 

 

 

  

  

High care 

planning 

 

Number (%) 

Low care 

planning 

 

Number (%) 

Total  

 

 

Number (%) 

Probable 

depression 

No 

 
680 (69.7) 909 (73.1) 1589 (71.6) 

Yes 

 
296 (30.3) 334 (26.9) 630 (28.4) 

State of health 

  

  

Poor 

 
130 (12.7) 149 (11.5) 279 (12.0) 

Fair 

 
348 (33.9) 431 (33.2) 779 (33.5) 

Good 

 
362 (35.3) 479 (36.9) 841 (36.2) 

Very good 

 
156 (15.2) 205 (15.8) 361 (15.5) 

Excellent 

 
31 (3.0) 34 (2.6) 65 (2.8) 

No of GP 

consultations in 
previous 6 

months 

0 

 
184 (17.0) 194 (14.3) 378 (15.5) 

1 

 
197 (18.2) 291 (21.4) 488 (20.1) 

2 

 
195 (18.1) 284 (20.9) 479 (19.6) 

3 

 
161 (14.9) 194 (14.3) 355 (14.6) 

4+ 

 
343 (31.8) 396 (29.1) 739 (30.3) 

Outpatient 

visits in 

previous 6 

months 

No 

 
620 (57.4) 755 (55.6) 1375 (56.4) 

Yes 460 (42.6) 604 (44.4) 1064 (43.6) 

Inpatient visits 

in previous 6 

months 

No 

 
963 (89.1) 1219 (89.7) 2182 (89.4) 

Yes 

 
117 (10.83) 140 (10.3) 257 (10.54) 
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Descriptive data on characteristics of patients retained in the cohort  

 

As noted in the CONSORT diagram (Figure 6.4), loss to follow up rates were 

around 25-30% at each point. Comparisons of the characteristics of patients 

followed up and lost to follow up are shown in Tables 6.8 to 6.13.  

 

To give an interpretable indication of the patterns of attrition, we used the most 

conservative criteria and compared patients who were retained at all three time 

points (n=1664, 68%), with those who were lost at any point after baseline (n=775, 

32%).  

 

Patients who were retained did not differ from those lost to follow up in terms of 

gender, employment status, the number of long-term conditions, duration of long-

term conditions, outpatient visits, or ratings of care for long-term conditions, 

continuity of care or self-management.  

 

There were more marked differences in of a number of characteristics. Younger 

patients, those from an ethnic minority, those living alone, with health literacy 

problems, and those with ‘probable depression’, poorer health and more GP 

consultations were more likely to be lost from the cohort.  
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Table 6.8 Personal characteristics of patients retained in the cohort  

 

 

 

  
  

Retained 

 

 

Number (%) 

Lost to 

follow up 

 

Number (%) 

Total number 

 

 

 Number (%) 

Gender  

 
Male 854 (51.3) 397 (51.2) 1251 (51.3) 

Female 810 (48.7) 378 (48.8) 1188 (48.7) 

Age 

  
18 - 49 260 (15.6) 168 (21.7) 428 (17.6) 

50 - 64 544 (32.7) 206 (26.6) 750 (30.8) 

65 - 74 491 (29.5) 201 (25.9) 692 (28.4) 

75+ 369 (22.2) 200 (25.8) 569 (23.3) 

Health literacy Never 1052 (67.1) 412 (55.8) 1464 (63.5) 

Rarely 267 (17.0) 129 (17.5) 396 (17.2) 

Sometimes 175 (11.2) 107 (14.5) 282 (12.2) 

Often 31 (1.1) 35 (4.7) 66 (2.9) 

Always 43 (2.7) 56 (7.6) 99 (4.3) 

Living situation Live alone 395 (23.7) 250 (32.3) 645 (26.5) 

Live with another 1269 (76.3) 525 (67.7) 1794 (73.6) 

Paid work Yes 497 (31.1) 208 (28.5) 705 (30.3) 

No 1101 (68.9) 522 (71.5) 1623 (69.7) 

Ethnic group 

 

  

  

White 1572 (95.6) 678 (89.2) 2250 (93.6) 

Mixed 6 (0.36) 9 (1.18) 15 (0.62) 

Asian or Asian 

British 
44 (2.67) 18 (2.37) 32 (1.33) 

Black or Black 

British 
14 (0.85) 18 (2.37) 32 (1.33) 

Chinese or other 9 (0.55) 6 (0.79) 15 (0.62) 

White Yes 1572 (95.6) 678 (89.2) 2250 (93.6) 

No 73 (4.4) 82 (10.8) 155 (6.4) 

LTC count  1  337 (20.3) 164 (21.2) 501 (20.5) 

2  480 (28.9) 211 (27.2) 691 (28.3) 

3  353 (21.2) 148 (19.1) 501 (20.5) 

4 +  494 (29.7) 252 (32.5) 746 (30.6) 

Duration <5yrs  340 (20.7) 176 (23.5) 516 (21.6) 

 >5yrs 1301 (79.3) 572 (76.5) 1873 (78.4) 
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Table 6.9 PACIC scores reported in the cohort  

 

 

Table 6.10 Process of care received by patients retained in the cohort  

 

 

 Retained 

Mean (SD) 

 

Lost to follow up 

Mean (SD) 

PACIC  

Total 

 

2.33 (0.9) 2.43 (0.9) 

Patient activation 2.44 (1.2) 

 
 

2.47 (1.2) 

 
 

Delivery system 

 

3.08 (1.0) 

 

3.14 (1.0) 

 

 

Goal setting 

 

2.15 (0.9) 2.26 (1.0) 

Problem solving 

 

2.48 (1.2) 

 

 

2.64 (1.2) 

 

 

Follow-up 

 

1.87 (0.9) 

 

2.00 (1.0) 

 Retained 

 

Mean (SD)/ 

Range  

 

Lost to follow up 

 

Mean (SD)/ 

Range  

HCCQ 

 

 

72.3 (25.6) 

 

1-100 

 

70.7 (27.5) 

 

1-100 

Hei-Q   

Self monitoring  

and insight 

5 (4.7 – 5.7) 

 

1-6 

5 (4.5 – 5.4) 

 

1-6 

 

Hei-Q   

Skills and 

technique 

acquisition 

4.5 (4 – 5.2) 

 

1-6 

4.3 (3.6 – 5) 

 

1-6 

 

QIPP   

 

 

3.5 (3 – 3.8) 

 

1 – 4 

3.3 (2.8 – 3.8) 

 

1-6 
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Table 6.11 Experience of care received by patients retained in the cohort 

 

 

 

  

  

Retained 

 

 

Number (%) 

Lost to 

follow up 

 

Number (%) 

Total number 

 

 

 Number (%) 

Number of 

days engaged in 

self help 

behaviours 

0  27 (1.7) 14 (2.0) 41 (1.8) 

1 167 (10.6) 86 (12.3) 253 (11.1) 

2 472 (30.1) 240 (34.2) 712 (31.4) 

3 522 (33.3) 232 (33.1) 754 (33.2) 

4 311 (19.8) 108 (15.4) 419 (18.5) 

5 70 (4.5) 22 (3.1) 92 (4.1) 

Most often 

consulted 

professional 

GP/ Practice nurse 1312 (85.6) 594 (87.7) 1906 (86.0) 

Other 221 (14.4) 83 (12.3) 304 (13.8) 

Continuity Always 803 (59.5) 333 (54.2) 1136 (57.9) 

A lot 224 (16.6) 118 (19.2) 342 (17.4) 

Sometimes 272 (20.2) 134 (21.8) 406 (20.7) 

Never 50 (3.7) 29 (4.7) 79 (4.0) 

General 

satisfaction of 

GP surgery 

Very dissatisfied 67 (4.1) 43 (5.6) 110 (4.6) 

Fairly dissatisfied 65 (4.0) 33 (4.3) 98 (4.1) 

Neither  89 (5.4) 57 (7.5) 146 (6.1) 

Fairly satisfied 478 (29.0) 225 (29.4) 703 (29.2) 

Very satisfied 947 (57.5) 407 (53.2) 1354 (56.2) 

Level of care 

planning 

High 719 (43.2) 361 (46.6) 1080 (44.3) 

Low 945 (56.8) 414 (53.4) 1359 (55.7) 

 

Table 6.12 Health outcomes of patients retained in the cohort 

 

 

 

 

 

 

 

 

 

 

 

 Retained 

Mean/ SD 

Range  

 

Lost to follow up 

Mean/ SD 

Range 

EQ-5D 0.79 (0.65 – 1) 

 

1 – -0.59 

0.72 (0.51– 1) 

 

1 –  -0.48 

Vitality 49.8 (21.9) 

 

0-100 

44.8 (22.9) 

 

0-100 

Well being 

 

 

74.2 (19.4) 

 

0-100 

67.9 (21.8) 

 

0-100 
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Table 6.13 Health outcomes and health utilisation of patients retained in 

the cohort 

 

 

 

 

 

 

 

 

 

 

 

    

Retained 

 

 

Number (%) 

Lost to follow 

up 

 

Number (%) 

Total  

 

 

Number (%) 

 

Probable 

depression 

Yes 

 
383 (24.7) 247 (37.0) 630 28.4 

No 
 

1169 (75.3) 420 (63.0) 1589 (71.6) 

State of health 

  

  

Poor 

 
159 (9.9) 120 (16.5) 279 (12.0) 

Fair 

 
507 (31.7) 272 (37.4) 779 (33.5) 

Good 

 
615 (38.5) 226 (31.1) 841 (36.2) 

Very good 

 
271 (17.0) 90 (12.4) 361 (15.5) 

Excellent 

 
46 (2.9) 19 (2.6) 65 (2.8) 

No of GP 

consultations in 

previous 6 

months 

0 

 
250 (15.2) 128 (16.5) 378 (15.5) 

1 

 
354 (21.3) 134 (17.3) 488 (20.0) 

2 

 
347 (20.9) 132 (17.0) 479 (19.6) 

3 

 
238 (14.3) 117 (15.1) 355 (14.6) 

4+ 
 

475 (28.6) 264 (34.1) 739 (30.3) 

Outpatient 

visits in 

previous 6 

months 

No 

 
936 (56.3) 439 (56.7) 1375 (56.4) 

Yes 728 (43.8) 336 (43.4) 1.064 (43.6) 
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Descriptive data on care plans and care planning 

 

The rate of care plans as reported in the survey was low, with only 99 patients 

having a confirmed care plan following discussion with the CAPITOL team (see 

Methods). We present descriptive data on those care plans below (Table 6.14).  

 

Clearly plans were very rare, but when delivered, their content and production 

seemed broadly in line with policy. Most had been created with primary care 

providers, although specialist nurses and doctors were involved, and a reasonable 

minority had involved family and carers in their production.  

 

The time taken to create the plans was fairly modest, although there is no guidance 

or consensus on how long the process should take, and the results should be seen in 

the context of the routine length of primary care consultations. 

 

The content of the plans was clearly on more specific issues such as behaviours and 

targets rather than broader goals and preferences. Most patients reported at least 

some input into the plans. The plans were used, and found useful, by the majority of 

patients.  
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Table 6.14 Descriptive data on care plans (n=98) 

Aspects of care planning Responses 

 

Who was involved? 

 

GP     43% 

PN    49% 

Community matron   4% 

Hospital doctor   29% 

Hospital nurse   19% 

Pharmacist    5% 

Family and carers  22% 

How long did care plan take? 

 

<30 mins   29% 

Content of the care plans 

 

Healthy behaviours  70% 

Targets (e.g. weight loss) 35% 

Medical targets  66% 

Preferences   20% 

Goals    32% 

Effects of health day to day 59% 

Daily issues affecting health 43% 

Changes to be made  45% 

Input into care plan? 

 

A lot    30% 

Some    44%  

None    17% 

No response   9% 

Were your opinions and 

preferences accounted for? 

Yes, definitely   39% 

Yes, to some extent  42% 

No, no at all   6% 

No response   13% 

Used in consultations? 

 

Definitely   34% 

To some extent  41% 

Not at all   13% 

No response   12% 

Changed plan since first 

developed? 

 

 

Definitely   13% 

To some extent  38% 

Not at all   34% 

No response   15% 

Did the plan improve 

management of long-term 

condition? 

 

Definitely   35% 

To some extent  58% 

 No    4% 

No response   3% 

Does your plan cover? One condition   60% 

More than one condition 33% 

No response   7% 

If you have more than one 

condition, does your plan 

cover the condition that 

causes you the most difficulty 

day-to-day? 

Yes    49% 

No    15% 

No response   34% 
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Descriptive data on patient perceptions of care planning at baseline and over time (using 

the PACIC measure) 

 

Table 6.15 provides data on care planning, as measured by the PACIC scale for the 

whole baseline cohort of 2349 patients. As can be seen, general satisfaction about 

the organization of care was reported by two thirds of respondents, and nearly half 

reported that professionals showed them how to take care of themselves, and 

respected their values. However, reported rates in other relevant behaviours were 

lower, with around 20-30% reporting high levels of other aspects of the Chronic 

Care Model.  

 

As shown in Table 6.16, the mean PACIC total score in the CAPITOL sample was 

2.4, compared to 2.6 in patients in US primary care 16, 3.3 in depressed primary care 

patients in Germany 19, 2.7 in patients with osteoarthritis in German primary care 31, 

3.0 in patients with CHD, hypertension or diabetes in Australian general practice 32 

and 3.2 in Hispanics with diabetes in hospital ambulatory settings in the United States 

17. Although a potentially useful comparison, it should be noted that there may be 

other patient or practice level variables that confound these comparisons and thus 

caution is required in their interpretation. 

 

Figure 6.5 shows the change in mean PACIC scores over time, in the two groups of 

patients. As can be seen, the overall trend was for a small reduction in scores, but 

the differences between the groups remained. 



 

163 

 

Table 6.15 Descriptive data on care planning from PACIC items 

 

Item 

 

% Most of the 

time/almost always 

1. Asked about my ideas when we made a treatment plan 17% 

2. Given choices about  treatment to think about 22% 

3. Asked to talk about any problems with my medicines or their 

effects 

38% 

4. Given a written list of things I should do to improve my health 13% 

5. Satisfied that my care was well organised 66% 

6. Shown how what I did to take care of myself influenced my 

condition 

48% 

7. Asked to talk about my goals in care for my condition(s) 27% 

8. Helped to set specific goals to improve my eating or exercise 27% 

9. Given a copy of my treatment plan 10% 

10. Encouraged to go to a specific group or class to help me cope 

with my long term condition(s) 

9% 

11. Asked questions, either directly or on a survey, about my 

health habits 

21% 

12. Sure that my doctor or nurse thought about my values, beliefs 

and traditions when they recommended treatments to me 

45% 

13. Helped to make a treatment plan that I could carry out in my 

daily life 

22% 

14. Helped to plan ahead so I could take care of my condition(s) 

even in hard times  

22% 

15. Asked how my long term condition(s) affects my life 29% 

16. Contacted after a visit to see how things were going 11% 

17. Encouraged to attend programs in the community that could 

help me 

9% 

18. Referred to a dietician or nutritionist 13% 

19. Told how my visits with other types of doctors, like an eye 

doctor or surgeon, helped my treatment 

21% 

20. Asked how my visits with other doctors were going 16% 
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Table 6.16 Mean scores on PACIC scales from the international literature 

Author 1 

PACIC 

version 

Country 

Sample 

Mean scores  

a. PACIC; b. PA;  

c. DS/PD; d. GS/T;  

e. PS/C; f. F/C 

 

CAPITOL 

Cohort 

UK 

 

Patients with a range of long-term 

conditions 

a. 2.4   

b. 2.5 

c. 3.1 

d. 2.2 

e. 2.5 

f. 1.9 

Aragones 17 

 

Spanish 

language 

version 

USA 

 

Spanish speaking Hispanics with diabetes  in 

hospital ambulatory settings  

a. 3.2  

   

 

 

Carryer 18  

 

Modified 

PACIC for 

professionals 

New Zealand 

 

Primary care patients and practitioners 

GP care/Nurse care 

a.  2.7/3.3 

b.  2.9/3.5 

c.  3.1/3.7 

d.  2.3/3.2 

e.  2.8/3.5 

f.  2.6/2.9 

  

Gensichen 19 

 

German 

language 

version 

Germany 

 

Patients with major depression in primary 

care 

 

a.  3.3  

b.  3.6  

c.  3.5  

d.  3.0  

e.  3.7  

f.  2.8  

Glasgow 16  

 

 

USA 

 

Primary care 

a.  2.6  

b.  3.0  

c.  3.1  

d.  2.4  

e.  2.9  

f.  1.1  

 

Glasgow 20 

 

Includes PACIC 

5As   

USA 

 

Type 2 diabetes patients in primary care  

 

a.  3.2  

b.  3.6 

c.  3.5 

d.  3.0 

e.  2.9 

f.  3.4 
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Author 1 

PACIC 

version 

Country 

Sample 

Mean scores  

a. PACIC; b. PA;  

c. DS/PD; d. GS/T;  

e. PS/C; f. F/C 

 

Gugiu 33 

 

Modified 

PACIC 

percentage 

scale (linked to 

above) 

USA 

 

Type 2 diabetics, large physician networks 

 

 

Jackson 34 

 

 

USA 

 

Patients with diabetes  receiving VA primary 

care services  

a.  3.1 

b.  3.3 

c.  3.6 

d.  3.1 

e.  3.4 

f.  2.6 

Rosemann 35 

 

German 

language 

version 

PACIC 5As 

Germany 

 

 

Patients with OA in primary care practices  

Male/Female 

a. 2.8/2.7 

b. 3.5/3.4 

c. 3.3/3.3 

d. 2.4/2.3 

e. 2.4/2.3 

f.  2.9/2.6 

 

Rosemann 35 

 

German 

language 

version 

PACIC 5As 

Germany 

 

Sample 1: 236/300 – 78.6%. 

 

Sample 2: 71 of subset of 75 sent follow up 

questionnaire after 2 weeks 
 

OA patients from 75 primary care practices  

 

a. 2.44  

b. 2.79  

c. 2.56 

d. 2.31  

e. 2.48  

f.  2.01  

Schmittdiel36 USA 

 
4108/6673 (61%) 

 

Private health care members on one of six 

chronic disease registers 

a. 2.7 
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Author 1 

PACIC 

version 

Country 

Sample 

Mean scores  

a. PACIC; b. PA;  

c. DS/PD; d. GS/T;  

e. PS/C; f. F/C 

 

Szecenyi 37 

 

German 

language 

version 

PACIC 5As 

Germany 

 

Patients with type 2 diabetes in primary 

care, in or outside disease management 

programmes (DMPs) 

DMP/Non-DMP 

a.  3.3/2.9 

b.  3.3/3.1 

c.  3.5/3.3 

d.  2.9/2.5 

e.  3.4/3.0 

f.   3.1/2.7 

 

Wensing 38 

 

Dutch language 

version 

Netherlands  

 

Randomly sampled patients with diabetes or 

COPD from four general practices 

(involved in a programme to enhance 

structured diabetes care) 

a.  2.9 

b.  3.2  

c.  3.5  

d.  2.5  

e.  3.3  

f.  3.1  
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Figure 6.5 PACIC scores over time 
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Tabled 6.17 to 6.20 shows the relationship between care planning (as assessed by the 

total PACIC scale score) and other baseline variables.  

 

In univariate analyses, baseline PACIC scores were significantly higher in men 

(compared to women), in patients aged below 75 years (compared to those aged 

75+) and in non-white patients (compared to white patients). There was also a 

significant association between PACIC scores and the need for help when reading 

health literature: generally, PACIC scores were higher in patients who needed help 

to some degree (compared to those who never needed help). 

 

PACIC scores were significantly and positively correlated with well-being scores, 

although there was no association with the dichotomized ‘well-being’ indicator of 

‘probable depression’. PACIC scores were also significantly higher, in patients whose 

main long-term condition began more recently (<5 years), patients experiencing 

better continuity-of-care (reported seeing their preferred GP ‘always or almost 

always’ or ‘a lot of the time’) and patients in practices with higher levels of care-

planning (versus lower levels).  

 

With the exception of ethnicity, all of the above-mentioned significant associations 

remained significant (i.e. p < 0.05) in the multivariate model (details not shown). 

 



 

169 

 

Table 6.17 Association between care planning and baseline demographic 

factors 

 

Patient level 

predictor 
Category 

Outcome = PACIC scores 

Regression 

coefficient 
95% CI P value 

Gender Female -0.164 -0.229, -0.101 <0.001 

Age group 

50 – 64 yrs -0.007 -0.125, 0.111 

0.004 65 – 74 yrs -0.011 -0.155, 0.133 

75+ yrs -0.153 -0.287, -0.019 

Ethnic group White -0.235 -0.414, -0.057 0.011 

Current 

work 

 

In paid work 0.042 -0.052, 0.134 0.372 

Current 

living 

situation 

 

Live with another 

person(s) 
0.052 -0.053, 0.156 0.323 

Health 
literacy 

Rarely have help 0.126 0.036, 0.216 

0.002 

Sometimes have help 0.149 -0.001, 0.299 

Often have help -0.053 -0.265, 0.158 

Always have help 0.157 -0.100, 0.415 

 

NB:  

 

Baseline Categories for Categorical Variables are Male; 18 – 49 years; Non-White; 

Not in Paid Work; Living Alone and Never have help respectively 
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Table 6.18 Associations between care planning and baseline demographic 

factors 

 

 

Patient level 

predictor 
Category 

Outcome = PACIC scores 

Regression 

coefficient 
95% CI P value 

Wellbeing Depression -0.036 -0.115, 0.043 0.365 

Wellbeing Continuous scale 0.054 0.017, 0.091 0.006 

General 

health 

Fair 0.045 -0.067, 0.158 

0.354 

Good 0.110 -0.024, 0.244 

Very good 0.168 -0.002, 0.337 

Excellent 0.107 -0.101, 0.315 

Count of 

LTCs 

Two LTCs -0.042 -0.174, 0.091 

0.095 Three LTCs -0.148 -0.294, -0.001 

Four or more 

LTCs 
-0.120 -0.257, 0.017 

LTC 

Duration 
 

>5yrs -0.224 -0.298, -0.151 <0.001 

 

NB:  

 

Baseline Categories for Categorical Variables are No Depression; Poor Health; One 

LTC and <5yrs Duration respectively 
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Table 6.19 Associations between care planning and other care at baseline 

 

Patient level 

predictor 
Category 

Outcome = PACIC scores 

Regression 

coefficient 
95% CI P value 

Continuity: 

Number of 

visits to GP 

One visit 0.040 -0.089, 0.168 

0.185 

Two visits 0.112 -0.015, 0.240 

Three visits 0.141 0.001, 0.281 

Four or more 

visits 
0.122 -0.020, 0.263 

Continuity: 

Preferred 

GP 

A lot of the time -0.064 -0.185, 0.058 

<0.001 Some of the time -0.233 -0.339, -0.126 

Never/ almost 

never 
-0.590 -0.755, -0.425 

LTC 

Professional 

 

Not Primary 

Care Professional 
0.002 -0.110, 0.113 0.973 

Health 

utilization 

 

In-Patient 

appointment 
0.074 -0.040, 0.187 0.196 

Health 

utilisation 

 

Out-Patient 

appointment 
0.067 -0.014, 0.149 0.102 

 

NB:  

 

Baseline Categories for Categorical Variables are No Visits; Always or almost always; 

GP or Practice Nurse; No In-Patient Appointment and No Out-Patient Appointment 

respectively 
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Table 6.20 Associations between care planning and practice factors at 

baseline 

 

 

Practice 

level 

predictor 

Category 

Outcome = PACIC scores 

Regression 

coefficient 
95% CI P value 

Adoption 

of care 

planning 

 

 

Low -0.220 -0.323, -0.117 <0.001 

List size 

 

 

Continuous scale -0.045 -0.105, 0.016 0.144 

Index of 

Multiple 

Deprivation 

 

 

Continuous scale 0.049 -0.029, 0.126 0.213 

Long-Term 

Condition 

Caseload 

 

 

Continuous scale -0.125 -0.787, 0.536 0.703 

 

NB:  

 

Baseline Categories for Categorical Variables are High Care-Planning Practices 

The coefficient for the continuous scales can be interpreted as a correlation with 

PACIC scores 

 

 

Descriptive data on change in outcomes (self management and health 

outcomes)  

 

Figures 6.6 and 6.7 show the change in scores in self-management behaviour and 

vitality over the time of the cohort, split by care planning practice type. As can be 

seen from the graphs, reported rates of self-management behaviour and vitality were 

generally stable over the 12 months of the cohort.
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Figure 6.6 Change in reported self-management behaviours over the time of the cohort 
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Figure 6.7 Change in reported vitality over the time of the cohort 
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Associations between reports of care planning and outcomes – longitudinal analysis 

 

We conducted a number of analyses to test the effects of care planning on 

outcomes. 

 

We assessed the impact of two care planning measures: 

 

(a) practice level care planning, as defined externally by GPPS measures used to 

select practices into the cohort 

 

(b) patient-level care planning, through responses to the PACIC measure of the 

individual patients recruited to the cohort 

 

We assessed the effects of these two indicators of care planning on two outcomes 

(self-management behavior and vitality).  

 

We conducted separate analyses, including or excluding the continuity variable, as 

many patients had missing data for this variable (where they did not have the option, 

or the experience of trying to see a particular GP).  

 

In total, we report 8 multivariate analyses, based on the 2 types of care plan 

measure, 2 outcomes, and including/excluding continuity. 
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1. Practice care planning predicting vitality (including continuity) 

 

2. Practice care planning predicting vitality (excluding continuity) 

 

3. Patient care planning predicting vitality (including continuity) 

 

4. Patient care planning predicting vitality (excluding continuity) 

 

5. Practice care planning on self-management (including continuity) 

 

6. Practice care planning on self-management (excluding continuity) 

 

7. Patient care planning predicting self-management (including continuity) 

 

8. Patient care planning predicting self-management (excluding continuity) 

 

The analyses are show in the following tables. For interpretation, vitality scores vary 

from 0-100, whereas self-management scores vary from 1-5.  
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Analysis 1 Effect of practice level care planning on vitality (including continuity) 

 

In analysis 1 (Table 6.21), practice level care planning did not predict vitality over the 

12 months of the cohort.  

 

Patients reporting lower vitality over time were those reporting higher numbers of 

long-term conditions, probable depression, patients with long-term conditions aged 

18-49, females, white patients, those not in paid work, those with low health literacy, 

and those in deprived practices.  

 

Analysis 2 Effect of practice level care planning on vitality (excluding continuity) 

 

In analysis 2  excluding continuity (Table 6.22), practice level care planning did not 

predict vitality over the 12 months of the cohort.  

 

Other factors predicting vitality were broadly similar to analysis 1. Patients reporting 

lower vitality over time were those reporting higher numbers of long-term 

conditions, probable depression, patients with long-term conditions aged 18-49, 

females, white patients, those not in paid work, those with low health literacy, and 

those in deprived practices, and those patients whose main professional was located 

outside primary care.  

 

Analysis 3 Effect of patient level care planning on vitality (including continuity) 

 

In analysis 3 (Table 6.23), patient level care planning predicted vitality over the 12 

months of the cohort.  

 

Patients reporting lower vitality over time were those reporting higher numbers of 

long-term conditions, probable depression, patients with long-term conditions aged 

18-49, females, those with low health literacy, and those in deprived practices.  
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Analysis 4 Effect of patient level care planning on vitality (excluding continuity) 

 

In analysis 4 excluding continuity (Table 6.24), patient level care planning did predict 

vitality over the 12 months of the cohort.  

 

Other factors predicting vitality were broadly similar to analysis 3. Patients reporting 

lower vitality over time were those reporting higher numbers of long-term 

conditions, probable depression, patients with long-term conditions aged 18-49, 

females, those not in paid work, those with low health literacy, those in deprived 

practices, and those patients whose main professional was located outside primary 

care. 

 

Analysis 5 Effect of practice level care planning on self-management (including continuity) 

 

In analysis 5 (Table 6.25), practice level care planning did not predict self-

management over the 12 months of the cohort.  

 

Patients reporting lower self-management over time were those with probable 

depression, males, white patients, and those in deprived practices. 

 

Analysis 6 Effect of practice level care planning on self-management (excluding continuity) 

 

In analysis 6 excluding continuity (Table 6.26), practice level care planning did not 

predict self-management over the 12 months of the cohort.  

 

Other factors predicting vitality were broadly similar to analysis 5. Patients reporting 

lower self-management over time were those patients with long-term conditions 

aged 18-49, with probable depression, males, white patients, and those in deprived 

practices. 
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Analysis 7 Effect of patient level care planning on self-management (including continuity) 

 

In analysis 7 (Table 6.27), patient level care planning did predict self-management 

over the 12 months of the cohort.  

 

Patients reporting lower self-management over time were those with probable 

depression, and males. 

 

Analysis 8 Effect of patient level care planning on self-management (excluding continuity) 

 

In analysis 8 excluding continuity (Table 6.28), patient level care planning did predict 

self-management over the 12 months of the cohort.  

 

Patients reporting lower self-management over time were those patients with long-

term conditions aged 18-49, with probable depression, males, and white patients. 

 

The overall pattern of results is show in Table 6.29. The most consistent significant 

predictors across all outcomes were probable depression and gender. Care planning 

measured at the level of the individual patient was a significant predictor of 

outcomes, but the external measure of care planning practice type on which the 

cohort was based was not a predictor of either outcome. 
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Table 6.21 Analysis 1 Practice level care planning on vitality (including 

continuity) 

 Coefficient 95% CI P-value 

Time point = 6 months follow-up 1.6 (0.7, 2.5) 0.001 

Number of LTCs   2 

   3 

   4+ 

-4.3 

-10.7 

-16.2 

(-7.4, -1.3) 

(-14.0, -7.5) 

(-19.5, -12.9) 

<0.001 

Probable depression -14.2 (-16.7, -11.7) <0.001 

Female -2.2 (-4.3, -0.1) 0.044 

Age   50-64 

   65-74 

   75+ 

7.4 

12.2 

11.6 

(4.1, 10.7) 

(8.3, 16.0) 

(7.4, 15.7)  

<0.001 

White Ethnic Group -5.5 (-10.9, -0.1) 0.045 

In Paid Work 3.2 (0.4, 6.0) 0.025 

Living with another person(s) 1.6 (-1.0, 4.2) 0.230 

Health               Rarely      

Literacy            Sometimes 

       Often  

       Always  

-3.7 

-3.4 

-6.8 

-4.5 

(-6.6, -0.8) 

(-7.1, 0.2) 

(-14.4, 0.9) 

(-11.0, 2.0) 

0.022 

Duration of LTC = >5 years -0.8 (-3.4, 1.8) 0.542 

Continuity        A lot of the time 

of care              Some of the time 

      Almost never      

-0.5 

1.4 

-0.3 

(-3.3, 2.4) 

(-1.4, 4.3) 

(-6.0, 5.4) 

 

0.723 

Main Professional consulted 

not in Primary Care 
-2.6 (-5.5, 0.3) 0.081 

List size (c) -0.03 (-0.08, 0.02) 0.234 

Index of Multiple Deprivation (c) -0.13 (-0.18, -0.07) <0.001 

High level of practice care 

planning 
0.8 (-1.3, 2.9) 0.464 

 
NB: Baseline Categories for Categorical Variables are 12 months follow-up; 1 LTC; No Depression; Male; 18 – 49 years; Non-

White; Not in Paid Work; Living Alone; Never (have help); LTC <5 years; Always or Almost Always (see preferred GP); (main 
professional) GP or Practice Nurse and Low care-planning respectively; (c) = continuous variable – coefficient can be 
interpreted as a correlation 
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Table 6.22 Analysis 2 Practice level care planning on vitality (excluding 

continuity) 

 Coefficient 95% CI P value 

Time point = 6 months follow-up 1.4 (0.5, 2.2) 0.001 

Number of LTCs   2 

   3 

   4+ 

-4.8 

-10.0 

-16.4 

(-7.4, -2.2) 

(-12.9, -7.2) 

(-19.4, -13.5) 

<0.001 

Probable depression -14.9 (-17.2, -12.6) <0.001 

Female -2.8 (-4.7, -1.0) 0.003 

Age   50-64 

   65-74 

   75+ 

6.7 

11.3 

9.0 

(3.8, 9.5) 

(7.9, 14.7) 

(5.3, 12.7) 

<0.001 

White Ethnic Group -4.6 (-9.4, 0.2) 0.058 

In Paid Work 2.8 (0.3, 5.3) 0.028 

Living with another person(s) 1.4 (-1.0, 3.7) 0.249 

Health               Rarely      

Literacy            Sometimes 

       Often  

       Always  

-4.3 

-3.6 

-6.1 

-5.7 

(-6.8, -1.7) 

(-6.8, -0.3) 

(-12.8, 0.6) 

(-11.5, 0.1) 

 

0.002 

 

Duration of LTC = >5 years -0.7 (-3.1, 1.6) 0.542 

Main Professional consulted 

not in Primary Care 
-3.8 (-6.4, -1.1) 0.005 

List size (c) -0.03 (-0.07, 0.02) 0.215 

Index of Multiple Deprivation (c) -0.12 (-0.17, -0.07) <0.001 

High level of practice care 

planning 
1.5 (-0.4, 3.4) 0.121 

NB: Baseline Categories for Categorical Variables are 12 months follow-up; 1 LTC; No Depression; Male; 18 – 49 years; Non-

White; Not in Paid Work; Living Alone; Never (have help); LTC <5 years; (main professional) GP or Practice Nurse and Low 
care-planning respectively; (c) = continuous variable – coefficient can be interpreted as a correlation 
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Table 6.23 Analysis 3 Patient level care planning on vitality (including 

continuity) 

 Coefficient 95% CI P value 

Time point = 6 months follow-up 1.6 (0.7, 2.6) <0.001 

Number of LTCs   2 

   3 

   4+ 

-3.8 

-10.0 

-16.0 

(-7.0, -0.6) 

(13.5, -6.5) 

(-19.5, -12.4) 

<0.001 

Probable depression -14.2 (-16.8, -11.6) <0.001 

Female -2.5 (-4.8, -0.3) 0.023 

Age   50-64 

   65-74 

   75+ 

6.7 

10.5 

11.0 

(3.3, 10.2) 

(6.6, 14.5) 

(6.7, 15.3) 

<0.001 

White Ethnic Group -5.1 (-10.6, 0.4) 0.073 

In Paid Work 3.2 (0.3, 6.1) 0.027 

Living with another person(s) 1.2 (-1.5, 4.0) 0.379 

Health               Rarely      

Literacy            Sometimes 

       Often  

       Always  

-3.9 

-3.3 

-6.6 

-3.9 

(-6.9, -0.9) 

(-7.1, 0.5) 

(-14.7, 1.3) 

(-10.8, 2.9) 

0.033 

Duration of LTC = >5 years -0.8 (-3.6, 1.9) 0.547 

Continuity        A lot of the time 

of care              Some of the time 

      Almost never      

-0.2 

2.4 

-1.7 

(-3.2, 2.7) 

(-0.6, 5.4) 

(-7.8, 4.3) 

0.335 

Main Professional consulted 

not in Primary Care 
-2.6 (-5.6, 0.4) 0.091 

List size (c) -0.02 (-0.08, 0.03) 0.412 

Index of Multiple Deprivation (c) -0.15 (-0.20, -0.09) <0.001 

Patient PACIC score (c) 0.06 (0.01, 0.11) 0.027 

NB: Baseline Categories for Categorical Variables are 12 months follow-up; 1 LTC; No Depression; Male; 18 – 49 years; Non-

White; Not in Paid Work; Living Alone; Never (have help); LTC <5 years; Always or Almost Always (see preferred GP); (main 
professional) GP or Practice Nurse and Low care-planning respectively; (c) = continuous variable – coefficient can be 
interpreted as a correlation 
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Table 6.24 Analysis 4 Patient level care planning on vitality (excluding 

continuity) 

 Coefficient 95% CI P value 

Time point = 6 months follow-up 1.4 (0.5, 2.2) 0.001 

Number of LTCs   2 

   3 

   4+ 

-4.2 

-9.1 

-16.2 

(-7.0, -1.4) 

(-12.2, -6.1) 

(-19.3, -13.0) 

 

<0.001 

Probable depression -14.9 (-17.4, -12.5) <0.001 

Female -3.2 (-5.1, -1.2) 0.002 

Age   50-64 

   65-74 

   75+ 

6.3 

10.2 

8.6 

(3.3, 9.3) 

(6.6, 13.7) 

(4.7, 12.5) 

 

<0.001 

 

White Ethnic Group -4.6 (-9.7, 0.3) 0.071 

In Paid Work 2.7 (0.1, 5.3) 0.040 

Living with another person(s) 1.2 (-1.2, 3.7) 0.331 

Health               Rarely       

Literacy            Sometimes 

       Often  

       Always  

-4.1 

-3.6 

-5.6 

-5.1 

(-6.8, -1.4) 

(-7.1, -0.1) 

(-12.8, 1.4) 

(-11.2, 0.9) 

 

0.006 

 

Duration of LTC = >5 years -0.8 (-3.2, 1.6) 0.523 

Main Professional consulted 

not in Primary Care 
-3.9 (-6.6, -1.1) 0.005 

List size (c) -0.02 (-0.06, 0.03) 0.464 

Index of Multiple Deprivation (c) -0.13 (-0.18, -0.08) <0.001 

Patient PACIC score (c) 0.05 (0.00, 0.10) 0.046 

NB: Baseline Categories for Categorical Variables are 12 months follow-up; 1 LTC; No Depression; Male; 18 – 49 years; Non-White; Not 

in Paid Work; Living Alone; Never (have help); LTC <5 years; (main professional) GP or Practice Nurse and Low care-planning 
respectively; (c) = continuous variable – coefficient can be interpreted as a correlation 



 

184 

 

Table 6.25 Analysis 5 Practice level care planning on self management 

(including continuity) 

 Coefficient 95% CI P value 

Time point = 6 months follow-up 0.06 (-0.00, 0.12) 0.070 

Number of LTCs   2 

   3 

   4+ 

0.01 

0.00 

-0.11 

(-0.16, 0.17) 

(-0.18, 0.18) 

(-0.29, 0.07) 

0.464 

Probable depression -0.17 (-0.31, -0.03) 0.015 

Female 0.24 (0.12, 0.35) <0.001 

Age   50-64 

   65-74 

   75+ 

0.09 

0.19 

0.11 

(-0.09, 0.27) 

(-0.02, 0.40) 

(-0.12, 0.33) 

0.349 

White Ethnic Group -0.32 (-0.62, -0.02) 0.034 

In Paid Work -0.03 (-0.18, 0.13) 0.719 

Living with another person(s) 0.13 (-0.01, 0.27) 0.079 

Health               Rarely      

Literacy            Sometimes 

       Often  

       Always  

0.01 

-0.02 

-0.21 

-0.18 

(-0.15, 0.17) 

(-0.22, 0.18) 

(-0.62, 0.21) 

(-0.54, 0.18) 

 

0.755 

 

Duration of LTC = >5 years 0.06 (-0.08, 0.20) 0.415 

Continuity        A lot of the time 

of care              Some of the time 

      Almost never      

-0.02 

 0.05 

-0.18 

(-0.18, 0.14) 

(-0.10, 0.21) 

(-0.50, 0.13) 

0.550 

Main Professional consulted 

not in Primary Care 
0.00 (-0.16, 0.17) 0.954 

List size (c) 0.03 (-0.04, 0.09) 0.425 

Index of Multiple Deprivation (c) -0.06 (-0.13, 0.00) 0.054 

High level of practice care planning -0.01 (-0.14, 0.12) 0.892 

NB: Baseline Categories for Categorical Variables are 12 months follow-up; 1 LTC; No Depression; Male; 18 – 49 years; Non-White; Not 

in Paid Work; Living Alone; Never (have help); LTC <5 years; Always or Almost Always (see preferred GP); (main professional) GP or 
Practice Nurse and Low care-planning respectively; (c) = continuous variable – coefficient can be interpreted as a correlation 
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Table 6.26 Analysis 6 Practice level care planning on self management 

(excluding continuity) 

 

 Coefficient 95% CI P value 

Time point = 6 months follow-up 0.04 (-0.01, 0.10) 0.114 

Number of LTCs   2 

   3 

   4+ 

-0.02 

-0.09 

-0.12 

(-0.16, 0.13) 

(-0.25, 0.07) 

(-0.29, 0.04) 

0.386 

Probable depression -0.18 (-0.31, -0.05) 0.006 

Female 0.25 (0.15, 0.36) <0.001 

Age   50-64 

   65-74 

   75+ 

0.17 

0.26 

0.09 

(0.01, 0.33) 

(0.07, 0.45) 

(-0.11, 0.30) 

 

0.021 

White Ethnic Group -0.37 (-0.64, -0.11) 0.006 

In Paid Work -0.02 (-0.16, 0.12) 0.738 

Living with another person(s) 0.06 (-0.07, 0.20) 0.336 

Health               Rarely      

Literacy            Sometimes 

       Often  

       Always  

-0.02 

-0.05 

-0.27 

-0.28 

(-0.17, 0.12) 

(-0.24, 0.14) 

(-0.64, 0.10) 

(-0.60, 0.05) 

 

0.328 

 

Duration of LTC = >5 years 0.05 (-0.08, 0.18) 0.446 

Main Professional consulted 

not in Primary Care 
-0.02 (-0.13, 0.17) 0.767 

List size (c) 0.03 (-0.02, 0.08) 0.300 

Index of Multiple Deprivation (c) -0.06 (-0.11, 0.00) 0.045 

High level of practice care planning 0.01 (-0.10, 0.01) 0.816 

NB: Baseline Categories for Categorical Variables are 12 months follow-up; 1 LTC; No Depression; Male; 18 – 49 years; Non-

White; Not in Paid Work; Living Alone; Never (have help); LTC <5 years; (main professional) GP or Practice Nurse and Low 
care-planning respectively; (c) = continuous variable – coefficient can be interpreted as a correlation 
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Table 6.27 Analysis 7 Patient level care planning on self management 

(including continuity) 

 Coefficient 95% CI P value 

Time point = 6 months follow-up 0.05 (-0.02, 0.12) 0.147 

Number of LTCs   2 

   3 

   4+ 

0.01 

0.02 

-0.07 

(-0.16, 0.18) 

(-0.17, 0.21) 

(-0.26, 0.12) 

0.720 

Probable depression -0.20 (-0.34, -0.05) 0.007 

Female 0.26 (0.14, 0.38) <0.001 

Age   50-64 

   65-74 

   75+ 

0.09 

0.16 

0.13 

(-0.01, 0.28) 

(-0.06, 0.37) 

(-0.11, 0.36) 

0.555 

White Ethnic Group -0.28 (-0.58, 0.03) 0.073 

In Paid Work -0.04 (-0.20, 0.12) 0.618 

Living with another person(s) 0.15 (-0.00, 0.30) 0.055 

Health               Rarely      

Literacy            Sometimes 

       Often  

       Always  

-0.02 

-0.00 

-0.24 

-0.24 

(-0.18, 0.14) 

(-0.22, 0.21) 

(-0.68, 0.20) 

(-0.62, 0.14) 

0.634 

Duration of LTC = >5 years 0.03 (-0.12, 0.18) 0.674 

Continuity        A lot of the time 

of care              Some of the time 

      Almost never      

-0.01 

 0.07 

-0.23 

(-0.17, 0.16) 

(-0.10, 0.23) 

(-0.57, 0.11) 

0.424 

Main Professional consulted 

not in Primary Care 
0.01 (-0.16, 0.17) 0.953 

List size (c) 0.02 (-0.05, 0.08) 0.579 

Index of Multiple Deprivation (c) -0.06 (-0.12, 0.01) 0.079 

Patient PACIC score (c) 0.07 (0.01, 0.13) 0.020 

NB: Baseline Categories for Categorical Variables are 12 months follow-up; 1 LTC; No Depression; Male; 18 – 49 years; Non-

White; Not in Paid Work; Living Alone; Never (have help); LTC <5 years; Always or Almost Always (see preferred GP); (main 
professional) GP or Practice Nurse and Low care-planning respectively; (c) = continuous variable – coefficient can be 
interpreted as a correlation 
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Table 6.28 Analysis 8 Patient level care planning on self management 

(excluding continuity) 

NB: Baseline Categories for Categorical Variables are 12 months follow-up; 1 LTC; No Depression; Male; 18 – 49 years; Non-

White; Not in Paid Work; Living Alone; Never (have help); LTC <5 years; (main professional) GP or Practice Nurse and Low 

care-planning respectively; (c) = continuous variable – coefficient can be interpreted as a correlation 
 

 Coefficient 95% CI P value 

Time point = 6 months follow-up 0.04 (-0.02, 0.10) 0.211 

Number of LTCs   2 

   3 

   4+ 

-0.02 

-0.08 

-0.10 

(-0.18, 0.13) 

(-0.25, 0.09) 

(-0.28, 0.07) 

 

0.608 

Probable depression -0.20 (-0.34, -0.07) 0.003 

Female 0.28 (0.17, 0.39) <0.001 

Age   50-64 

   65-74 

   75+ 

0.18 

0.24 

0.12 

(0.01, 0.34) 

(0.05, 0.44) 

(-0.10, 0.34) 

 

0.062 

White Ethnic Group -0.34 (-0.61, -0.06) 0.019 

In Paid Work -0.05 (-0.19, 0.10) 0.515 

Living with another person(s) 0.07 (-0.07, 0.21) 0.333 

Health               Rarely      

Literacy            Sometimes 

       Often  

       Always  

-0.05 

-0.06 

-0.27 

-0.33 

(-0.20, 0.09) 

(-0.26, 0.14) 

(-0.67, 0.12) 

(-0.67, 0.01) 

 

0.240 

Duration of LTC = >5 years 0.04 (-0.10, 0.17) 0.610 

Main Professional consulted 

not in Primary Care 
0.01 (-0.14, 0.16) 0.890 

List size (c) 0.02 (-0.03, 0.07) 0.481 

Index of Multiple Deprivation (c) -0.05 (-0.10, 0.01) 0.077 

Patient PACIC score (c) 0.07 (0.02, 0.12) 0.010 
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Table 6.29 Summary of significant results  

 Analysis 1 Analysis 2 Analysis 3 Analysis 4 Analysis 5  Analysis 6 Analysis 7 Analysis 8  

Number of LTCs            

Probable depression         

Female         

Age            

White Ethnic Group         

In Paid Work         

Living with others         

Health literacy         

Duration of LTC          

Main Professional          

List size          

Deprivation         

Patient PACIC score         
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Care planning and health care utilisation 

 

The original CAPITOL protocol sought to assess the cost-effectiveness of care plans 

and care planning, by assessing the relationship between the resources involved in 

the creation of the care plan, and changes in outcomes and health care utilisation. As 

the previous analyses have indicated, there is no evidence of a relationship between 

practice-based care planning and outcomes.  

 

It is possible that, despite the lack of evidence of an impact on outcomes, that care 

plans could be associated with important changes in health care utilisation and thus 

reductions in overall costs. 

 

For descriptive purposes, we have tabulated patient-reported health care utilisation 

(GP visits, and inpatient and outpatient use) at 6 and 12 months (Table 6.30). 

 

The results are consistent with the self-management and vitality data in that there is 

no evidence of a relationship between practice based care planning and these forms 

of health care utilisation.
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Table 6.30 Health care utilisation in the cohort 

 

Time 

point 

Health utilisation High care 

planning 

  

Number (%)  

Low care 

planning 

  

Number %) 

 Total  

 

 

Number (%)  

  

  

  

  

  

6 Months 

follow-up 

  
  

  

No of GP 

consultations 

in previous 6 

months 

0 174 (20.9) 224 (21.1) 398 (21.0) 

1 

 

178 (21.3) 216 (20.4) -20.8 

2 178 (21.3) 238 (22.4) 416 (21.6) 

3 106 (12.7) 140 (13.2) 246 (13.0) 

4+ 

 

198 (23.7) 243 (22.9) 441 (23.3) 

Outpatient 

visits in 

previous 6 

months 

No 481 (57.7) 619 (58.3) 1100 (58.1) 

Yes 353 (42.3) 442 (41.7) 795 (42.0) 

Inpatient 

visits 
in previous 6 

months 

No 758 (90.9) 967 (91.1) 1725 (91.0) 

Yes 76 (9.1) 94 (8.9) 170 (9.0) 

  

  

  

  

  

  

12 

Months 
follow-up 

No of GP 

consultations 

in previous 6 

months 

0 145 (19.0) 176 (17.9) 321 (18.4) 

1 181 (23.7) 237 (24.1) 418 (24.0) 

2 159 (20.9) 202 (20.6) 361 (20.8) 

3 88 (11.6) 122 (12.4) 210 (12.0) 

4+ 

 

189 (24.8) 245 (25.0) 434 (24.9) 

Outpatient 

visits in 

previous 6 

months 

No 437 (57.1) 570 (58.0) 1007 (57.6) 

Yes 328 (42.9) 412 (42.0) 740 (42.4) 

Inpatient 

visits in 

previous 6 

months 

No 683 (89.3) 889 (90.6) 1572 (90.3) 

Yes 82 (10.7) 92 (9.4) 174 (10.0) 
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Moderators of the effects of care planning 

 

We assessed whether the impacts of ‘care planning’ was higher in certain patient 

groups through secondary analyses. The variables chosen were based in part on 

those factors identified in the conceptual review in Chapter 3.  

 

In terms of self-management outcomes, there was no evidence that the effects of 

practice level ‘care planning’ were moderated by age, gender, health literacy, 

depression, or vitality.  

 

In terms of self-management outcomes, there was no evidence that the effects of 

patient reported care planning were moderated by age, health literacy,  

numbers of long-term conditions, depression, or vitality. There was some evidence 

that the effects of ‘patient reported care planning’ were moderated by gender 

(p=0.08), such that men were more likely to report better self-help where they 

reported higher levels of care planning.   

 

In terms of vitality outcomes, there was no evidence that the effects of practice level 

‘care planning’ were moderated by age, health literacy, depression, or self-

management. There was some evidence that the effects of practice level ‘care 

planning’ were moderated by gender, where women were more likely to report 

higher vitality where they were in a ‘high care planning’ practice.   

 

In terms of vitality outcomes, there was no evidence that the effects of ‘patient 

reported care planning’ were moderated by age, health literacy, numbers of long-

term conditions, depression, or vitality. There was some evidence that the effects of 

‘patient reported care planning’ were moderated by gender and self-help, where 

women were more likely to report higher vitality where they received higher levels 

of care planning.
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Summary 

 

In total, 2439 cases were recruited from 38 practices (17 ‘high care planning’, 21 ‘low 

care planning’), with over 70% response rate over 12 months.  Loss to follow up is 

related to important patient characteristics, but does not seem to be different 

between groups 

 

The patients in the two groups (‘high’ and ‘low’ care planning practices) were broadly 

similar in demographics, health, and self management behaviour. The practices in the 

two groups (‘high’ and ‘low’ care planning) were highly similar in structural 

characteristics and other measures of the population they served. 

 

Although the definition of ‘high’ and ‘low’ care planning was based on separate 

information from GPPS on prevalence of written documents, the rates of actual 

written documents in the CAPITOL cohort was very low (5% in ‘high’ and 3% ‘low’ 

planning practices), and even these low rates may be overestimates, based on 

discussions with patients.  

 

Despite the low level of care plans in the CAPITOL cohort, and the overall similarity 

of the patient samples in the ‘high’ and ‘low’ care planning practices, there are 

demonstrable and significant differences in patient reports of ‘care planning’ for long-

term conditions (at least as assessed by PACIC) between the patients in the ‘high’ 

and ‘low’ care planning practices. These differences are the only major differences 

that exist between the groups, and represent approximately one quarter of a 

standard deviation in PACIC scores 

 

The cohort was broadly successful in creating two groups of patients similar in most 

measured respects, where the major difference between the groups relates to the 

‘intervention’ of interest (i.e. the PACIC score as a measure of ‘care planning’ in 

terms of a structured and proactive approach to care). 

 

However, the overall ‘dose’ of the ‘care planning intervention’ is low, as the 

difference between groups is significant, but of modest magnitude.  
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It is also important to note that the ‘intervention’ is not delivered at one point in 

time as in a trial – patients in both groups will have received ‘care plans’ and ‘care 

planning’ before our baseline measures. We have no assessment of these activities 

before our first measurement point. There is no evidence that rates of care planning 

(as measured by PACIC) changed over the period of the study 

 

Analyses suggest that generally, most patients show limited change over time in 

outcomes as might be expected in a sample with long-term conditions.  Practice type 

(‘high’ and ‘low’ care planning) is unrelated to vitality at baseline or over time. Patient 

reports of care planning and outcomes are related at baseline and over time, 

controlling for other factors. However, the possibility that these measures are 

confounded with other measured and unmeasured variables is high, as the design 

does not control for patient-level variables.  

 

The results suggest that the cohort design was successful in creating two groups of 

practices that were significantly different in their management of long-term 

conditions, despite overall similarity on other characteristics. The overall trajectory 

of patients with long-term conditions is for limited or no change in their levels of 

vitality. That trajectory is unaffected by the type of practice in which they are 

registered. Care planning at the level of the practice (at least at the levels found in 

UK primary care) does not have a demonstrable impact on outcome. 
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Chapter 7 Care plans and care planning: patient perspectives 

Summary 

Aim 

 

To provide insights into how care planning approaches are experienced, viewed and acted 

upon by people with long term conditions 

 

Method 

 

Semi-structured face-to-face interviews, and follow-up telephone interviews, with 28 

participants and their carers (where present), who had previously reported the possession 

of a written care plan 

 

Findings 

 

Only seven of the 28 participants reported having received a written care plan, of which 

only one person recorded goals and action points agreed with a health care professional. 

We identified three key domains of relevance to the likely uptake of care planning 

approaches in this participant group. Firstly, a person’s current adaptation and attitude to 

the experience of having a long term condition is an important driver in their interest in and 

engagement with care planning. Of particular relevance is (a) the impact of the condition on 

health and activities in everyday life; (b) whether there are changes a person would like to 

make to their everyday activities or approaches to managing their condition; (c) the 

personal resources they have available to draw on to make changes, and (d) the type and 

amount of information and support they draw from their social and community networks.  

 

The second domain of interest is concerned with the health care available to a person. 

Here, key factors of interest are (a) how accessible people perceive health care to be to 

them; (b) the nature of the relationships developed with providers; (c) the amount of 

proactive care they receive, and (d) whether such care is holistic.  

 

The final domain influencing attitudes to care planning is a person’s approach to health care. 

Within this area key components include (a) the expectations people have of what formal 
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health can offer them, (b) the extent to which they are in a position to participate in 

decision-making about their health care, and (c) the level of engagement they have with 

concepts such as goal setting and action planning. Bringing together these domains of 

influence, we have developed a model of the barriers and facilitators to the adoption and 

use of structured and proactive approaches such as care planning.  

 

Conclusions 

 

Many patients with long term conditions currently do not see the relevance or utility of care 

plans or care planning. However, examples of successful care planning do exist, and for 

particular individuals this may prove a useful approach in assisting them with their chronic 

disease management, but there are significant barriers to be overcome to encourage more 

widespread adoption.  
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Background 

 

This work package was designed to provide insights into care plans and the care planning 

processes and how these are implemented in the context of the existing routine 

management of long term conditions by patients and professionals. Its broad aims were to 

explore: 

 

 How care planning is undertaken in current professional and patient practice 

 How care planning is experienced by patients 

 How care plans are used by patients in their everyday lives 

 The key ingredients of care plans, and of the care planning process, as described by 

patients 

 The advantages and disadvantages of written care plans from the perspective of 

patients  

 

Methods 

 

Sample 

 

Using data from the cohort study, we identified participants who indicated they had been 

given a written document or care plan for their long term conditions which had been 

developed with a health care professional. The presence of a care plan was clarified by 

follow-up telephone call (to eliminate, as far as possible, those participants who were 

referring to other forms of documentation, such as shared nursing notes). We employed a 

purposive sampling strategy. In the first instance, we selected a small number (8 to 10) of 

patients with a range of conditions including COPD, diabetes, and asthma, to reflect the 

focus of current policy on the development and implementation of care plans. We included 

those with multiple conditions, but initially excluded those who reported a mental health 

condition (including depression), as we wanted to minimise the risk that reported care plans 

were those developed within mental health, with a very different function and purpose. We 

also considered the length of time respondents stated they had a care plan, only 

approaching participants who stated their plans were developed within the last three years 
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to avoid plans created many years prior to the interview which may now have low salience 

and relevance. Carers were interviewed alongside the patient where they were available. As 

initial interviews were conducted, we revisited the characteristics by which patients were 

sampled, to enable the developing analysis to inform the choice of subjects for further 

interviews (see Figure 7.1). Thus, in later interviews we included patients who had a stated 

diagnosis of depression, to enable exploration of this additional dimension: depression may 

be influential in uptake of care planning approaches as it is associated with poor self-care as 

well as increased morbidity.1  

 

 

 

Interviews 

 

Baseline interviews were conducted predominantly in the participant’s home by one of two 

interviewers (JB, KR). We used a semi-structured approach, drawing on a topic guide 

covering several key areas. The topic guide developed as subsequent interviews were 

conducted. Initially, we planned to cover areas including the day-to-day management of 

conditions and the development, use and impact of care plans within everyday lives. 

However, during the first few interviews it became apparent that, despite telephone 

screening, very few participants actually had a care plan, at least as understood in terms of 

the criteria discussed in Chapters 1 and 3. We revised the interview schedule accordingly, 

expanding our questions on the day to day management of conditions, and asking 

participants to consider improvements they would like to see in their condition, and how 

they might achieve these improvements. In response to topics raised within initial interviews 

on attitudes towards how patients and health care professionals should behave and act, we 

also covered in greater detail participants’ views on the roles they inhabited as a patient, and 

Sample identified 

according to key 

characteristics 

(possession of a 

care plan, diagnosis) 

 

Interviews 

transcribed and 

subjected to initial 

analysis 

Sampling strategy 

amended to include 

other key 

characteristics of 

interest, (e.g. 

depression) 

 

Figure 7.1: Purposive sampling strategy 
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those of their health care professionals. We retained a section with additional questions for 

any participants who did have a written plan. 

 

Three to six months after the conduct of the baseline interview, we conducted participants 

by telephone to arrange a brief follow-up interview. These took place over the phone, and 

were used to find out how participants’ health and health care, and particularly their use of 

care plans, may have changed during this time. 

 

All interviews were audio recorded, with consent. Following each interview, researchers 

wrote a brief summary of initial impressions, recording key issues concerning context, issues 

arising, and topics for consideration in the analysis or conduct of future interviews. 

Transcripts used pseudonyms for interviewees and all other individuals they referred to, 

including health care professionals.  

 

Analysis 

 

As with Chapter 4, thematic data analysis followed the principles outlined by Lofland and 

Lofland.2 These form a series of reflexive steps through which data are generated, coded, 

and re-coded, making particular use of memos to aid analytical thinking.  

 

Analysis focused predominantly on interview transcripts, although we also referred to 

accounts of the conduct of each interview. NVivo 9 was used to assist with the organisation 

and management of data and the analysis. Initially, each transcript was read through in detail, 

and brief comments or notes made on sections of interest as well as the interview as a 

whole. Audio files were reviewed where necessary, to clarify tone or check accuracy of 

transcription. This process was predominantly undertaken by JB with assistance from KR, 

although some transcripts were commented on by additional members of the research 

team. 

 

As notes on each transcript accumulated, specific codes were assigned to portions of text, 

based on comments and annotations already made as well as further reading of the text. 

The development of codes drew on a variety of sources. Predominantly, codes were 

developed to refer to a particular issue or topic raised within an interview, or across a 
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number of interviews. In these cases, in vivo names were often assigned to each code. In 

these initial stages, codes were created freely, and covered all issues raised within the 

interviews. As analysis progressed and we began to shape the long list of free codes into a 

more hierarchical structure, grouping similar codes together and drawing out differences 

and similarities between them, codes were also drawn in from external sources, including: 

 

a. Conceptual models of care planning developed within the CAPITOL project, considering the 

dimensions of care planning (perspective, scope, and networks), and the mediators and 

moderators surrounding care planning (see Chapter 3). 

 

b. Sociological work on the experience of chronic illness , particularly research informed by 

Corbin and Strauss’s3ideas on the work undertaken by people with chronic illnesses; and 

Bury’s ideas on the impact of illness on patients’ everyday lives, biographical change, 

trajectories and identity formation.4,5  

 

These external ideas were used to consider both the interviews as a whole, and the codes 

applied to them. Re-arrangements, re-naming and deletion of codes were common both as 

this work progressed, and as more interviews were included within the analysis. 

Throughout, memos were used to summarise and synthesise: memos were created for each 

new code assigned, as well as for potential themes or groupings of codes. As this work 

became less descriptive and more analytical, we focussed in greater detail on areas which 

specifically related to the interface between participant’s descriptions of their lived 

experience of the management of long term conditions, and defined elements of the care 

planning approach. Finally, codes were drawn together to develop a suggested model of 

facilitators and barriers to structured and proactive care. 

 



 

204 

 

Findings 

 

We conducted 28 baseline interviews; 5 included both patient and carer. Twelve patients 

were male and 16 female. Ages ranged from early 20s to 89, although most participants 

were 60+. Participants predominantly had diabetes or chest problems including COPD and 

asthma, and around half had multimorbidities (see appendix 7.1 for a detailed table of the 

sample). We successfully contacted 26 participants or their families at follow-up, and 

completed 24 interviews. The remaining two participants, whose family members we spoke 

to, were unwell at the time of follow-up (one in hospital, one in a nursing home), and we 

were unable to complete an interview at this time.  

 

The use of written care plans 

 

Few participants reported any knowledge or experience of written care plans, with only 

seven having received a relevant document (Table 7.1). This was despite participant’s 

responses to the cohort study questionnaire (in which they stated they had a written 

document), and their responses to further telephone screening. This highlights confusion 

around what the term ‘care plan’. Most interview participants were referring to a nursing 

care plan, or a past agreement about a course of action or medication, rather than a 

comprehensive summary of their current position and future goals.  

 



 

205 

 

Table 7.1: Reported experience of written care plans 

 

ID 

no. 
Participant Conditions Care plan Details of care plan 

140 

1064 
Female, 55  Diabetes Yes 

Has written care plan developed 

with her nurse, refers to it and 

has reviewed it. Main goal is 

weight loss. 

119 

1127 
Female, 63  

Diabetes, 

hypertension 

Yes, 

DESMOND 

Had attended DESMOND 

course and made an action plan 

there (so not with her HCP), 

focussed on diet and trying to be 

more active.  

118 

1117 
Male, 67 

Diabetes, various 

problems with 

neck/back/leg 

Yes, 

DESMOND 

Been on DESMOND course, 

made action plan there (so not 

with his HCP), focussed on diet 

and exercise.  

128 

1041 
Female, 70s 

Diabetes, 

Hypertension, 

Arthritis, Thyroid 

Yes, partial 

Diabetes specific care plan, 

booklet used only for 

information recording. Sections 

on action planning and goal 

setting blank. 

140 

1142 
Male, 67 COPD, Diabetes 

Used to 

have one 

Did have diabetes plan initially 

(used to record key results 

only), but forgot about it.  

131 

1062 
Female, 65 COPD Yes, partial 

COPD management plan. The 

plan had a copy of her 

medication and her breathing 

results but no goals or advice.  

131 

1003 
Female, 76 

COPD, stomach 

problems 
Yes, partial 

COPD specific care plan, but 

used predominantly as a record 

and does not emphasise goals.  
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Of the seven who had some form of care plan, only one was a record of comprehensive 

discussions with their health care professional including goals, an action plan, and plans for 

review. A patient in her mid-fifties and a Type I diabetic since childhood, was exceptionally 

engaged and informed about her condition (ID 140 1064). At the time of interview, she was 

undergoing treatment for a broken foot, a complication of her diabetes. During the 

interview, she described an open and positive long-term relationship with her diabetic 

nurse, with whom she had originally discussed and created her care plan. The following 

excerpt highlights her nurses’ use of care planning reviews, the shared decision-making 

taking place between her and her nurse, and the perceived utility of the outcome: 

 

 I think Claire [diabetic nurse] had done that with me, about three years ago, 

maybe four, that we sort of looked at the whole picture and actually I think we 

came to the conclusion that’s I’m just going to potter on as I am anyway [both 

laugh].[Int: So did you find it helpful?] Yes, I think to take stock, to take stock of 

what’s going on and think, well what changes do I need to make?  I guess in a way 

with my foot I’ve had to take a step back almost and look and look at my diet 

and my insulin particularly and think, if I carry on eating and having the same 

insulin, am I going to be in plaster for six months which is going what it is roughly 

all told, I need to go and buy some new dresses because I won’t fit anything so 

I’ve had to take that step myself, take a step back and think, okay, let’s cut back. 

[…] [Yeah [Int: Was there anything written down about that?] There was, it 

was…I do have a care plan at home in a drawer, it would have been useful to 

have brought it, instead of that the washing machine has been playing up so I 

thought back to [both laugh]…[Son: It’s been fixed.] It’s being fixed now, but yes 

it was written down. [Int: And did you find that helpful?] Yes I did, because what 

we looked at was weight, because at the time I felt not overweight but my weight 

was pushing, I was thinking, I don’t…I’ve had for a long time sort of been about a 

size 12, but I found it was 12, 14, I thought, I don’t really want to go much more 

so we looked at that and also looked at blood pressure but my blood pressure’s 

fine, I don’t have problems with…if anything I’ve got low blood pressure, I’m 

awkward, the opposite to most diabetics apparently.  But it was doing a chart of 

weight, blood pressure, HbA1c, something else on that chart, [pause], I 

think…I’m sure there was something else on it, I can’t think what it…but it was 
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just sort of…sort of a general overview, this is what you’re at now, a baseline 

[…] [Int: Yeah, okay, and what happened to that?] Still on-going [Int: Did you 

ever refer back, is it still on-going?] Yeah, I still…and there was also sort of a 

page for your own notes, sort of thing that I’d written at one stage and it 

reminds me that I do need to just keep an eye on what’s going on with me in 

general.  There was a sheet for exercise, uh-huh, not very useful at all. [Int 

Because?] Me and exercise don’t mix my dear [laughs]. [ID 140 1064] 

 

As patient (ID 140 1064) notes, the standard pro forma on which the care plan was based 

included elements she did not perceive as relevant, and did not want to engage with. 

However, she gives a positive account of the process of care planning, acting as a useful 

‘pause’ in which she could look at the wider picture and consider changes she might like to 

make. The act of writing down key results and goals, and the repetition of this at future 

visits, provided a useful baseline to the course she was on, a point of reference for the 

future. These elements of care planning (the goal setting and action planning) might not 

naturally occur in more general discussions with her nurse, yet were a particularly valuable 

element for her. 

 

No other participants described a care planning procedure in a comprehensive way. For 

two participants, action plans were created during a DESMOND course for type II diabetes, 

using a standard booklet for the recording of test results and goals. These were completed 

during attendance at a specific education session. Whilst participants reported subsequently 

referring to the booklet (which included a large amount of written information on the 

management of diabetes), they had not in fact specifically discussed or reviewed their 

written plans with their regular diabetic nurses: 

 

 I think that was when we was at the day thing and she said to sit down and write 

little bits of what to do each, you know ... keep a check yes like my sugar in the 

food that actions I’d like you to do, check yes check and I do I check the labels 

you know when I go shopping and like I say and if I’m not sure I’ll look at the 

label to see what’s in it.  Can’t have that, put it back and think oh no what a 

shame. [Int: [looking at booklet] And you’re going to say, I see you’re going to 

walk more.] Yes I do walk more. [Int: Each day.] Yes, I do each day [Int: But have 
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you ever revisited this?] I have a couple of times [Int:  Because the reason I guess 

I’d like to ask is because you know obviously you’ve got all of this information in 

here and all these sort of chances to fill this in but whether there’s a reason 

why, for example, you haven’t taken this in to your diabetes nurse say in two 

weeks’ time and gone through it and written things in with her] No I don’t feel 

that I really need to [Int: Okay, no…] Because I think I… [Int: [voices overlap] 

understand why.]  I think I’m being sensible with what I’m doing.  But if 

I’ve got a problem I can refer back. [Int: So you refer to the information in here.] 

Yes I can have a look through, yes. [Int: But you say that you don’t think that 

you need to sort of fill in these bits about the goals and because overall you’re 

being sensible.] Yes and I think I’m doing alright. [ID 119 1127] 

 

Two other patients with diabetes reported receiving some form of written care plan from 

their practice nurse; in both cases this was used to record tests results. One still had the 

booklet and brought it to appointments for the nurse to write subsequent results in, 

although the sections on goals and action plans remained blank. The other had not engaged 

with the written documents received from his nurse: 

 

 [Int: It's not something…and you mentioned you were given something, like the 

nurse gave you some written information.  Was that about diabetes or about…?] 

 Steve: That was a plan she made. [Int: That was a plan?] Yeah.  You know, she'd 

start you off on some tablets, then you go back in for your tests, and okay, 

you're not coming down quick enough, we're putting you on an extra tablet, or 

we'll change your tablets.  And that's what we did until we got onto the medicine 

I'm taking at the moment, and that seems to be working according to everything, 

so that's all they do. [Int: Okay.  So just…I will ask a bit, because I'm quite 

interested in it, did she just…was it something written that she gave to you?] 

Steve: Yeah. [Int: Okay.  And was it something that she'd filled in specially for 

you?] Yeah. [Int: Okay.  Can you remember when that happened?  Was it like 

one of the first times you'd seen her or…?] That was within the first sort of 

couple of months going to her, yeah. [Int: Okay.  And so that had like 

information about your blood tests and things like that?] Yeah. [Int: And did you 

ever look at it, or did you ever write anything down?] Not really.  Just shoved it 
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in a drawer and forgot about it [laugh].  I wouldn't understand it anyway, so 

what's the point? [Int: Were you supposed to…did she explain were you 

supposed to use it in any way or look at it, or…?] No, I was supposed to take it 

back and read through every time.  And, of course, I never bothered like, you 

know, so she just give up with me, I think [laugh]. [ID 140 1142] 

 

Here, patient 140 1142 was not interested in a document he described the nurse as making 

on his behalf, instead putting it out of sight. This suggests that, in some cases, care plans 

were viewed more as information leaflets than as a document over which the patients had 

ownership: something to be read and discarded rather than to be used and reviewed and 

amended.  

 

Two final participants, both with COPD, had a form of written plan. As with most of the 

diabetes-specific documents, these focused on giving information about test results and/or 

medication, and were not used to set out particular goals and action plans in writing. 

 

Whether they had care plans or not, participants (usually those with diabetes or asthma) did 

have regular review appointments with their health care professionals. This is how some 

respondents described these routine check-ups: 

 

“I have asthma as well, so I get an asthma review about three times a year I think, 

where they do weight, blood pressure, all that sort of stuff, and cholesterol and 

whatever.  So I have the well man check fairly regularly” [ID 118 1070] 

 

 [Int: Oh okay. So what happened at, say, at your last check up, what does the 

nurse normally do when you go in?] Ask you if anything has changed, take your 

blood pressure, your weight, check your feet, your reactions in your feet, they 

have your bloods from the week before so she’s got blood results there when 

you go.[ Int: Oh okay so you have to go twice, once for your blood and then 

again for your results?] Yeah week before for your bloods doing and then your 

results week after. [Int: Okay.] So she’s got all your results on the screen then 

obviously and discusses them with you if anything has changed. [ID 106 1120] 
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 “…the other business is the diabetic, they’re very good.  Once a year I have an 

eye test, it’s a long word isn’t it, and I go and see the district nurse down the 

clinic so she can tickle my feet just to make sure everything’s alright.”  [ID 126 

1099] 

 

In these descriptions, participants focus on the tests that are undertaken prior to or during 

these consultations. The emphasis for these reviews is on the clinical assessment of their 

current condition, rather than an overview of how they are managing in their day-to-day life. 

A few did also describe general ‘chitchats’ with their nurse or doctor, where (usually once 

the necessary tests had been done), health care professionals asked more widely about how 

they were: 

 

  [Int: Okay. Have you ever had any discussions with anyone about…I mean, 

obviously at the moment, for example, you’re trying to get a pump…would 

be…but have you ever had any discussions with anyone about goals or in 

relation to living with your condition, or how your condition impacts on your 

life?]  There’s been nothing written down.  I mean, when I have the meeting with 

the nurse, she always asks how I’m feeling, is there anything that I want to talk 

about.  So it’s not like it’s not talked about, if I wanted it to be, but it’s just not 

an issue that I want to go into at the moment really, no. [ID 113 1127] 

 

A major emphasis of care planning as outlined in current policy documents is the act of 

recording discussions in writing. Limitations of providing written information have been 

widely reported: basing information more directly on lay understandings and the demands of 

day-to-day life for people with long term conditions may be important in determining 

effectiveness.6 In our sample, written records of discussions and information was not often 

seen as helpful by participants, although reasons why this was not helpful were not often 

clearly articulated: 

 

 Int: [That’s good. If they could write things down, like write down which 

medication to take when you’re feeling like this, do you think anything like that 

would be useful?]  I don’t think so [Int: Any particular reason?] I don’t know [ID 

120 1123] 
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Most who expressed an opinion simply felt that written records were superfluous; they 

understood what they were doing to manage their condition, and did not think having this in 

writing would add anything. One participant felt that, as the nurse had everything on their 

computer, they (the patient) did not need to keep anything for themselves. For this 

participant, it was difficult to envisage being involved in developing a written plan with their 

own priorities in, to keep and refer to.  

 

One patient (ID 140 1064), a diabetic with a care plan, found writing things down 

demonstrably useful: 

 

 [Int: Okay, just one last area which is going back a little bit you…the view that 

you said that you had of your diabetes nurse and that you had something written 

down, is that something that you’re still using?] Yes. [Int: And do you change it, 

update it?] I update it, I’ll also put notes on it for…there’s a sheet at the back for 

questions to ask, things to follow up, and I think that’s important that I mean I go 

in at approximately every six months, now if I’ve gone in and a month later I’ve 

thought of something, I’m not going to remember it five months down the line, 

just write it down, take it in and follow-up.  Because there’s often something 

that’s…something and nothing, ooh I just wanted to check.  So I think this idea of 

having a plan, I know they’ve got this patient summary records thing, give it to 

the patient, not just keep it in the system.  You know the sort of…the baby 

books that you’ve got all the information in, something like that, that the patient 

can keep so that every time they go to the doctor it’s almost a duplicate of their 

own medical records, and I certainly think for patients with long-term conditions 

they need it… 
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Barriers and facilitators to the adoption of structured, proactive care 

 

With so few participants having care plans, and with the care plans we did discuss usually 

being focused on recording results rather than setting goals and action planning, much of the 

analysis considered factors which might influence the adoption of structured approaches to 

care. Drawing together themes from across the interviews, we suggest three domains 

influencing the likelihood of achieving a structured, proactive ‘care planning’ approach for 

each individual: 

 

1. adaptation and attitude to their long-term conditions 

2. the organisation and accessibility of health care  

3. their approach to health care 

 

These domains (and their subdomains) are outlined in Figure 7.2, and discussed in detail 

below. 
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Figure 7.2: Model of care planning facilitators and barriers 
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1. Adaptation and attitude to long term conditions 

 

The first domain is concerned with how much potential each individual has to engage with 

care planning approaches, based on their current adaptation and attitude to their long term 

conditions.  

 

Broadly, this encompasses: 

 

a. The current impact of living with their long term conditions. For example, if day-to-

day chronic disease management has been routinized to the extent that it has little 

explicit salience in their lives, people may see care planning of low relevance.  

 

b. The aspirations people have for living with their long term conditions. Are there 

particular changes people would like to make, which they perceive would be 

facilitated within care planning approaches?  

 

c. Their capacity to make any desired changes. Are people in a position to make any 

changes or do they feel the current context in which they are living prevents them 

from undertaking anything else? 

 

d. The social and community networks in which each individual is situated. What is the 

nature and extent to which people draw on informal sources of support in planning 

for and managing their long term condition? How do these impact on the need for 

or likelihood of engaging with formal planning with health care professionals? 

 

2. Organisation and accessibility of health care arrangements 

 

The second domain is concerned with what is on offer to each individual in their current 

health care, including: 

 

a. Accessibility of appropriate health care. Are people able to access suitable health 

care and navigate the health care system in a manner which could facilitate care 

planning? 
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b. Relationship with health care professionals. Would people feel able to have 

meaningful care planning discussions with their health care providers? 

 

c. Level of proactive health care. Does the organisation of health care facilitate 

proactive care planning over time? 

 

d. Comprehensive nature of care. Do people experience joined-up care (particularly 

for those with multimorbidities), and is there a wider engagement with issues which 

are meaningful to them, not just clinical concerns?  

 

3. Approach to health care 

 

The third domain is concerned with approaches to health care, including: 

 

a. Expectations of health care. Do people expect care planning is something that could 

be offered by the health care system? Additionally, do they expect care planning is 

something that would be available to them in particular? 

 

b. Capacity for involvement in care. Are people willing and able to engage with health 

care professionals in shared decision making?  

 

c. Engagement with concept of proactive care. Do people see the benefit of setting 

goals, action planning and recording decisions for their long term conditions? 

 

Within the model, we present each of these domains as following a continuum from low to 

high or poor to good. This reflects different experiences and attitudes we identified within 

our interview sample. Thus, in a crude representation of how the model can be applied, we 

can see that an individual is unlikely to be a candidate for model care planning and written 

care plans when: 

 

 Their long term conditions currently appear to make little impact on their daily life 

 They do not see the point or need to make changes to the management of their 

conditions 



 

216 

 

 They have little inclination to actively engage in health care in the manner demanded 

by care planning approaches, and  

 They have a limited relationship with available health care, which they may have poor 

experiences and low expectations of. 

 

At the other end of the continuum, an individual may embark on a very successful cycle 

of care planning and care plans when they have: 

 

 A high illness burden 

 Substantial motivation to invest in change 

 Enthusiastic engagement with health care in the manner demanded by care 

planning approaches, and 

 An accessible, committed, organised health team who are implementing formal 

care planning procedures 

 

Below, we draw on interview data to illustrate each of these dimensions in detail.  

 

Current impact of living with long term conditions 

 

As in other studies of LTCs, participants varied in the way in which they experienced living 

with their long term conditions.7,8 Areas discussed included changes in activities they were 

now able to undertake and achieve; the diversity and amount of day to day work (including 

managing medication, diet, exercise, and social activities); the impact of treatment; and the 

continual processes of learning and adapting. However, it was apparent that the severity of a 

condition and the consequent restrictions and work this imposed did not necessarily relate 

to the level of impact described during the interviews.  

 

For example, one patient was predominantly confined to home following a stroke [113 

1092]. He had carers three times a day to help with washing, dressing and transfer from his 

hospital bed to his wheelchair, backed up by his wife who also undertook a large proportion 

of his care. Their lives had changed dramatically since the stroke eighteen months 

previously, when he had been forced to retire early (aged 62) as he was no longer able to 

work. His condition dominated day to day activities. Going out, which he aimed to do about 
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once a month, required an immense amount of energy and planning. However, in spite of 

the huge disruption to his day to day life, he professed throughout the interview that he was 

relatively content with his situation.  

   

 Well, obviously I’m restricted to a wheelchair so I can’t go out very often. That’s 

about it really. [Int: Said very positively.] Yeah. Well, I’m retired now. I would 

have carried on working, but as I’m retired it doesn’t matter. It’s not an issue. 

The only issue is if we go out everything has to be planned. You have to have 

wheelchair friendly taxies. We went away last weekend, so you’ve got to find a 

hotel that’s got wheelchair friendly access and toilets and showers and that sort 

of thing. So it’s like a regimental carry on really. That’s about it. It’s quite nice to 

go out but obviously we’re restricted so you have to make the best of it. [Int:

 And how about getting out locally, if you wanted to go to the shops or to see 

people?] Well, the only shop’s in the village, so it’s a taxi or S takes me in the car 

to Huntingdon. But they’re expensive. [Int: So have you got a car that obviously if 

Susan’s with you you can both go out?] Yeah. I can get in a car, in the passenger 

seat with the turn safe, which is quite good. [ID 113 1092] 

 

His wife, however, expressed a different perception of the impact his condition had on their 

lives: 

 

  Alright, J can’t walk. He’s still him. But I would love him to be walking. I would 

love all this. And I just sometimes feel it’s frustrating.[Int: Do you [partner] feel 

that you get frustrated in a way that you [patient] don’t?] Oh yeah. So what I try 

to do is if I get too, not angry, but just a little bit antsy, as I call it, with you, I just 

feel as though I’ve got to go away from it. And I stopped going to my evening 

classes didn’t I? So I’ve started to take them up again. And I’m going to look for 

an exercise class to go to. So all these things, they’re for me, instead of thinking 

to myself oh J, J, J. [ID 113 1092] 

 

Despite having to undertake a variety of complex tasks to manage their long term 

conditions, some appeared to have routinized these successfully to such an extent that they 

suggested there was little impact on their daily lives. In these cases, there is the potential for 
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the use of care plans to undermine or disrupt successful adaptations, if available procedures 

and templates were not sensitive to the specific needs and circumstances of such patients. A 

75 year old man with diabetes who had also recently had surgery for cancer of the colon, 

presented a relaxed view of his daily routine of care (ID 126 1099): 

 

 [Int: Okay and then the other things is, just again to understand a bit of the 

background, is what are you doing or what do you have to do on a day to day 

basis to manage your conditions?] What I have to do it’s quite simple really is I 

have a stoma bag and basically if it fills it fills up so I change it, that’s it, you know, 

which is quite a simple matter it takes me about five minutes.  The actual bags 

and equipment to clean the equipment I’ll ring up about and it’s sent within 24 

hours and it’s quite remarkable really.  I’ve got so used to it ... it’s no problems 

[Int: Okay and what about the diabetes?] Well personally I don’t think I’ve got it 

because I’ve never suffered from it but they put me on a diet because it’s 

supposed to be high but no, I’ve no problems.  My eyes are alright and ...[ ID 

[126 1099] 

 

One patient (ID126 1099) struggles to identify himself as diabetic because he believes that 

to be ill one should not feel or experience something problematic or some impact on his 

life. As he goes on to say: 

 

  I don’t know what I’m supposed to feel. [Int: You don’t know what you’re 

supposed to feel?] No.  You know how do you know you’ve got diabetes in 

yourself or, you know, if you’re suffering, I don’t know really you know [...]  So 

you know I just, got it oh right you know so I just cut out my biscuits and that 

was it really basically you know. [...] because I remember thinking to myself well I 

don’t feel any different how do I know I’ve got diabetes?  I know those who’ve 

got proper diabetes because they’re inclined to have a fit or, well so I’ve seen on 

telly like you know, they sort of collapse don’t they or something. [Int: If you 

have problems with your blood sugar being too high or too low] Yes and they 

have to insulin and that sort of thing, it’s the pancreas isn’t it and all that sort of 

thing.  But as far as I’m concerned I wouldn’t know if I was suffering.  There’s no, 
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I mean no problem with that at all you know as far as I’m concerned.  What you 

don’t know you don’t worry about do you. 

 

The routinisation or minimisation of the impact of long term conditions on daily life may 

mean, for some, it is difficult to incorporate the relevance of care planning approaches when 

existing strategies that have been adopted over a long period of time seem to work so well.  

Indeed previous research suggests that health care interventions in general need to 

accommodate and fit into existing ways of managing to be effective.9  Having to consider in 

detail your current clinical status, management activities, changes you would like make and 

steps you are going to take to get there may be of low salience when you have adapted to 

your current position. The energy required to embark on this activity may be better 

directed elsewhere. Both demonstrated little interest in engaging with proactive care, 

expressing a general contentment to continue as they were, keeping contacts with health 

care professionals to a reasonably narrow clinical focus, and not identifying new areas for 

major change. 

 

Aspirations for living with long term conditions 

 

The identification of potential changes which could be made is an important element of care 

planning. If patients are unable to identify any goals, or feel that it is impossible to mitigate 

the effects of their long term conditions on their lives, it will be challenging to engage them 

in proactive care.  

 

A 67 year old currently going through a difficult separation from her husband, has multiple 

conditions (ID 105 1132). She is not entirely sure what the problems with her chest are, but 

has difficulties breathing. Combined with the pain she suffers due to arthritis, she finds it 

difficult to walk. She undertakes a number of activities in ‘keeping healthy’, including 

managing her medication and diet. However, she can see little that can be done to change 

or improve her situation. In these circumstances, previous research suggests that policy and 

interventions need to map onto existing practices to provide continuity whilst also enabling 

change:10  
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  [laugh] You've got to laugh though, haven't you?  You're just covering the board 

from head to foot [laugh].  If it's not arthritis or, you know, osteoporosis, or 

your stomach or an ulcer, or a hernia.  I don’t know. [Int: You have quite a 

positive outlook anyway, I'll say that, you do [laugh].] You've got to accept these 

things.  You know, what can you do about it, you know?  Well, you can take 

medication, you can take pills, you know, which I do do, I take them all regular, 

every day, yeah.  And I add a few vitamins for any food deficiency [laugh]. [Int: 

 On the safe side [laugh]. Yeah, and I drink lots of water. I take water to bed, 

because when you're a smoker, you're thirsty anyway, so you wake up during the 

night. I always get rid of my bottle of water, you know.  So I keep very hydrated 

[laugh]. [Int: Very hydrated [laugh].  Good for the skin, isn't it?  So do you have 

any sort of particular goals to like improve like your back or your chest, or 

anything, or…?] No, love. [Int: Not at the moment?] No.  And you just trust in 

God, don't you, eh?  You say God help me [laugh]. [ID 105 1132] 

 

Depression was an important comorbidity for a number of people we interviewed. The 

ability to look positively to the future, to set goals and identify potential changes may be 

significantly blunted under the influence of depression or low mood.11 One patient who 

cares for her husband but has herself severe arthritis and asthma (ID 120 1123), had refused 

the offer of antidepressants:  

 

 [Int: Do you think anything could be done to improve your condition, like the 

pain or…?] I don’t know. They told me to lose weight, which I’ve tried. I’ve tried 

and tried. Because I’ve not changed my eating habits. But sometimes I do feel a 

bit down. I can get down and I do look for something to eat, just the comfort 

food, because I’ve been through a lot over this year with Bob to cope with. I 

don’t know how I’ve managed to survive. They keep saying you must be strong. 

But I thought I’ve got to be strong for everyone else. Sometimes I don’t really 

bother about myself, which I should do. [Int: You forget about yourself because 

you’re worrying about everybody else.] Yeah. And I thought it’s time to take 

stock. [ID 120 1123] 
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Some participants did, however, have incredibly clear and focused goals which they were 

working hard to achieve. Patient 113 1127 has diabetes and Coeliac's disease, both 

diagnosed thirty years ago at thirteen years of age: 

 

  Okay, right.  I want a pump, because at the moment, I’m on six to eight 

injections a day.  I really struggle with hypos.  I go low, and it really does get you 

down after a while, constant feeling of being low.  And I do lots of tests, because 

I lead quite a busy life.  I work, I’ve got children, so I’m driving and I need to 

check quite a lot.  So I think it would give me a better quality of life to have a 

pump because hopefully that will iron out the highs and the lows.[ Int:  Yeah, 

yeah.] So that’s really what I’m aiming for.  Just to…there’s got to be something 

better.  There has to be, for my own peace of mind, just to step, that next step, 

because obviously they’re not going to cure it, but it’s got to…there’s got to be 

something better. [Int: Yeah, yeah.  And so has that been driven by you or…?] 

Yes.  No, it’s been driven by me. [ID 113 1127] 

 

This patient has a clear view of what she would like to change in her life, and identified what 

she feels would facilitate that change - an insulin pump. To this end, she had undertaken a 

great deal of work, researching the use and various models of pump, and discussing all her 

options with her nurse. This patient did not identify this process as ‘care planning’, and in 

fact was resistant to the idea of writing down goals and decisions. However, the 

combination of medical and social concerns in the management and impact of her condition, 

leading to the identification of a goal discussed with a supportive health care professional, is 

a useful demonstration of how such approaches might work. 

 

Capacity and context for change 

 

While participants may have clear goals they would like to achieve, they may not feel able to 

embark on making any changes. The clearest example of this was in the recurrent tales of 

desires to stop smoking. Doctors and nurses had frequently advised smoking cessation, 

particularly for those with chest problems. In spite of often agreeing with this goal, however, 

patients came up with a range of reasons why this could not happen. Ray has a diagnosis of 

COPD, and has been offered support by his GP and nurse to give up smoking: 
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 [Int: So, on a scale of one to ten, how well would you say your COPD is 

managed from your perspective?] You mean from the surgery? [Int: Just in 

general, how you manage it, and how they support you managing it?] I would say 

seven to eight. [Int: Seven to eight?] Yeah, yeah [Int: And could anything be done 

to get that up to, say, a nine or a ten?] Stop smoking.[laughing] No, I think it 

would, but [pause] as I say, there’s no much chance of me stopping…. None, 

none whatsoever.[Int: As I say, you have to want to do it don’t you, otherwise, it 

won’t work] Exactly, you know, and this next month coming up either, next 

Thursday, my brother, he’d have been sixty four next Thursday. And my mother, 

my mother died the fifteenth of October, sorry, February. It’s a bad month. So, 

you know. [Int: Yeah, so, it’s not something you would ever even attempt in 

February anyway.] No.  No, no way, no. [ID 111 1035] 

 

Similarly, a patient attributes her inability to give up smoking in part to her social situation of 

an on-going divorce: 

 

 So I've thought about it and I know I smoke too much, but when you're in a 

house all day, you're your own boss, you've smoked for 50 years, you know, and 

I'm dealing with things at the moment which are stressful.  I'm going through a 

divorce, for a kick off, you know. [Int: Oh, I see, yeah, so it's not exactly the right 

time to be thinking of doing it] Well, that's what I said to the doctor.  I said "It's 

just not right at the moment".  [ID 105 1132] 

 

Although participants who smoked identified this as a ‘bad habit’, and often expressed a 

desire to stop, for many this activity served as a key support mechanism in their day to day 

lives. Thus, in spite of identifying stopping smoking as something which was likely to improve 

their health, its role in the management of their day-to-day lives was a more important 

consideration. 

 

Another influence on the capacity to commit to change was caring responsibilities for 

others. Many respondents were the primary carer for partners, and this role was often 

presented as interfering with changes they would like to make for their own benefit. 
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Graham, recently retired, expressed a wish to exercise more, as he felt this would improve 

his chest condition and breathing. However, he had made the decision to re-home his dog, 

who he used to walk three or four times a day, as he now felt he had to be on hand for his 

wife at all times, who had a range of difficulties as a result of Parkinson's disease.  

 

 But… so I don’t get out like I used to, although we do try to go out a couple of 

times a day, so I can’t see how I can make that any different really because she 

needs me around.  I mean she can’t lift the things she used to lift.  She goes up 

the stairs but I always concern myself in case she falls down the stairs, that sort 

of thing, so I’m always around, because if she calls me then I can be there.  So I 

don’t see really what else I can do to improve it.  I mean I can’t really leave her 

on her own.  She’s gone down to the clinic this afternoon but she’s gone with 

somebody.[Int: Right.  Okay. ] And I’ll pick her up later on, but she won’t go 

anywhere on her own now.  She wouldn’t get on the bus on her own or anything 

like that.  So your hands are fairly well tied really.  So I can’t find… I have 

thought about buying one of those vibrating machines that you can put in the 

conservatory and try one of those.  But they are £3000 or £4000 for a decent 

one so… not that you can’t get it but she would complain.  ‘You’re spending all 

that money.’  She complains at me buying cars, never mind buying this. [Int:

 Okay.  So it’s something that you are aware maybe you would like to change but 

it’s difficult to see how?] Well it is difficult to see how I can change it because if I 

leave her on her own and I go for a long walk, and I have an hour or two hours, 

whatever, I don’t know what is going to happen while I’m not here, and that’s 

one of the reasons I stopped going to the school so much.  So it’s just one of 

those things I think.  You just have to be there.  But as long as I stay fairly healthy 

that’s the main thing. You know? [ID 118 1070] 

 

However, having an exceptionally strong motivation to make changes could mean 

participants made every effort to achieve a desired outcome, diverting physical and 

emotional energy from other aspects of their day to day lives to the cause. Patient ID 119 

1127 is a recently diagnosed diabetic who has made a huge number of changes to her life, 

with a complete overhaul of her diet, a big commitment to exercise, and new engagement 

with a number of community groups. This is costly in time, money and emotional effort. 
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Previous multiple eye conditions had caused partial blindness and the loss of her job. 

Treatment meant she had recovered much of her sight, but this experience had led her to 

go, as she termed it, ‘a little bit overboard with the diabetes thing’: 

 

  Yes, oh yes.  After the operation and they brought me home and I had to take 

the pad off about eleven o'clock the next day I thought oh no, I was scared, I was 

really scared and I took the first one, you know, obviously they do one at a time, 

and I took one off and I cried, again.  I phoned up my friend and I said Bill I said I 

can see across the field I said, not only can I see the houses and I can see the 

windows and the doors. It was wonderful and I put on the telly and the colours 

jumped out at me you know what I mean, it was wonderful.  Absolutely 

wonderful.  My friend was standing up, she’s got horses, she was up at her field 

she was up there crying as well.  It was absolutely wonderful.[Int: And so now 

you said  ...] Yes now because of all this [Int: Because you know you’ve had the 

experience of what it was like with…] Of my eyes, you know, not seeing very 

much, yes. [Int: And do you feel you’re going overboard or do you just feel…] 

With the food business? Sometimes I do this well my eyes are so important to 

me after almost losing sight because the cataracts were so thick, you know, I felt 

I can’t risk it.  I really can’t. [Int: So that’s a really strong ...] It’s a real thing for 

me yes. [119 1127] 

 

Social and community networks 

 

Social and community networks have been defined as ‘networks of networks’ or ‘systems of 

support’.12 Participants varied in the extent of the social and community networks they 

could draw upon in dealing with their conditions on a daily basis, although most described 

some people they turned to for help. Such contacts were often an essential source of 

support, for example in providing transport, helping with domestic tasks and shopping, 

accompanying them to medical appointments, inviting them to social activities, and providing 

respite for other family members who cared for them.  

 

 You know, cause I don’t go out through the week at all, so, I’m in here. The only 

place I go now, I go and get a paper in the morning, or if I need any milk or bread 
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and that, I’ve got the supermarket at the top of the road, I don’t have to walk 

too far. And if I need anything really bad, he’s just, the fellow underneath me, him 

and his girlfriend, if I needed anything further away they would do some shopping 

for me. But they’ve just moved this morning. They’ve just moved this morning. If 

you’d have been here about ten o’clock you’d have seen them moving. So, but 

I’m pretty lucky, I’ve got a friend of mine, he doesn’t live too far from, his wife’s a 

nurse, and, obviously, she works through the day, she works till about half past 

four, five o’clock, but if I need anything, you know, I just phone him up, and he’ll 

come over in the car, you know, and if I’ve got to go to Tesco, well, that’s, it’s 

okay getting there, it’s the coming back, can’t carry...[Int: Oh carrying all the bags 

and things.] ... you know, no, no. [ID 111 1035] 

 

A carer who participated in an interview with her mother (ID 120 1068), saw her help as 

vital in ensuring her mother’s needs were met: 

 

 Because I mean my mum's lucky because she's got my brother here, she's got me 

nearby, and we can…you know, and I'm quite outright, I'll say what needs to be 

said. [Int: Yes, speak on her behalf.] But there's a lot of people that are not, and 

are living alone or living maybe with another relative who isn't capable of doing 

that.  [ID 120 1068] 

 

Particularly with elderly patients, family members could therefore take an active role in 

decisions about treatment and management of their conditions. In these contexts, effective 

care planning might only be possible with the involvement of all relevant carers.  

 

The presence of family did not necessarily mean participants asked them for support. One 

patient (ID 126 1099) had taken an active decision to keep many of his health concerns from 

his wife, who suffered from dementia. He managed his stoma without discussion with any of 

his family members, turning directly to health care professionals with any concerns he had: 

 

  …and I don’t think she really understands.  If something happens she wouldn’t 

have a clue what to do.  It’s a very private thing this between me and myself 

actually and a nurse and I’ve often thought about it if something did happen or if I 
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was ill or couldn’t do anything no-one in the family would be able to assist.  

They’d probably have a go I suppose but, you know, that’s only been in the back 

of my mind is as you get older obviously things change don’t they.  You know 

who knows I might suddenly be like that all day and someone’s got to look after 

the stoma sort of thing and I think well ... I could tell them how to do but then 

again I know I’ve got that phone number, and I’m assuming this, there’d be 

experienced people who know how to handle this and how to explain it to other 

people what it is.[Int: So your concern is as you say it’s very much managed by 

you ...] Yes. [ID 126 1099] 

 

In this instance, his self-management tasks were completed without any day-to-day support 

from others. Actions to lessen the impact of their condition on others were often a 

reaction to the knowledge that, whilst family and friends were often a vital source of help 

and support, they were could also be heavily affected by the condition. One patient (ID 113 

1092), confined to a wheelchair, acknowledged how much he needed his wife S: 

 

 [Int: You said your condition, going out obviously you have to plan, but you’re 

saying that that’s okay. What about for other people? Are you worried that it 

makes an impact on other people?] Well, I have to rely on S 100 percent. We’ve 

had some fun.[Int: You’re telling me. He even insists that we go camping, so you 

can imagine what that was like. [Int: Did you go camping?] We went. But I must 

say it was fun getting him out of bed, because the air bed wasn’t stable enough 

and up he came, down he went. I had to get my son to come in and give us a 

hand. I couldn’t do it on my own. Usually I can fairly well do it on my own 

because we have techniques, don’t we dear, so I make sure I don’t hurt myself. 

[Int: So do you help if the carers aren’t here or are there certain things that the 

carers do that…?] No, Susan does it all. [ID 113 1092] 

 

Informal chats with friends and acquaintances also often provided new sources of 

information or advice about their condition/s and alternative management approaches. For 

some patients, attendance at self-management courses organised by the NHS had led to 

them developing a network of others with similar conditions which they found very helpful. 

As one patient (ID 129 1019) explained, the primary benefit of a pain management course 
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she attended two years ago was to have met a group of women suffering similar problems 

from whom she obtained moral and practical support.  

 

Whilst policy documents emphasise the role of carers in effective care planning, we did not 

uncover any examples where family and friends had been clearly involved in these 

approaches.  

 

Accessibility of health care 

 

Being confident that suitable care is available when required is an important factor in 

supporting patients to live with long term conditions. Knowing who to go to, being able to 

get there, and being seen in a timely fashion may all contribute to understanding and 

effective management. Participants outlined a mixed experience of the accessibility of health 

care. For many, getting seen by a GP was not always easy: 

 

 I mean our doctor’s at the moment is so busy.  It’s always busy when you go.  I 

mean they open at 8.30 in the morning, and they’re queuing up at 8 o’clock to go 

in, outside the door.  And I can… I know I can go in a morning and I know I’m 

going to be seen by somebody.  But I can go at… say I got there for 8.30 when 

they’re opening, there’s like 10 or 15 in front of me.  I can still be sat there at 

11.30. [Int: Oh wow.  That’s long.] It’s a long time isn’t it?  But people say, ‘Oh 

well, you’re lucky because you know you’re going to be seen.’ [ID 131 1062] 

 

In addition to being seen by any GP, being seen by the GP of your choice could also be 

challenging:  

 

[Int: Do you have much contact with your GP at all at the moment?] It’s very 

difficult with the GP because it takes about three weeks to make an appointment 

and see the actual GP so I usually see a locum if I have to go there. [ID 126 

1099] 

 

Poor accessibility was not universal, however. Being given permission to contact your health 

care professional when needed could bring an important sense of reassurance. For patient 
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ID 106 1027, this accessibility had helped to develop her positive relationship with her 

nurse: 

 

 Yeah.  I think, my nurse…I love my nurse, she is…and, like, she does things, like, 

when she’s giving me the card, like, they have an epilepsy help line thing and she’s 

put her number on it, you know, things like that, for if I ever did, just, want to 

ask questions. Because, sometimes, there is things that you just want to ask and 

you don’t think you need an appointment, I don’t want to wait a couple of 

months for an appointment, I just want to ask them a question, so, that helps, 

like, I’ve never phoned her, but, that helps, like, it’s good to know that she’ll give 

her personal attention.  [ID 106 1027] 

 

Accessibility to wider health care services was also an issue for some participants. Ray, with 

a diagnosis of COPD, was referred by his nurse for some exercise classes to help with his 

breathing; however, there were no buses which could take him there: 

 

 I couldn’t possibly walk there, and even if I did make it in there, then I would be 

in and doing exercises, there’s no chance of me walking back, not a hope in hell, 

you know. [ID 111 1035] 

 

Relationship with health care professionals 

 

A positive relationship with key health care professionals was important to many 

participants. Those who had known their GP over many years highlighted how useful it was 

for the doctor to have that long-term knowledge of them and their family: 

 

  …we’ve been with the practice for a long time, so has the wife as well.  So 

it’s…[Int: And you always see the same doctor?] No, not necessarily. He likes to 

see you.[Int: Right.  Do you know why that is?]  Well, because he knows all about 

you.  Because when we had a discussion once, he said, “Well, over the years”, 

because he’s about the same age as me, I suppose.  Well he did retire, no he’s 

probably younger, but he says, “I can tell your family chart, and what you’ve been 
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doing, since…”  And when you think about it, the doctor’s got a hell of a lot of 

information on you, over the years.  It’s…[ID 127 1040] 

 

The feeling of knowing each other was seen as a useful shortcut, meaning doctors could 

readily suggest suitable approaches to care which would fit with the patient's known 

attitudes and circumstances. As patient ID 140 1064 said: 

 

 [Int: And you say you talk to your nurse about life in general because of this two-

way relationship between your diabetes, diabetes your life.] Yeah.[Int: Is that a 

nurse you’ve been seeing…how long have you been seeing her?] 11 years. We 

also talk about our dogs, she’s got [both laugh], she’s recently got a new puppy 

as well so it’s…I think the diabetic finds a professional, may not necessarily be 

the nurse that they can really relate to, works very well.  Someone that yes you 

can complain about the world in general, it’s brilliant, and it helps so much to 

know that you’ve got someone you can talk to about the fact that you take the 

dogs for a walk, you know, isn’t the weather awful, are you still doing your 

normal…at the same time as talking about the fact that you’ve had four hypos in 

that week, it’s about being able to build up a rapport and the best consultant I 

ever had, he was a diabetic himself, going back to when I was nine so [laughs], 

but when I said to him I didn’t like hypos because they scared me, he knew what 

I was talking about.   

 

Changes to health care professionals, such as the retirement of a long-known GP, could 

have a detrimental effect on care, as the husband of ID 119 1134 refers to:  

 

  Her previous GP, he was a senior doctor, at the practice, and when we read in 

the paper about this firm, [name], I think it was, developing a cannabis medicine, 

we went to see him once and I said to him about it, he said, I don’t know, but he 

said, the managing director is giving a talk at the hospital in a couple of months’ 

time and I’m going. But, after that, he said, I’ve discussed your wife’s problem 

with him and he thinks the cannabis would be very good, because, E…a lot of E’s 

symptoms are similar to MS, because of the collapse of the spine and everything’s 
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trapped but, of course, the doctor retired before it came on stream and E never 

seems to ask her, this new doctor. [ID 119 1134] 

 

Perceptions of unequal power could also influence the utility of consultations. Some 

participants described occasions where they felt unable to challenge advice they were given 

but did not agree with. Usually, this was because they identified the professional as being in 

the possession of specialised knowledge, leading even usually confident people to hesitate in 

questioning the advice face-to-face. Away from the consultation, however, people often felt 

able to choose not to follow the recommendations that had made them feel uncomfortable.  

 

Patient ID 106 1120 had a clear preference for seeing the nurse rather than the doctor to 

discuss his diabetes, due to the different relationship he had with each: 

 

 That’s what I feel a doctor is doing, when he’s got the results there he’s, sort of, 

preaching to you or ABC, 123 take this three times a day, see you later. 

Whereas a nurse is different, it’s more personal if you like [Int: Yeah and you 

think that’s mainly down to the time or do you think there’s other factors that 

maybe…?] I think it’s the…because she is a nurse, I think and not a doctor. [Int: 

Oh okay as in?] More, you know, like a district nurse or a nurse, nurse, a proper 

nurse as a doctor, probably, I don’t know I never thought about it really. [Int: Do 

you mean as in, sort of like, because nurses are, sort of, generally thought of as 

more, I suppose…] Caring [Int: Caring yeah, yeah I see what you mean.] It’s the 

profession, the actual job itself. It’s like a consultant and a doctor it’s that, sort 

of, difference. You know, one’s a doctor, one’s pshh something a bit more up 

there.  Well she’s a nurse, doctors are a bit up there, unapproachable if you like. 

Mine is, some might not be. You know, some might have that relationship with 

their doctor I don’t know. 

 

Good relationships between patients and health care professionals may not, however, 

necessarily be required for meaningful care planning discussions to take place. As Blakeman 

et al's work has shown, where good relationships are in place, care planning approaches may 

be attenuated if they threaten this relationship.1  
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Level of proactive health care 

 

Care planning is envisaged as a proactive approach, involving the scheduling of time for 

patients and professionals to meet and create and then monitor a written care plan. Many 

participants in our study did attend review appointments with their nurse for conditions 

including diabetes and asthma on a regular basis. These were widely identified in helpful for 

ongoing monitoring. However, these were usually clinically focused and opportunities for 

patients to bring wider concerns to the discussion were mixed. In addition to the 

predominantly QOF-driven reviews, there were some examples of active management of 

conditions by doctors. For example, the doctor of patient 127 1040, who he had known for 

many years, appeared to be very involved in monitoring his condition and treatment: 

 

  when I go in and see him, I go at least once every twelve months, but of course 

he has me in for…he’ll call me in because I’ve got a repeat prescription, so 

basically, he’ll put on the re… “Come in and see me”, or he’ll ring me up.  He’ll 

ring me up.  That’s how good it is. […] So he says, I mean last time I went to see 

him, he said, “Oh you’ve gone down slightly”.  And I said, “Why?”  He said, 

“Well, on the…the questions he was asking me, he said, “Well, can you do this?  

Can you do that?” sort of thing.  I’d obviously dropped down a bit more.  And of 

course, he’s quite blunt, Dr Jones is.  He just says “Right, okay”.  I said, “What 

will happen?”  He said, “Well, basically you’ll be on your back and taking oxygen”.  

Which is what will ultimately occur, I presume.  So I’m having medication from 

him, but as I say, he does it…he sends me for x-rays and tests, frequently…not 

every week sort of thing, but I mean, over two years or a year, he’ll send me 

down.  And so the checks are done.  So really, he’s superb really.  I’ve got no 

complaints at all.  [ID 127 1040] 

 

For those with conditions falling outside systems of review, care was not always so 

proactive. Thus, for participants such as ID 134 1017 who had multiple conditions, his six 

monthly diabetes reviews had no counterpoint for his severe arthritis. This ‘single condition’ 

management of conditions is discussed further below. 
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Comprehensive nature of care 

 

Interviews highlighted two key dimension of comprehensive care: firstly, whether multiple 

conditions and their interaction were considered together in consultations, and secondly, 

whether it was possible for a patient to discuss general life issues, rather than focus only on 

clinical considerations. 

 

As already mentioned, participants often found that the organisation of the system meant 

that their conditions were monitored and treated in isolation: 

 

 [Int: But with your nurse you have regular three month reviews for the asthma.] 

Uh-huh. [Int: And does your nurse speak to you about the other conditions you 

have, so, for example, your arthritis?] No. [Int: It’s just about the asthma] Uh-

huh. [ID 120 1123] 

 

 E: I seem to think sometimes that when you ask the question it's oh, that's not 

diabetic, so we're not interested, type of thing. And when you say oh, I run out 

of energy, the answer, well, there seems to be no answer.[ Partner: No]. E: And 

possibly that is because they think it's nothing at all to do with diabetes and it's 

another issue. Now, that's what I find, is when you try and ask a question about 

one thing, if it's nothing at all to do with that particular subject then it's bypassed. 

For argument's sake, I've had this problem with my foot, it started off with my 

foot only, and I said, 'well, I've got a problem with my foot,' to the diabetic nurse. 

Because I thought the foot was part of the diabetes. [Partner: No] Because they 

look at the feet. E: Oh, nothing. Then the next time I went the pain had gone, it 

had not gone from my foot, it moved up to the shin, and I said, 'well, it's now 

moved up to the shin.' 'Oh, that's nothing at all to do with diabetes' type of thing. 

But I thought it was initially, because part of what they say in that DESMOND, 

you've got to watch your feet! [chuckles] So immediately I thought of that [Int: 

But when you mentioned the foot issue did she ask any other questions?] No. 

[ID 118 1117] 
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Additionally, the narrow clinical focus of many encounters, including review appointments, 

meant opportunities for setting goals about issues of real meaning to patients may be 

hindered. One patient’s description of her regular encounters with her nurse, in which she 

receives an anti-allergy injection, she focuses on the limited nature of each appointment: 

 

 Yes.  I think they don’t… I think that side of it, I don’t know whether it’s because 

it’s not really what she deals with, but I don’t know if they don’t understand or 

they just like, this is what they’re more interested in, but they just…[Int: 

 What do you mean, that side of it as in…?] The healthy side, like the fitness side 

rather than the medical side. [Int: Yeah.  Do you feel like when you see her it’s 

much more medically orientated or…] It’s very quick now and I’m in and out 

now. [Int:  So you don’t really discuss anything or…?] Not really.  Not really. 

  I just go… she’ll call me in.  ‘Blow on that’.  And then inject me and that’s it. 

 [ID 138 1100]  

 

The focus on the medical may mean patients feel their encounters are not helpful or take 

sufficient account of their situation: 

 

  I think the nurse sees it on a much more personal level, it was her who 

suggested that I should take things to go along with…she talks more about how 

it’s affecting me and stuff what the effect that the tablets are having, she 

suggested I should change the medication and like how it’s affecting me 

emotionally and like Uni wise and stuff like that, where, when I think, when I see 

the doctor, it’s much more…just got his head in his notes and seeing the last 

time I had a seizure was, and things like that, where the nurse is, probably, more 

on a personal level, I like seeing the nurse better than…I don’t like seeing the 

doctor!  [ID 106 1027] 

 

Patient ID 106 1027 says she feels more comfortable in consultations with the nurse rather 

than the doctor, and is appears important for her to be able to raise issues of importance 

which may not be seen as medical. 
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Expectations of health care 

 

Expectations of health care are complex, and are influenced by prior and on-going contact 

with health services.13 In our analysis, we identified two distinct areas related to the 

expectations participants had of the health care system and their health care providers. 

Firstly, there were the general expectations people had about how much the NHS could or 

would do. For many, these expectations were generally low. Limited resources were a 

particular cause of concern. For example, as highlighted above, her primary goal was to be 

fitted with an insulin pump to help manage her Type I diabetes. She was supported by her 

immediate health care professionals in this aim, particularly her diabetes nurse, but felt 

frustrated and downhearted by the blocks in the system preventing her from achieving this: 

 

  Well, it’s like everything, it’s money issues isn’t it. I think it’s…if money wasn’t an 

issue within the NHS, then perhaps more people would be allowed to have one.  

I mean, they have this strict criteria that you have to fulfil to be able to have a 

pump.[Int:  So what are the criteria?] Well, there’s pages and pages of it. [Laughs]  

One of the criteria which I fit is the fact that I’ve done DAPHNE, I’m on six or 

more injections, and I have frequent hypos.  So for me, they’re the three ones 

that I fulfil to warrant a pump.[Int: And they’ve all agreed that?] They have all 

agreed that. [Int: But?] But. I think it’s money. [ID 113 1127] 

 

Time restrictions were also prevalent in accounts of consultations with health care 

professionals. As a result, patients were careful to manage the topics of concern they 

brought up in consultations, limiting themselves to acute issues or a narrow range of 

‘legitimate’ topics to cover. Recurrent experience of rushed consultations meant many 

patients felt the idea of a lengthy review consultation was simply not possible. Some 

highlighted time constraints a number of times during their interview. For example, in 

describing his most recent contact with his GP, a patient recalls that he made an 

appointment to discuss a pain in his leg following recent surgery: 

 

"So I went down there and I said to her that I had this pain, and she gave me some 

pills. Then she said, was there any other…she had a look at the scar as well. And 
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then she said, 'well, was there any other issues?' I feel that is not the time to bring up 

diabetes issues or those sorts of things." [ID 118 1117] 

 

Later on, when asked directly whether he would you like the opportunity to sit down with a 

doctor and discuss everything about his conditions, both he and his wife identify time as the 

constraining factor: 

 

 I would do, but…[Partner: No]There isn't time. [...] [Int: But do you feel that's 

something that would be useful, to be able to sit down and review everything?]  

Yes.[Partner: But then it's not really possible, is it? It's not really…][Int: But you 

don't feel it's possible.] In the ideal world it would be nice. 

 

Again, towards the end of the interview, he returned to the problem of a lack of time: 

 

 The only issue that I've got is I feel that there is a time constraint. Well, it's using 

the brain; there's only so many hours in a day and she's got so many patients to 

see, you've got to wheel them through! 

 

Perceptions of limited resources and what you could reasonably expect from the health 

care system were further reinforced for some by a sense of resignation that nothing more 

could be done for them individually: 

 

 [Int: Right. Okay. Okay. And they don’t really do anything to help you plan ahead, 

do they, or prevent things or…?] No. Not really. No. I think it is just routine 

now. I think make an appointment, go the next morning, just as it is. Nothing is 

planned anymore, because I think… I’m under the impression that this is the top 

that I’m going to get now. There’s nothing else after this. Whether there is or 

not I don’t know. [Int: Yes. But like you say, you feel you’re not getting 

anywhere?] Yes. Not at all. [Int: You’ve sort of hit a bit of a brick wall really? Yes, 

totally. [ID 138 1100] 

 

For one participant, the feeling that health care had little to offer was seen as simply part of 

having a long term condition. The GP of patient 119 1134 had consistently avoided a 
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requested review of her extensive medication regime. Suffering severely from cervical 

spondylosis, arthritis, and the effects of a stroke, she nevertheless seemed to feel that the 

pain was something she had to put up with: 

 

 [Int: Yeah, okay.  So, are you happy with the care that you’re receiving from the 

GP?  Or, would you like to be able to discuss these issues?] Well, I’m not all that 

happy with it, because, I’m not getting anywhere, but, there again, I don’t expect 

to get anywhere after all these years, it is a long term condition which you learn 

to live with. [ID 119 1134] 

 

In these situations, care planning approaches may be viewed with scepticism. If there is 

insufficient time to be offered a full review; if limited resources means you are unable to 

achieve your identified goal; or if you simply feel health care can offer you no more, 

structured proactive approaches to care are unlikely to be high priority.  

 

Capacity for involvement in care 

 

There were a range of views expressed about the level of involvement people might like 

with decisions about their health care. At the far end of the spectrum was patient ID 140 

1064, with her written care plan, deep involvement in and knowledge of her health and care, 

and a good deal of assertiveness. As she responds to a question about shared decision 

making: 

 

` [Int: Okay, and when you’ve been discussing options around treatment and 

things like that, how involved have you felt, do you feel you’ve been…] Very. 

[Int: You have?] Oh yes. I think they have learnt it’s easier to allow me to say 

what I think, they’ll tell me, you know, “You’ve got this option, this option,” 

“We could do,” is how they put it, it works for me.  I do like to feel that I’ve got 

sort of the ultimate say, yeah, if it’s every day stuff it’s me that’s got to do with it 

so it’s got to be something I feel I can handle. 

 

She goes on to say: 
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 I’m quite happy with how I’m looked after and I guess I’ll continue to be happy 

with how I’m looked after because I’m quite happy to say if I’m not, if I think 

something is not being done properly.  I think it might be useful if other people 

could be encouraged to do the same, to talk, doctors, nurses are not gods, they 

do make mistakes, they do make screw-ups, and you might have come across 

something that they don’t know about and you would like to discuss with them 

and being able to talk to the doctor or the nurse as a two-way conversation. 

 

By contrast, a patient who was predominantly house bound following a stroke, expressed 

no desire for involvement in decisions: 

 

 [Int: Do you feel that you’re able to make decisions with your GP about what’s 

going to happen?]  No, he tells me. [Int: And how do you feel about that?] I 

haven’t even thought about it actually. I take his word for it. I hope he’s right. 

 [ID 113 1092] 

 

Patient 126 1099, who has diabetes and has had cancer, expresses a similar perspective: 

  

 [Int: When you go in to talk to them about anything really how much do you feel 

you’re given a choice about what happens to you?] In which respect, I don’t 

understand the question I’ll be quite honest with you.[Int: Okay that’s fair 

enough.  Okay so when you go in and talk to them do you feel that you kind of 

talk together and agree what might happen like what medication you might take 

or what might happen with an operation or do you feel they say this is what’s 

going to happen?] They say this is what’s going to happen, which I’m quite happy 

with ...[Int: And you’re happy with that.] ... because simply that they are the 

professionals and who am I to argue.  Simple as that really.  Then after they say 

this is going to happen then they will discuss the various bits and pieces of any 

particular issue like, you know.  They’re quite definite. [ID 126 1099] 

 

He suggests a dynamic in his interactions with health care professionals in which it is not his 

place to argue, but to accept the advice he is given. Patient ID 140 1064 by contrast, reports 

that it is her place to make sure they understand her perspective and decisions are taken 
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jointly. This engaged and active view is certainly not reflected by others, and she remained 

an outlier in this respect amongst those we interviewed. 

 

Engagement with the concept of proactive care 

 

Under current DH policy, care planning should involve participation by both patient and 

health care professional in setting personal goals, providing information, supporting self-

management, agreeing treatment and medications and action planning. As we have seen, 

those we interviewed often felt the expectation such encounters could happen was 

unrealistic within the limitations of current care, and many were unfamiliar with the idea of 

actively participating in decision making. Throughout many interviews, we identified a 

general picture of minimal enthusiasm or engagement with the demands care planning may 

place on its participants. Additionally, as outlined earlier, few saw the benefit of writing 

things down.  

 

 [Int: Yeah. And have you ever had anything called, like, a care plan or a self-

management plan or any, sort of, a written plan for managing your diabetes.  So 

for example it could be, well for you I suppose obviously because you’re not on 

insulin or anything it would be stuff like, sometimes they write down information 

of what to eat, not to eat or could be blood results…]  I get a booklet.[Int: So 

next time you take it in…] I get a booklet, we did have a booklet that tells you 

everything and it was like a step by step thing but, like, we agreed the only thing 

in there for me was diet. So it was a bit pointless having all that. [Int: Right was 

the rest a bit too…more…] It was like general or not relevant type thing. As if 

they were keeping control on somebody, like, monitoring it strongly but she 

doesn’t have to with me. [ID 106 1120] 

 

 

Conclusions 

 

We set out to interview people with long term conditions and their family members about 

their experiences of care planning. It was clear, however, that few had experienced formal 

care planning processes. For many, as with the preliminary qualitative work discussed in 
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chapter 4, we were able to determine that some elements of care planning, such as the 

provision of information and shared decision making, had taken place during their contacts 

with health care professionals. These, of course, form part of standard care. Formal and 

comprehensive care planning was extremely rare. This was reflected by the scarcity of 

written care plans in this sample, with only seven of 28 participants receiving some form of 

documentation, of which only one could be regarded as comprehensive in scope. 

 

Reasons for the limited uptake of care planning are not necessarily, due to health care 

professionals failing to utilise such approaches. Within this sample, we identified a number of 

factors, including those which are entirely patient-related, which may influence potential 

engagement with these approaches. Our model divides these into three broad areas:  

 

a) Adaptation and attitude to long term conditions 

b) Available health care 

c) Approach to health care 

 

For many of those we interviewed, their evolved style of coping and approach to managing 

the work required by their condition/s may simply not be highly compatible with care 

planning. They may not wish to dwell on their condition and its management, or may not 

feel they have the energy required to commit to something requiring goals or actions. The 

normalisation of self-management of a long term condition may also mean that it is difficult 

for someone to see the relevance to them and their situation. Even for those who are 

interested in setting goals, a formal process of writing these down and action planning for 

them may seem burdensome. The design and implementation of care planning approaches 

needs to take account of the day-to-day realities of living with long-term conditions, of 

which encounters with the health care system form just one small part.  

 

People’s experiences of health care, which were frequently variable, were also key. Our 

interviews with health care professionals explore this area in much more detail, but it was 

clear from patient accounts that care was frequently reactive, lacking in continuity and 

clinically focused; all elements which act as significant barriers to the implementation of care 

planning. 
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The final consideration is perceptions of and approaches to health care. People generally had 

very low expectations of what the health care system could offer them, and found it difficult 

to believe, in the context of long waits for rushed appointments, that the NHS would have 

sufficient time and resources to implement care planning approaches. Change in attitudes 

towards patient and professional roles and higher expectations of the health care system 

may be required to underpin successful care planning.  

 

We did, however, identify at least one example of a very successful care planning process. 

This is encouraging in showing that, in some circumstances, care planning approaches are 

seen as relevant, useful, and achievable. It may be that a policy of care planning as a generic 

approach for all patients is problematic. Of course, those who are least likely to engage with 

care planning may be those most likely to benefit. 
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Appendix 7.1: Details of the respondents 

 

 ID  Gender Age 
Ethnic 

Origin 
Area  

Relationship 

status 

Educational 

Attainment 
Working? Conditions Care plan? 

1 113 1092 Male 64 White Cambs Spouse/Partner 
No 

qualifications  

Unable 

because of ill 

health 

Hypertension, 

Diabetes, 

Stroke 

No 

2 131 1003 Female 76 White Manchester Lives alone 

O Levels, A 

Levels and 

trade 

qualification 

Retired CP, Stomach Yes, partial 

3 131 1058 Male 81 White Manchester Married 
No 

qualifications 
Retired 

Hypertension, 

CP, Diabetes, 

HP, CKD, 

Skin 

condition, 

Deafness 

No 

4 128 1041 Female 76 White 
Milton 

Keynes 
Lives alone 

O Levels and a 

professional 

qualification 

Retired 

Hypertension, 

Diabetes, 

Arthritis, 

Thyroid 

Yes, partial 

5 140 1142 Male 67 White Cambs Lives alone 
No 

qualifications 
Retired CP, Diabetes 

Used to have 

one 
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6 119 1134 Female 77 White Beds Spouse/Partner 
No 

qualifications 
Retired 

Hypertension, 

Stroke, 

Arthritis, 

Stomach 

Problems and 

Skin 

Condition 

No 

7 113 1127 Female 43 White Cambs 

Spouse/partner 

with children 

under 18 

O Levels and a 

professional 

qualification  

In paid work 

Diabetes, 

Coeliac 

Disease 

No 

8 126 1099 Male 75 White Cambs Spouse/partner 
Trade 

qualification 
In paid work 

Cancer of the 

Rectum, 

Diabetes, 

Heart 

Problem 

No 

9 120 1068 Female 89 White Manchester 
Lives with her 

son 

No 

qualifications 
Retired 

Hypertension, 

Asthma, IBS, 

Anaemia, 

Depression, 

Thyroid.  

No 

10 131 1062 Female 65 White Manchester Married 
No 

qualifications 
Retired  COPD Yes, partial 

11 129 1019 Female 69 White Beds Spouse/Partner O Levels Retired Neuralgia No 

12 119 1127 Female 63 White Luton Lives alone NVQ Retired 
Diabetes, 

hypertension 

Yes, 

DESMOND 
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13 127 1040 Male 59 White Beds Spouse/partner 
One or more 

A Levels 
In paid work COPD No 

14 118 1117 Male 67 White  Cambs Spouse/partner 
O Levels and 

A Levels 
In paid work 

Diabetes, 

various 

problems 

with 

neck/back/leg 

Yes, 

DESMOND 

15 105 1132 Female 67 White Liverpool Married O Levels Retired 

Chest 

Problem, 

osteoporosis, 

arthritis  

No 

16 118 1070 Male 68 White Cambs Married 
O Levels and 

A Levels 
Retired 

Chest 

problems 
No 

17 119 1009 Female  64 

Other 

ethnic 

group 

Beds 
Children under 

18 

Degree and 

professional 

qualification 

Unable to 

work because 

of ill health 

Diabetes. 

Multiple 

injuries 

following 

accident 

No 

18 120 1123 Female 53 White Manchester Married 
No 

qualifications 

Carer for her 

husband 

Arthritis, 

Asthma 
No 

19 140 1064 Female 55 White Irish Norfolk Lives alone Degree 

Unable to 

work because 

of ill health 

Diabetes Yes 
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20 120 1064 Female 50 White Manchester Married Not sure 

Unable to 

work because 

of ill health 

Asthma No 

21 132 1057 Female 60 White Derbyshire Married 
No 

qualifications 

Unable to 

work because 

of ill health 

Diabetes 

Type 2 and 

Pernicious 

Anaemia  

No 

22 134 1017 Male  63 White Liverpool Lives alone NVQ 

Unable to 

work because 

of ill health 

Diabetes 

Type 2 and 

Arthritis  

No 

23 111 1035 Male 61 White Manchester Lives alone 
No 

qualifications 

Unable to 

work because 

of ill health 

COPD No 

24 134 1057 Male 57 White Liverpool 

Married with 

children under 

18 

O Levels, 

trade 

qualification 

and 

professional 

qualification 

In paid work 

Diabetes 

Type 2, 

Asthma 

No 

25 106 1120 Male 53 White Liverpool Married O Levels In paid work 
Diabetes 

Type 2 
No 

26 106 1027 Female 20 White Liverpool Single 
GCSEs and A-

Levels 

Undergraduate 

Student 
Epilepsy No 

27 138 1100 Female 45 White Derbyshire Spouse/partner 
O levels, A-

Levels, NVQ 
In paid work 

Chest 

problems 
No 
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28 
134 

1101 
Male 71 White Liverpool Married 

Trade 

qualification 
Retired 

High Blood 

Pressure/ 

Arthritis 

No 
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Chapter 8 Care plans and care planning: professional perspectives 

Summary 

Background 

 

There is limited evidence concerning the attitudes of health professionals to the use of care 

plans in routine management of long-term conditions. There is a need to understand how 

care plans and care planning can contribute to the achievement of key goals in health care 

and to explore the patient, professional and system barriers which can frustrate 

achievement of those goals.  

 

Method 

 

Semi-structured interviews were conducted with 18 practice nurses and 2 GPs from 19 

practices.  

 

Results 

 

Where written care plans were used, they were often described as ‘action’ plans and were 

predominately used as an educational tool rather than to facilitate a more wide ranging 

discussion. Only a minority of professionals used care plans with greater focus on the 

patient perspective, such as the use of patient-defined goals for care.  

 

Lack of engagement in the use of care plans reflected conventional logistical barriers (time, 

and practicality), as well as beliefs about appropriateness (that care plans were only suitable 

for newly diagnosed patients, or literate patients) and beliefs about effectiveness (that verbal 

‘plans’ were adequate, that care plans would not make patients active or involved in their 

care, and that there was a lack of evidence of benefit).  

 

Aspects of long-term condition management of relevance to care planning varied 

significantly.  At the individual level, assumptions about role and the constructions of 

patients affected long term condition management and the delivery of care of relevance to 

care planning.  This approach was also affected by the nature and quality of the nurse-patient 

relationship. In terms of practice context, the division of labour, consultation times, and the 
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QOF, appeared to have a significant effect on the strategies implemented to engage patients 

in managing their condition. In terms of the wider context, NICE guidelines and PCT 

requirements also framed how healthcare professionals engaged with patients.  

 

Conclusions 

 

The success of care planning in primary care is dependent on a number of interrelated 

factors.  Our analysis indicates that while organisational factors can both constrain and 

facilitate a care planning approach, individual, practice and wider factors are also potentially 

important in understanding variation in the management of long term conditions in primary 

care, and in understanding how care plans and care planning could be more effectively 

implemented in routine care.  
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Background 

 

There is limited evidence on the attitudes of professionals to patient involvement in their 

care, self-management support, and towards care plans and care planning specifically.  

Exploration of professional attitudes to patient-centredness has found that professionals 

focus more on the dimension of ‘patient-as-person’ (i.e. taking the patient’s perspective on 

their problems) rather than ‘sharing power and responsibility’  which is also a key 

determinant of self-management support and care planning.1  Even that focus may be 

changing; a study on the redistribution of medical work within primary health care teams 

found that the work of the general practitioner ‘has become focused on managerial systems 

of increased efficiency and accountability’2 : rather than seeing the ‘patient-as-person,’ the 

individual patient is becoming ‘more of a biomedical diagnosis to be managed in the system’.     

A study exploring nurse involvement in the facilitation of self-management of long-term 

conditions 3 suggested that nurses were confident in dealing with patients in the early stages 

of the illness trajectory, but there was a tendency to dichotomise patients in terms of their 

perceived capacity for self management. However, as relationships developed and became 

more complex, nurses appeared to lack other resources to encourage self management 

beyond strategies developed on the basis of personal experience. This is in line with other 

work suggesting that formal training in self management support is very rare.4  

There is evidence that general practitioners face tensions between the focus on self-

management and their own professional responsibilities,5 and circumvent self-management 

approaches to avoid ruptures in the doctor-patient relationship.6 The current structure of 

primary care consultations (limited time, and increasing use of computer templates) serves 

to enhance avoidance of the sort of broad conversation that would be required for care 

planning.  

As noted in Chapter 1, qualitative work with professionals in the UK has identified 

ambivalence about asthma self-management plans.7 In Australia, work has indicated that GPs 

used care plans to both organise care and engage patients, but that a separate review 

appointment was often necessary. They were more often used to facilitate access to other 

providers, rather than to enhance communication among providers.8 A qualitative evaluation 

of a new model of care planning in Canada (Chronic Illness Care Management) for patients 

with multiple problems found some enthusiasts among professionals and patients, but the 
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majority reported difficulties in implementation because of traditional barriers of time and 

resource. However, these barriers also operated alongside more fundamental concerns, 

including perceptions of conflict with the professional role, as well as doubts about the 

capacity of patients to take up a more participative role.9 
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Aims 

 

This work package was designed to explore the content, process and outcome of care 

plans, and the barriers to their implementation, from the perspective of professionals,  

including how care planning is undertaken in current practice; the contextual factors 

influencing the adoption of care planning; and the perceived advantages and disadvantages of 

written care plans.  

 

Methods 

 

Sample 

 

Using data from the cohort study (Chapter 6), we identified patients who reported that they 

had received some form of written care plan from their nurse or GP. As part of the 

interview, we asked the patients if we could approach their nurse or GP to be interviewed 

about their experiences of using care plans.  

 

We initially approached all healthcare professionals who were identified during the patient 

interviews as being involved in developing a care plan. As only seven patients (from five 

practices) interviewed had what was considered to be a written care plan, the number of 

health care professionals initially invited to interview was smaller than expected. We 

therefore also approached a sample of health care professionals from practices which had 

previously participated in the cohort. To identify the appropriate health care professional, 

each practice was asked which health care professional was most involved in long-term 

condition management and this individual was asked to participate. In total, 20 out of 27 

professionals (74%) agreed to participate. Details of the professionals are shown in table 8.1.
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Table 8.1 Details of the professional respondents 

Practice ID High or low care 

planning 

Interview ID Disease specific? Practice size 

111 High HCP 4 Respiratory Nurse 6300 

105 High HCP 3 Respiratory Nurse 2800 

105 High HCP 7 GP 2800 

134 Low HCP 5 Practice nurse 13400 

132 Low HCP 6 Diabetes nurse 13300 

106 High HCP 13 Practice nurse 5700 

120 High HCP 8 Practice nurse 8300 

112 High HCP 9 Practice nurse 5600 

109 High HCP 11 Practice nurse 6300 

132 Low HCP 2 Respiratory Nurse 4000 

102 Low HCP 10 Practice nurse 4050 

136 Low HCP 12 Practice nurse 7500 

116 Low HCP 20 Respiratory Nurse 6500 

130 Low HCP 18 Respiratory Nurse 10400 

123 Low HCP 14 Respiratory Nurse 6400 

104 Low HCP 16 Practice nurse 6800 

128 Low HCP 1 Diabetes  Nurse 9500 

118 Low HCP 15 GP 2600 

140 High HCP 17 Diabetes nurse 9432 

113  HCP 19 Diabetes 5938 
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Interviews 

 

Interviews were conducted in general practices by one of two interviewers (JB, KR). We 

used a semi-structured approach, drawing on a topic guide covering several key areas. The 

topic guide developed as subsequent interviews were conducted, and covered organisational 

structures, respondents’ routine involvement in the management of long-term conditions, 

and their use of care plans and care planning strategies. As not all health care professionals 

were explicitly using written care plans or a care planning approach, we revised the 

interview schedule accordingly, expanding our questions to include the management of long-

term conditions, as well as attitudes towards care plans as a potential intervention. In 

response to issues raised within the patient interviews, we also asked healthcare 

professionals about patient’s expectations in the consultation. Interviews were digitally 

recorded, with consent, and transcribed verbatim. Following each interview, interviewers 

wrote a brief summary of initial impressions, recording data on context, issues arising, and 

topics for consideration in the analysis or conduct of future interviews. Transcripts used 

pseudonyms for interviewees and all other individuals they referred to in the interview.  

 

Analysis 

 

As with Chapter 7, thematic data analysis followed the principles outlined by Lofland and 

Lofland.10 These form a series of reflexive steps through which data are generated, coded, 

and re-coded, making particular use of memos to aid analytical thinking.  

 

Analysis focused predominantly on interview transcripts, although we also referred to 

accounts of the conduct of each interview. NVivo 9 was used to assist with data 

management. Initially, each transcript was read through in detail, and brief notes made on 

sections of interest and the interview as a whole. Audio files were reviewed where 

necessary, to clarify tone or check accuracy of transcription. This process was 

predominantly undertaken by KR with assistance from JB, although some transcripts were 

commented on by additional researchers. 

 

Themes were derived empirically, however in developing the themes further, previous 

research was drawn on to assist with the data analysis. The themes resonated with a 
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number of key studies, including research on organisational routines in general practice,11 

and on organisational issues in healthcare.12 Previous health services research was used in 

developing the themes,5,6,13-15  

 

Results 

 

Interview participants 

 

We conducted twenty interviews with healthcare professionals in primary care: 18/20 

interviewees were female practice nurses, while only 2 GPs were interviewed (one female, 

one male). This reflected the fact that GPs approached for interview often declined to 

participate as they felt they were not heavily involved in long term condition management. 

With the exception of one GP and nurse, all interviews were conducted in different GP 

practices.  

 

Structure of the results 

 

We begin with a description of current use of written care plans in our sample, and 

attitudes towards their use among the professionals. We then describe routine management 

of long-term conditions and the aspects of routine management that are of relevance to 

care planning. We then describe factors that influence the delivery of care planning in 

routine consultations.  

 

a) the role and attitudes of professionals and their relationships with patients 

b) organisational context 

c) wider context 
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Care plans in the CAPITOL cohort 

 

As noted in earlier Chapters, ‘care plans’ have been described in a number of different 

contexts, and have variable ‘scope’ and ‘perspective’. For example, in respiratory care, 

‘action plans’ are focussed on managing exacerbations, largely from a professional 

perspective and focussed on discrete behaviours. In contrast, some care plans may have a 

more patient-centred perspective and include wider goals as defined by patients.  

 

In the current sample, written plans were used by over half of the professionals interviewed. 

However, these plans were generally developed from the professional perspective and were 

used predominately as an educational tool.  These plans were also disease specific and were 

generally focussed on patients with a respiratory condition.  

 

Professionals reported less use of care plans developed from a patient perspective (see 

Chapter 3), with only five professionals interviewed describing plans of this nature. As 

indicated in the Table 8.2, three of these plans were developed with diabetic patients, while 

one nurse developed care plans for patients with respiratory conditions also. One nurse 

also used a written care plan for weight management; this plan was the only non-disease 

specific care plan in the sample.  

 

Care plans for respiratory conditions 

 

These were the most common form of care plans, used with COPD or asthma patients: 

Over the winter I give them an advice sheet to remind them about their emergency steroids 

and their emergency antibiotics, when to start, when to call the…see, if, say, for example, 

one of my COPDs doesn’t feel very well, they’re getting a bit more breathless, unable to do 

what they normally do, they would start their emergency pack, but then they would ring us 

on Monday morning. If it was yesterday and they started their emergency pack they would 

ring us this morning to say look, we’ve started it and this is what’s happening, and then the 

doctor will say to them yeah, continue with that and we’ll see you on Monday, or he’ll say 

no, stop that (HCP 3) 
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In total, 11 professionals used emergency care plans to prevent exacerbations in respiratory 

conditions. These were standardised documents rather than plans developed from the 

patient perspective, and their purpose was to reduce the number of emergency hospital 

admissions. Their use was encouraged by the PCT who indicated that general practices 

would be monitored on rates of avoidable admissions. A respiratory nurse (HCP 3) used 

written care plans with the majority of COPD and asthma patients. She highlighted the 

advantages of using a written plan, particularly for emergency situations: 

If you’ve had the discussion and then six months down the line it happens to them they 

might have forgotten what you’ve said, whereas if you’ve got it written down they usually 

keep that with their medication, so if they go to use their medication they’ve got that there 

or they’ve pinned it on their fridge. Because a lot of them will say to me where should I 

keep this, and I’m keep it where you’re going to know where it is if you need it in an 

emergency. So if your inhalers are by the side of your bed your plan should be by the side of 

your bed, or if your inhalers are kept in the kitchen then your plan should be on your fridge 

door so it’s near to where you are so you know where to find things (HCP 3). 

Care plans developed from the patient perspective 

 

Some written plans reflected more of a patient perspective, in that they included individual 

patient goals. However, these were often clinically focussed (e.g. ‘I aim to reduce my HbA1c 

levels.’).  One practice nurse (HCP 9) only used written care plans for weight management; 

all other aspects of care were recorded in the patient notes. These plans were used to 

motivate patients to reflect on daily eating habits and levels of activity, and to identify the 

key barriers preventing them from achieving their goals.  This nurse believed that having a 

weight management plan was a vital tool in motivating patients to self manage their weight:  

And it’s effective. When they stop doing the diary they start putting weight on. So I say well 

go back to your diary, because obviously you could look back…some weeks you might have 

lost four pounds and this week you’ve not lost any, so what did you do differently that week? 

So they’ll flick back to their diaries and they’ll say well I ate earlier that time or I didn’t eat 

too late in the evening or I reduced this or I reduced that, and they’ll be able to identify 

themselves what they need to change…look back to the changes that they need to make 

again (HCP 9) 



 

257 

 

Table 8.2: Other care plans 

 

Professional  Care plan type Aspects of the plan from the patient perspective 

Respiratory nurse (HCP 3) 

 

Generic care plans for COPD and asthma Goals were written in plans if applicable.  

Practice nurse (HCP 9) 

 

Weight management plans created by the 

nurse 

Dietary goals  

Practice nurse (HCP 12) Generic self management plans for COPD Goals are written in notes and most care planning is verbal 

 

Diabetes nurse  (HCP 17) 
 

Care plans for diabetes  
 

 Test results and goals may be recorded in the plan 

Diabetes nurse (HCP 19) Care plans for diabetes supplied by PCT Yes goals recorded if used  
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This nurse also used this plan regularly with diabetics so that they could learn to control 

their blood sugar levels.  

I get them to keep a diary of that so that we can actually see well, some people might be 

skipping breakfast, not eating lunch, and then eating in the evening time, and then because 

obviously their blood sugar levels will have shot up, they want to snack then all evening, then 

they’re going to bed, it’s not being burnt off. So it’s getting their patterns and getting them 

to sometimes restructure…if they keep a diary they can see where they’re going wrong, 

they can plan back and say well I’ve done well this week, what did I do differently last week 

that I’ve not done this week, and it’s much better (HCP 9) 

Another practice nurse (HCP 12) also used patient-centred care plans inconsistently, which 

she explained in relation to the proportion of the practice population could not speak or 

read English:  

My opinion, it depends on your patient and it depends on your endemic population, because 

there are lots of issues around giving written and verbal.   So if I give written even though it 

may be in the language off that persons choice, unfortunately, or fortunately, whichever, 

some of the patients who come from certain countries, can’t read, and this is not meant in 

any detrimental way, but some of them are poorly educated, so it's trying to get them to 

understand.  So if you then present the person with, you've got to fill all this in, there’s no 

way they're going to fill that in.  So that actually has a detrimental effect because they go 

away, well oh I've got to do this, it's a bit like having homework and it doesn’t always work 

and sometimes verbally actually I feel works better, because you say it face to face, you say 

it how it is.  I document it on the screen and then they can think about it and sometimes if 

you have a whole list of things that you have to do it's quite, it's almost insurmountable, 

whereas if you just say to them, let’s just try one thing, let’s just say you're going to stop 

your Coke for a week or for two weeks, or you're going to try and drink, every other Coke is 

a Diet Coke. (HCP 12) 

This nurse did not always think written care plans were necessary or useful, but she did 

record the outcomes of the care planning discussion in the notes.  
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Two practice nurses with responsibility for diabetes (HCP 17 and 19) used care plans for 

different reasons. They were based in different general practices in the same PCT which had 

previously incentivised the use of written care plans as part of a local enhanced service 

(LES): 

I thought it was good for the patients to have written information, because they can 

compare.  The other thing is, it was… care plans were part of our diabetes, I mean it’s not 

QOF but we had a diabetes LES for a few years, and one of the goals in the diabetes LES, 

to get maximum money, was to provide care plans.  So as we signed up to the LES, and 

one year it was care plans, and for a certain percentage of our patients to have handheld 

care plans (HCP 17) 

While care plans were no longer incentivised via the LES, both still used care plans, although 

their use had changed significantly since the incentive had stopped. One (HCP 17) used a 

form of written care plans with all her diabetes patients. After each diabetes patient had an 

annual review, a care plan was sent to each patient. Well controlled diabetics received a 

results sharing sheet which informed them that they did not need to make a follow up 

appointment. Diabetics with poor control would be called back in for an intensive review 

and the outcomes of the care planning discussion would be recorded in a care plan:   

The reason I started these result-sharing sheets was with the increasing numbers of people 

with diabetes in the practice.  I mean a few years ago I had 300 and something.  Now I’ve 

got 500 and something.  And they’re more work hours.  And I was struggling to find 

appointments for all the patients.  So, one of the reasons for doing the care plans is the 

ones that are doing well, they don’t have to make an appointment.  So it takes… it takes 

time to write the care plan, but you can do it… I can fit it in in between doing other things, 

and I can… once you get into it you can bang off a… I can do quite a few in half an hour 

and I couldn’t see that number of patients (HCP 17) 

In contrast, the other nurse (HCP 19) stopped using care plans regularly after the incentive 

was withdrawn. She still used care plans with a small group of diabetic patients because this 

group of patients preferred using a care plan. Although potentially beneficial, she found filling 

out the care plans to be time consuming and this prevented her from using them with all her 

patients: 
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Some people still like it. I’ve probably got about ten people that still want me to carry on 

doing that, but again that is quite time consuming, typing up at the end of a clinic eight 

management…after I’ve written them down with the patient. I’ve spoke to them about it, 

what do they want to do…. and trying to do everything, even in a half hour appointment, 

you can spend the whole half hour talking about their goals, and you don’t actually do the 

patient’s blood pressure (HCP 19).  

 

Professional perceptions of care plans 

 

As use of care plans was inconsistent, we explored professional attitudes about care plans if 

they were to be introduced as a routine intervention. We have summarised the main 

themes below in terms of logistical barriers; perceptions of appropriateness; perceptions of 

effectiveness (Box 8.1). 

Box 8.1 Summary of themes in professional perceptions of care plans 

Logistical barriers 

 Time 

 Practicalities for patients 

Appropriateness 

 Care plans are only suitable for newly diagnosed patients  

Care plans are only suitable for literate patients 

Effectiveness 

No value in writing a care plan; verbal care plans are adequate 

Only pro-active patients would use a care plan; a care plan would not 

make a patient pro-active 

Lack of evidence of benefit 
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Logistical barriers 

 

Limited time in routine appointments was perceived to make it difficult to write out 

personal goals and action plans with every patient.  

I will say though, for us, time is always an issue, and to sit and write down something like 

that for every patient and I see ten patients in two and a half hours, that's quite an onerous 

task, on top of all the other things that I have to do for them (HCP 6) 

 

In one PCT, if a care plan was used with a diabetic patient, this process needed to be 

documented and the additional paperwork associated with using a care plan deterred 

professionals from using them:  

Yeah, we only got provided with a short amount, because we have to…and we have to 

write down…you see, this is probably what stops you from doing it, on top of everything 

else, you have to keep a list of people you're giving it to, fax it over to them, because they've 

got a clue of where they're going to, and we know [voices overlap].  You can't just give it out 

and give it out, you know, and just fill it in and give it out.  So it's just another thing to do 

(HCP 10) 

 

A number of nurses commented that the size and content of some of the care plans had 

prevented them from using them with all patients. This was particularly the case with the 

diabetes plan:  

Not so much the COPD one, but the diabetic one’s quite heavy and quite bulky and if 

you’ve got to put it in a bag and you’re travelling to the doctors and then you’re going 

somewhere else afterwards you don’t really want to lug all that with you. What I normally 

do when I give them out, there’s like a plastic thing in the back and I put all the Diabetes 

UK information in the back so they’ve got all that as well. But it’d probably be quite useful if 

there was just one page that they brought with them and I filled that in. Because there’s a 

lot of advice and everything there, you don’t need to carry the whole thing round. And then 

if they’re monitoring their glucose they’ve got another little book with that in, then they’ve 

got the machine that they bring in. It’s quite a lot really to lug around. I wouldn’t want to. 

I’ve got enough rubbish in my handbag (HCP 16) 
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In contrast, although COPD self management plans were generally used as information 

leaflets rather than personal plans, nurses were more likely to give these out as they were 

generally smaller in size.  

 

Perceptions of appropriateness 

 

(a) Care plans are only suitable for newly diagnosed patients  

 

Maintaining a good relationship with a patient was stressed as an important component of 

management of long-term conditions. For some, this made them wary of confronting 

patients with new ideas or tools, especially if the patient in question had been diagnosed 

with their condition for a number of years:  

But most COPD and asthma patients who aren’t newly diagnosed generally know what to 

do in those types of situations. Sometimes you’ve got to be aware of not to sound too 

patronising where somebody’s had insulin pen diabetes since they were five years old. You 

have got to be mindful of that as well. At the end of the day it’s the patient’s body. They 

know their own body best is what I always say (HCP 10) 

 

(b) Care plans are only suitable for literate patients 

 

For professionals in deprived areas, there was a general consensus that a proportion of their 

patients would not be able to use a care plan as they could not read: 

Not all of our patients can read.  I think in terms of, you know, educational as well, some of 

the leaflets are a bit too wordy.  And you just know that some of them, the minute you give 

them a big lengthy booklet, you can just see the barriers come down in terms of "I'm not 

going to read that".(HCP 4) 

 

Perceptions of effectiveness 

 

(a) There is no value in writing a care plan; verbal care plans are adequate 
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While some professionals set clinically defined goals with their patients, they did not 

consider the process of recording this in a plan to be of benefit to the patient: 

Realistically I think no matter if it's written down for them, if they want to go and achieve 

their goals then they will, regardless if it's written down or not. If they do they do, if they 

don't then they won't, simple as really, it's quite black and white if they're going to go and 

do it. I think I'd rather sit and talk to someone than take ten minutes to write down 

everything correctly. And then if I feel I'm talking to them directly then I can tell whether 

they're absorbing the information or not really. So I think that's probably why I don't do the 

care planning, written documentation. I often just write on a bit of paper their results, 

because usually they say oh, my wife wanted to know, [chuckles] for instance blood 

pressures and things like that. Oh, my wife wanted to know, wanted to compare hers to 

mine, [chuckles] a competition or something (HCP 1) 

As illustrated by the preceding quote, there was a perception that writing a care plan may 

hinder the care planning process as the focus of the consultation would be on the plan 

rather than the patient. Interestingly, another professional (HCP 12) stressed that care plans 

may have an unintended negative effect as patients may perceive a plan to be ‘homework’ 

which may be disruptive. Verbal plans which focus on small, achievable goals may be less 

intimidating and more effective at encouraging self management:  

So that actually has a detrimental effect because they go away, well oh I've got to do this, 

it's a bit like having homework and it doesn’t always work and sometimes verbally actually I 

feel works better, because you say it face to face, you say it how it is.  I document it on the 

screen and then they can think about it and sometimes if you have a whole list of things 

that you have to do it's quite, it's almost insurmountable, whereas if you just say to them, 

let’s just try one thing, let’s just say you're going to stop your Coke for a week or for two 

weeks, or you're going to try and drink, every other Coke is a Diet Coke (HCP 12) 

 

(b) Only pro-active patients would use a care plan; a care plan would not make a 

patient pro-active 

 

There was a general perception that, where patients had demonstrated little interest or 

capacity in self management or active participation in their long-term condition, the 
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advantages to using a care plan were limited. Furthermore, although patients who had 

demonstrated interest and capacity might use a care plan, they would not markedly benefit 

from the plan. Given these perceptions, care plans were considered to be redundant.  

As I say, some patients really do want to be healthy and they don’t want to have a chronic 

disease so they’ll do all they can to try and be as healthy within that as they possibly can, 

and yeah, care plans work for those types of patients, but there are other types of patients 

that just come in because they have to, they take their medication because they have to. 

Other than that they’re not particularly interested in changing their lifestyle habits, and 

that’s just one of them things. You can give them patients all the goals and the care plans in 

the world but they won’t necessarily follow them (HCP 10) 

(c) Lack of evidence of benefit 

The general feeling that care plans would not facilitate change was emphasised by some who 

argued that their ambivalence was underpinned by the lack of clinical evidence that care 

plans would help improve health outcomes:  

 

I’m, sort of, using, at the moment, because, again, there’s not a huge amount of evidence to 

support, I mean, there is an asthma, but, for COPD, there’s not a lot of evidence to say 

whether self management plans are effective, or not (HCP 8).  

 

The importance of evidence was also stressed by a nurse (HCP 12) who argued that NICE 

guidelines were important to as they were evidence based and thus valid indicators of good 

quality care: 

 

‘I think all clinical practice is or should be evidence based.  So if you're looking at NICE, one 

would say that's the gold standard of evidence based, because they have hopefully done 

randomised control trials and whatever, and obviously you can look at systemic reviews and 

all sorts of things, but you want to go to gold standard, so NICE is a body that is known for 

that.’ 
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Interestingly while NICE and PCT guidelines were referred to in the majority of the 

interviews, Department of Health policy was not.  There seemed to be a general lack of 

awareness of the policy around care plans and care planning.  

 

Summary  

 

Our analysis highlights that a variety of perceptions may explain the varied and limited use of 

written care in general practice. Although logistical issues such as time are traditional 

barriers to the adoption of new practices in primary care, perceptions of appropriateness 

and effectiveness combined would mean that very few patients would be seen as likely to 

benefit from care plans, and the perceived advantages even in that subsample would be 

limited. This explains the important gap between the policy pledge (for all patients with a 

long-term condition to have the option of a care plan) and the actual implementation at this 

point in time.  
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Consultations for long-term conditions in primary care and the care planning 

process  

 

According to current DH policy, care planning is a patient centred approach to management 

of long-term conditions which should involve participation by both patient and health care 

professional in setting personal goals, providing information, supporting self-management, 

agreeing treatment and medications and contigency planning. Ideally, the outcomes of a care 

planning discussion should also be recorded in a care plan.  

 

As noted above, care plans were not used routinely in our sample. Although the term ‘care 

planning’ (as understood in policy terms) was infrequently used by respondents, elements of 

care planning are clearly undertaken by all professionals during routine consultations (as was 

highlighted in the preliminary qualitative study discussed in Chapter 4 under the label 

‘reactive care planning’). However, it was equally clear that certain aspects of care planning 

are not routinely delivered.  

 

In the section below we report on core dimensions of relevance to care planning, which 

showed variation in the professional reports of consultations for long-term conditions (Box 

8.2).  

  

 

 

Box 8.2 Aspects of long-term condition management relevant to care planning  

(i) Scope of the consultation 

(ii) Proactive organisation of consultations 

(iii) Shared decision making and self--management 
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(i) Scope of the consultation 

 

The content of all consultations for long-term conditions was largely clinical in nature as 

consultations were underpinned by the requirements of the Quality and Outcomes 

Framework (QoF). Generally, a standardised review for long-term conditions would involve:  

clinical checks such as blood tests, breathing tests; medication review; and referral to other 

professionals if appropriate. Certain aspects of care planning, such as providing information 

to encourage self management, were a routine aspect of consultations for all professionals.  

 

Most professionals were very aware of how social problems could hinder a patient’s 

progress, but they varied in the degree to which they sought out and responded to 

psychological and social issues. A single GP in a small practice (HCP 7) was planning to 

reserve a room for social services in his practice so that at certain times each month, 

patients with social problems could consult them about their problems. However, the focus 

on clinical issues meant that other issues, particularly quality of life, were not always 

broached in the consultation. Some professionals did endeavour to deal with other 

conditions in the review. There was an awareness that patients with long-term conditions 

were susceptible to depression, and professionals generally asked depression screening 

questions as standard in the consultation and used the PHQ9, although that is again part of 

the QoF. Social and emotional issues were not always considered to be relevant.  

 

‘I do all the normal things, I weigh them, I do their blood pressure, and just ask them about 

their smoking, alcohol, all those general things.  And then talk to them a bit about their diet 

and how they've been over the last six months, and try and keep it specifically to how have 

you been as regards your diabetes, otherwise we get…encompassing their whole life, 

information that you don't really need for diabetes clinic’ (HCP 6). 

 

Some professionals (e.g. HCP 6) were comfortable that fulfilling the requirements of the 

QOF was a suitable framework for good quality care. Others considered QoF to be a set of 

minimum standards, with other factors expected in the management of long-term 

conditions: 
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However, a lot of stuff on QOF is just basic standards, it doesn’t incorporate a lot of other 

things that we ought to be seeing these patients for, at their annual review, particularly, the 

COPD, there’s very little on the QOF for COPD patients and we do far more than what 

indicators there are.  So, for each one, trying to provide quality of care and good holistic 

care, not just tick box exercise really, yes, we have to meet the QOF targets, because, you 

know, we wouldn’t have a surgery, so, financially, we have to make those targets, so, yes, 

there is a big driver there, but, it’s not the be all and end all, that is basically…I see that as 

a basic framework to work from and we go way beyond what’s on there really (HCP 8). 

 

Another limitation of scope was that the focus on meeting the needs of the QoF meant that 

many reviews were focussed on a single condition, even with patients with multimorbidity. 

Many professionals were aware of the limitations of such an approach, but lacked training to 

manage the complexities of multimorbidity or were hampered by organisation of 

appointments around disease-specific QOF targets.   

 

(ii) Proactive organisation of consultations 

 

Care plans and care planning are designed to support proactive and anticipatory care, where 

issues and goals are identified, documented, and followed up regularly to assess progress, 

change in goals, and to organise services and patient activity to meet those goals over time.  

The extent to which professionals adopted a proactive approach varied sigificantly. At the 

organisational level, most patients with long-term conditions were followed up with letters 

to encourage them to attend a disease specific review.  

A more proactive approach was displayed in a number of different ways. For example HCP 

19 observed that 6-12 month reviews were not always sufficient, and some patients, 

particularly newly diagnosed patients, needed more contact time. Rather than rely on 

information leaflets to educate the patient, HCP 19 took a more proactive approach and 

saw the patients more regularly to reinforce self management techniques: 

So initially if someone’s diagnosed with diabetes I will see them weekly, half an hour per 

week until they are happy that they understand what diabetes is, how we’re going to treat 

it, that they’re happy….Once a week for about a month. Obviously we’ve got Desmond as 

well that we refer to, which they probably see me there as well because I teach that. Initially 

when they’re first diagnosed I find patients that weren’t mine initially, they actually don’t 
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know what diabetes is, and if they don’t know we haven’t got a chance. And we talk about 

diet and exercise and I try and say to them that is the foundation and if we don’t get that 

right to start off with I can throw as many tablets as you want at you but we’re not going to 

be able to get where we want to get. So I’m very lucky that way. Once they’ve done that I 

will probably see them again in three months for their HBA1C because I think six months is 

just too long when you’re first diagnosed. You’ve probably got loads of questions. And if 

they’re well controlled I’ll see them every six months. So the minimum somebody sees me is 

twice a year (HCP 19) 

For others, the organization of care within the practice and the limitations of time and 

resources meant that many patients were seen once every 12 months, which put significant 

limits on their ability to undertake processes of relevance to care planning.  

(i) Shared decision making and self-management 

While all professionals argued that shared decision-making and patient choice underpinned 

their approach to management, there was a general focus on the role of information and 

education to encourage informed decisions.  

‘It’s a case of persistence or sometimes referring outside and referring to a specialist if I find 

I’m just not getting anywhere with them and the patient’s health is being affected because 

of that. But again you can’t force the patients to do what they don’t want to do. As a nurse 

in general that’s something you will always come across and there’s only so much you can 

do. As I say, you can’t force somebody to do what they don’t want to do. You can just give 

them all the information and that’s their decision whether they choose to take it on board or 

not (HCP 10)’  

In terms of Charles et al’s 16 research on decision making processes in healthcare, the 

approach adopted by professionals might be more adequately described by the ‘informed 

treatment decision model’, in which strategies are focussed on educating the patient to 

make informed decisions. The primary focus of the consultation is to give the patient a 

genuine choice, but if they choose not to follow the preferred course of action, it is not 

deemed to be a professional responsibility to ‘force’ the patient to change.  
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I would try and discuss, then, what sort of diet they should be having and what we aim to 

try and achieve, you know, try and achieve exercise capacity, weight loss, if it’s necessary, 

and, then, I usually offer them the patient education, because we can’t do, possibly, all that 

they do in such a short session with us, you see, and I often do a referral.(HCP 11) 

 

For those professionals whose perception of their role was limited to educating patients, if 

patients decided not to change their health behaviours then this might lead to suggestions 

that nothing more could be done: 

 

Well, at the end of the day I hate that the patients sometimes come in and put the 

problems back onto us and it is up to them, I can only give them the advice. If they go 

away…I do find it frustrating for instance if people are obese and then they come back 

with complaining of obviously worsening blood sugars and I've gone through complications 

and I've tried to help them with their weight loss and they haven't gone out and done it, I 

find that really frustrating really, but I've got to just accept that not everyone's going to listen 

to what I've got to say (HCP 1).  

 

Current consensus around effective self-management behaviour change (at least at the 

individual level) is that specific techniques (goal setting, action planning) are necessary to 

achieve change consistently. However, levels of goal setting varied. The type of goals set 

were diverse and ranged from biomedical goals (‘I aim to reduce my HbA1c’), to dietary 

goals, medication goals and smoking cessation. For some, the goals set were professionally 

focussed and were underpinned by QOF targets:    

 

Well, again, I’d say more so with the diabetic patients. Trying to control their HbA1c levels is 

usually a kind of a goal that you want them to try and aim. If somebody’s particularly poor 

controlled you will, say, give them six months, we can try and alter any medication or adjust 

lifestyle and then review in six months and see if that’s happened. Other than that the goal 

is usually by the end of the year for the QOF really that so many percentage of your 

patients have had blood tests, so many percentage have had spirometry, so many 

percentage have had…that does dictate a lot as to what we do. (HCP 10). 
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Not all goal setting was professionally led and professionals implemented a number of key 

strategies to facilitate a collaborative goal setting, despite a general perception that some 

patients preferred a more professional-led, paternalistic style of care. To counter this, 

professionals would ask open questions so that the goals developed might better reflect 

patient preferences: 

Everything is obviously put on a computer so we tend to put that goal on a computer.  So 

it's about really forming a good therapeutic relationship.  Now I try and turn it on its head 

and say what do you feel you would like to achieve?  Right, what do you feel you would like 

to achieve? (HCP 12) 

So there are usually ways… if the patient is willing we say, ‘Look, what’s the one thing you 

want to improve?  How do you think you can do it?  How can we achieve this?’  And we 

work with them to try and find a way of achieving what they want to do. (HCP 17).  

Small goals were also considered less daunting and more achievable for the patient: 

So I said tell you what, don't give up the Coke instead of having six bottles a day see if you 

can cut it down to three.  Okay I think I can do that.  So he’s started.  I'm not going to say 

it's because I said it, but I did ask him and that was his reason he loves Coke and to him his 

life at the moment, he’s weighed up how things are and to him his life would be intolerable 

if he couldn't drink Coke (HCP 12). 

 

However, although goals were developed with patients, there was an awareness that 

patients may struggle to achieve their goals and therefore need more advice.  

So there are specific things like asthma and COPD, yes you have management plan and 

give them a management plan, and we always say, look if this, this and this happens you do 

this, this and this and we set goals, try and set goals, so let’s see if we can achieve this or 

achieve that.  With the open door policy if it's not working and you're not happy, you can 

always ring us for advice, you can come down and see us and we also direct them to other 

agencies that might help them (HCP 12) 
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Working in collaboration with other professionals was also considered essential in helping 

patients achieve their goals, particularly if the goals related to weight management or 

smoking cessation in which specialised clinics often existed to support the patient:  

While personal goal setting was a routine practice for some professionals, many did not 

record goals in a care plan or in the patient notes. For some, this was considered justified as 

they may only see their patient once every 12 months so reviewing goals was not 

considered practical. Goal setting in this context was used as a way of identifying the other 

resources patients could use to achieve their goal.  

Drivers of variation in consultations for long-term conditions 

 

The previous section has highlighted those aspects of long-term condition management that 

are of relevance to care planning. We now describe drivers of variation in these aspects at 

three levels: 

 

1. Individual professional issues 

2. Practice context 

3. Wider context 

Individual professional issues 

The delivery of care for long-term conditions still reflected variation in individual attitudes 

to management among professional respondents, including (a) professional attitudes towards 

their role in helping patient manage a long-term condition (b) their perceptions of patients 

and (c) their relationships with patients. 

Professionals generally alluded to the importance of helping patients self manage in the 

consultation:  

 I’m a great believer of patients, like, I say to them, this is your disease, it’s not my disease, 

you see me once, twice a year, you’ve got to manage it yourself, so, it’s more around self 

management, self management plans, and all that (HCP 2) 
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As noted above, most professionals focussed heavily on educating patients to promote 

patient self management:  

At the moment, I think, a lot of it is down to education, particularly from, well, from the 

respiratory side, it’s educating them around how their inhalers work, they often come in and 

say, the preventer doesn’t work, I don’t feel any benefit from it and, then, it’s educating 

them around that, they’re not going to feel any benefit from it, as such, over the next hour 

or so, but it’s weeks down the line that they’ll get the benefit from it and, sort of, educating 

in that way and, you know, educating them about taking it regularly.  So from that respect, 

it’s education really and diabetes is education, as well, isn’t it, and the fact that they eat a 

reasonable diet and exercise and knowing why things are happening to them (HCP 6) 

While educating patients is an essential component of care planning, some professionals 

were frustrated that patients did not listen to the advice they gave them:  

Well, at the end of the day I hate that the patients sometimes come in and put the 

problems back onto us and it is up to them, I can only give them the advice. If they go 

away…I do find it frustrating for instance if people are obese and then they come back 

with complaining of obviously worsening blood sugars and I've gone through complications 

and I've tried to help them with their weight loss and they haven't gone out and done it, I 

find that really frustrating really, but I've got to just accept that not everyone's going to listen 

to what I've got to say (HCP 1). 

Professionals varied regarding their role in self-management. HCP 9 for example developed 

weight management plans to help her patients achieve weight loss, but in contrast, HCP 13 

did not feel she was qualified to help patients with their diet; her role was to act as a 

conduit to other more qualified professionals:   

As I say to the patients and they come to me and say can I eat all this and give me a list of 

foods, for example, I will know the majority of them but there is some I don't know, so I say, 

look I'm not a dietician, I'm not dietician trained, but somebody who might be able to help 

you is the health training because that's part of their role, and in fairness I think once you 

tell the patients that they are clinically obese or they are overweight or they're not doing 
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enough exercise, a lot of them will try to do something about it, they try to impress you(HCP 

13).   

Our analysis indicates that professionals may not always have access to a range of strategies 

to encourage behaviour change. This, combined with the fact that the professionals are 

generally advocates of patient choice, means that reinforcing information is considered an 

appropriate way to interact with patients without putting excessive pressure on them to 

change.  

The extent to which consultations included aspects relevant to care planning was also 

dependent on the relationship with the patient.  

‘Quite a lot of the patients know me and they’ll just come in for a chat or they know they 

can come in for a chat. They don’t have to come for a blood pressure check. So if 

somebody’s upset about something or they’ve got a problem or they need something sorting 

with their housing quite often they’ll just come and see me and we’ll chat through it and 

we’ll try and find a solution to the problem….So having quite a good relationship with your 

patients is quite good because you know when they’re not right, and most of them, things 

are quite insipid so they’ll just put up with it. They won’t do anything about it until they’ll say 

to you oh well, actually I’ve been really breathless for three months and I can’t walk up the 

drive any more like I used to. You go well, there’s something you can do about that. But a 

lot of them think it’s getting old. (HCP 16).  

For some professionals, preserving this relationship was fundamental, so some would adopt 

a non judgmental stance to ensure the patient returned for follow up consultations:   

I never tell people off because it doesn’t get you anywhere and if they think they’re going to 

be coming in to be told off, well what’s that going to achieve?  They’re just going to be more 

reluctant to come.  And they’re not going to listen to you at the end of the day, so no.  I 

don’t.  I mean, it does frustrate me when some of them won’t do anything.(HCP 17). 

Professionals also did not want to come across as telling the patient what to do; enabling 

patient choice was considered central to maintaining a good relationship with the patient: 
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I mean, I think you try and approach it as a…you know, not dictating to people, just saying 

well, we have to give you the facts and these are the facts.  We know that research does 

show that if your sugars run high for a period of time, in combination with your high blood 

pressure and the fact that you smoke, there is more chance of XYZ happening.  You know, 

support is here if you want to address any of that. Or you know, we do have a community 

health trainer as well that comes to the practice twice a week.  So there's lots of options for 

help and support. But ultimately, we say to them well, it's your decision whether you, for 

instance, take your tablets or, you know, stop smoking, and just try and help them manage, 

you know, the elements of their health that they are willing to manage (HCP 4). 

While some professionals focused on maintaining a good relationship with patients, a 

minority believed ‘honesty was the best policy’:  

I said to a patient once you are a walking time bomb, and I told the nurse who I was 

working with at the time what I said and she herself nearly had a heart attack, you didn't 

say that did you?  I said, yes I did, I even put it in his notes, that he was a walking time 

bomb, you can't as I say paint over it, you've got to tell them the facts, but what they come 

in here and what they walk out with could be something totally different (HCP 13).  

Because when you’re discussing with somebody’s who got diabetes, you say to them it’s one 

of these things that you don’t know you’ve got until something can sometimes happen.  Like 

‘Oh, I’ve got problems with my eyesight, problems with my kidneys, problems with my feet 

and sometimes it can be too late, so this is why you have to say ‘This is what you need to 

do.’  You don’t know something’s going wrong until it has gone wrong, so this is why you 

need to keep your sugars under control.  If you’ve got a good control of your sugars, then 

hopefully the side effects will be a lot less (HCP 14).  

Some professionals felt that they had no choice but to assume a paternal but proactive 

stance in some situations, particularly if they felt the patient was not achieving anything 

constructive:  

So, I think, at some point you have to, almost, be a little bit firm with patients and say, well, 

actually, you know, you’ve been on a smoking cessation programme, now, you’re still 

smoking, let’s just stop what we’re doing, forget it, for now, and lets try again, because, you 
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know, sometimes, I think, you’ve got to, almost, give them permission to say, well, actually, 

you’re not ready to stop smoking or you’re not ready to lose weight (HCP 8) 

While professionals’ relationships with the patient framed their approach to care, their 

assumptions about patients also framed this dynamic. It has been suggested that professional 

approaches to care are underpinned by their categorizations of patients.17 Non-compliance 

was often attributed to the characteristics of the patients and professionals rarely took any 

responsibility for unwillingness of some patients to self manage: 

There are some that no matter what we’ve done it doesn’t help them. And people who say I 

don’t want to. They’re happy with their life the way it is, they don’t want to stop smoking, 

they don’t want to stop drinking, and that’s the way it is, and there’s nothing you can do. I 

never tell people they must do things. I always say this would be ideal, but if ever you want 

to give up smoking or you want me to help you with your diet or you want me to do these 

things come and see me. I never, ever say to them you must do something. Because I think 

human nature is such that people rebel naturally anyway (HCP 16) 

The demographic characteristics of the patient were also referred to in justifying non 

compliance: 

You can normally tell the minute they walk in the room, the minute they walk in you can 

normally tell, and I think I've been lucky in the sense, because I've worked in a few GP’s 

surgeries, I've worked in an upper class area where the patients are ill well patients.  So 

they are well, but they have high cholesterol, and they will do something about it, whereas 

I'm lucky now because I've got the experience of working in a mixed area, a lot more lower 

class patients in front speak, who they feel well, but their risks are really high or they think 

because they are 70, and they are diabetic and their diabetes is so out of control they feel, 

oh well I'm 70 that's why I feel tired all the time.  No its not, it's because you are diabetes is 

out of control.(HCP 13) 

There was evidence that patients were sometimes categorised in terms of their self-

management, and that professionals saw limited potential for the latter to improve their 

health behaviour. Such categorisations mean that certain groups of patients would not be 

offered care planning as there was perceived to be little point to doing so. However, some 
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professionals were aware that the labelling of patients may lead to bad practice and they 

would reflect on their own position in the consultation: 

No, there are, there are some patients where, no matter what you will do, but, I mean, I 

always say, why are they bad?  Is it the lack of understanding?  Is it because they’re in pain 

or they’re not being addressed properly or they’ve been frustrated?  Quite often, there is a 

reason for it, they’re very few, I think, patients who are just, no matter what you do for 

them, they’re just never satisfied, I think, they’re few and far between, but, there are them 

about (HCP 2).  

 

Our analysis thus indicates that a combination of professional role perceptions, combined 

with categorisations of patients influence care planning. For some, care planning is not 

considered to be part of their role. Others may be willing to engage patients with elements 

of care planning, but only in relation to certain patients. This was particularly the case with a 

written care plan, as it was assumed that the majority of patients would not be interested in 

using one 

 

Organisational context 

 

Organisational context is important in understanding how healthcare is delivered in primary 

care. Organisational context consists of practice structures, cultural ethos, organisational 

strategies and the values and identity of staff.11 It has been argued that a lack of 

‘organisational investment’ in an approach such as care planning will invariably result in an 

‘individually driven’ consultation, which relies on the personal strategies and ideals of the 

professional, as detailed above.17  The qualitative analysis supports these studies showing 

that organisational context partly explains the varied approaches to care planning in primary 

care. 

 

In response to the requirements of the QOF, long term condition reviews were routine in 

all the practices involved in the study.  A number of conditions, including diabetes, COPD, 

asthma, CHD, IHD and hypertension were subject to regular patient reviews. In some 

practices, CKD and epilepsy were also targeted for regular review, but this was dependent 

on patient list sizes.  
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As the QOF may affect the income potential of a general practice, all the practices had some 

form of recall system. For the larger practices involved in the study (patient list sizes above 

10000, Checkland and Harrison, 2010), formal arrangements were in place to ensure that 

patients were recalled for their review. This often involved a large administration team, in 

which one administrator would take responsibility for a specific condition. In the smaller to 

medium size practices (practice list size below 10000), this system was less formalised and 

while the recall system was in place, the responsibility for recalling patients was sometimes 

shared between administration staff and the practice nurse or health care assistants:  

 

Practice nurses played an important role in long term condition management. It is now 

standard practice for the QOF targeted conditions to be managed by practice nurses rather 

than GPs. In this study, practice nurses generally managed clinics for diabetes, COPD, 

asthma, CHD and hypertension. In some practices (n=10), a practice nurse, with the 

support of a health care assistant, would review all patients with a long term condition, 

while in other practices (n=8) nurses specialised in a certain condition and managed that 

condition only.  

 

One common feature of all the practices involved in the study is that conditions such as 

osteoarthritis, rheumatoid arthritis, IBS or depression, would be managed by the GP. This is 

partly because practice nurses are not generally trained to manage these conditions: 

 ‘One of our GPs, Doctor Beattie, he’s the lead really for depression and for mental 

health problems so generally the patients will see him if they need to go on 

antidepressants and things. I don’t tend to initiate that, just because it’s not something 

I’ve ever had training in. Some I do. Some patients I’ll start off. But in general, because I 

do so many other things, it’d just be another thing to take over’ (HCP 16). 

 

As the QOF registers are condition specific, and the QOF heavily influenced practice 

structures, in general, there was a single condition approach to management. From a care 

planning perspective, this emphasis on the QOF targeted conditions could be problematic as 

other conditions could impact on how the patient engages with the care planning process.  

A small number of practice nurses interviewed acknowledged that the QOF had reinforced 

the single condition focus in general practice: 
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‘I think, QOF has been responsible for this, really, in a way, that it focuses on diabetes, 

heart disease, recently COPD, which it hadn’t before, sort of, quite low down, really, but, 

you know, for big disease areas. And, I think, we tend to forget the other long term 

conditions that patients have, you know, I mean, arthritis is such a debilitating painful 

and miserable, sort of, condition to live with and I don’t think, probably, we do do 

enough for these patients really and, I think, maybe, as time comes, we’ll start seeing 

these…I mean, epilepsy is now coming through on QOF. Depression is on QOF and 

things like mental health, so, we are seeing things coming through, but, I think, the way 

that QOF is, now, it sounds very cynical, doesn’t it, but, I think, some GP’s will not up 

and run with something, until there’s QOF attached to it, that sounds terribly cynical, 

but, I think, that’s the way it is and, in a way, I mean, there aren’t as many faults with 

QOF, I think, it has been a good thing in standardising care and improving care, 

standardising care and, I think, it has been a good thing, really, there’s a lot of negative 

things, as well, but, I think, on the whole, it has been good, but, I think, the adverse 

affect of that is, it’s made us forget about the other long term conditions really and still, 

things like arthritis, it’s still, very much, managed in secondary care’.(HCP 8) 

 

Only two practices co-ordinated appointments so that patients with multimorbidities would 

be seen in one appointment. Multimorbidity in this context however was defined as 

diabetes, respiratory and cardiac conditions or CKD. A patient with arthritis and COPD for 

example would still need to attend two separate appointments. Three practices did try to 

combine the review for diabetes and CHD as the clinical monitoring and advice were 

similar. Some healthcare professionals also dealt with multimorbidity opportunistically, but 

there was no formal structure to ensure this happened.  

 

Sally, the other nurse, specialises in diabetes and takes the lead in heart failure as well.  But 

previously, I've done a lot with diabetes, so we're trying to now…we have sort of had the 

approach that, you know, one nurse specialises in certain long term conditions, and patients 

book in for annual review with them, but we're trying to change it so that we…we're hoping in 

the future just to run maybe a long term conditions appointments, where it doesn't matter 

which long condition but you see either nurse.  Because there's a lot of crossover and there's lots 

of patients that have got any number of long term conditions (HCP 4, Respiratory Nurse).  
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It has been argued that the QOF reinforces a biomedical approach to patient care and a 

single condition approach to long term conditions management.14 There was not always a 

formal organisational strategy to improve the care of patients with a long term condition; 

the main priority was to ensure that the QOF targets were met: 

 

‘We approach it from a QOF perspective, rather than a disease management perspective, 

so if we haven’t got enough asthma people towards the end of the year, then we talk about 

it that way, but we wouldn’t necessarily have a meeting, because the asthma consultations 

are low, or we’ve had poor response to the asthma invitations, or we seem to have lots of 

acute asthma attacks during the year. We wouldn’t necessarily focus it on a disease 

management approach; it’s more of a QOF management (HCP 18) 

 

Very few practices had specific meetings or strategies to improve the care of patients with 

long term conditions. Meetings about long-term conditions were in general related to QOF 

targets, although updates on NICE guidelines and updates on disease management were 

discussed in some practices: 

The importance of incentivising a healthcare intervention, such as a care plan, was 

highlighted in one interview with a diabetes practice nurse who had previously used care 

plans when they were incentivised as part of a LES scheme in Bedfordshire PCT. Although 

the nurse in question still used care plans, she no longer used them with every patient as 

there was no financial incentive to do so:  

I mean it’s not QOF but we had a diabetes LES for a few years, and one of the goals in the 

diabetes LES, to get maximum money, was to provide care plans.  So as we signed up to 

the LES, and one year it was care plans, and for a certain percentage of our patients to 

have handheld care plans….  I think there probably could be other patients that would 

benefit from that sort of approach.  I think the problem is all the other areas, the GPs are 

the leads, and they’re more interested in ticking the boxes.   

Professionals encountered a number of organisational barriers that accounted for the 

limited amount of care planning in the consultation. Time restrictions were prevalent. 

Consultations were therefore often rushed and there was not always time to prioritise the 
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concerns of the patient. If prioritising the concerns of the patient, some professionals then 

failed to complete the requirements of the QOF.  

Time.  I think the problem… the problem is, I mean a lot of… you have to do the physical 

care as well as the rest of it, and trying to do everything, even in a half hour appointment, 

you can spend the whole half hour talking about their goals, and you don’t actually do the 

patient’s blood pressure.  Well you do do it, or their foot check, and of course that’s part of 

QOF, and it has to be done (HCP 17)  

Some professionals expressed a desire to be more pro-actively involved with a care planning 

approach; however due the appointment times, which often ranged between 20-30 minute 

consultations, professionals did not always think this was possible: 

An extra ten minutes would be better, because then, we could talk to them a little bit, and 

then if they want…because very often, some patients, it’s fine, they don’t have any 

questions, and they’re quite happy, but it’s the ones who have the questions that you want 

to go over, and make sure they understand it, and maybe a little bit more anxious, they 

would benefit by an extra ten minutes, so we are looking at increasing it to…but not at the 

moment (HCP 18).  

Wider context  

While our analysis shows that practice based organisational drivers were important in 

shaping the content of long term condition reviews, NICE guidelines and PCT requirements 

also framed the nature of the consultation. PCT guidelines in particular indicated how and 

when HCPs should refer patients, whilst NICE guidelines shaped which medications should 

be prescribed. HCPs were very positive about NICE guidelines as they were evidence based, 

and thus promoted good clinical practice:  

I think all clinical practice is or should be evidence based.  So if you're looking at NICE, one 

would say that's the gold standard of evidence based, because they have hopefully done 

randomised control trials and whatever, and obviously you can look at systemic reviews and 

all sorts of things, but you want to go to gold standard, so NICE is a body that is known for 

that.  I think what’s difficult is the NICE guidelines tend to implement on the QOF, so when 

they set that somebody’s blood pressure has to be, or somebody’s blood sugar HbA1c has 
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to be at six or below and you've got somebody who originally started out at 12 or 15 of a 

HbA1c which is quite serious, you can get them just to about eight, but that's a significant 

difference sometimes trying to meet all those, and elderly patients sometimes it is so difficult 

to try and get cholesterols at the exact, in order to get your… it impacts on health 

obviously, but it’s almost in order to get the point you have to get it and sometimes you feel 

like you're being an accountant.  You’ve turned it on its head again and you're actually not 

thinking about patients, you are, but sort of thinking you're having to try and fight to get the 

patient down, well sometimes there are some patients that you just won’t reach that level 

whatever you do, but you’ll do your best, but I think you need to work hard to get to those 

levels, because obviously it's evidence driven, so I think your practice has to be evidence 

driven.  So in some ways yes, you're autonomous and all your autonomy or some of the 

autonomy that you have is underpinned by good evidence (HCP 12) 

Although NICE guidelines differed for each condition, non-medically specific guidelines such 

as NICE behaviour change guidelines which might complement a care planning approach, 

were not referred to in any of the interviews.   
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Chapter 9 Summary and conclusions 

 

The aim of the CAPITOL project was to provide a comprehensive evaluation of the 

implementation and outcomes of care plans and care planning in the NHS.  

 

The definition of care plans and care planning 

 

Care planning has been introduced as a generic approach to quality improvement in long-

term conditions, which is congruent with other models of intervention for care for long-

term conditions (such as the Expert Patients Programme)1 and takes advantage of the 

common challenges faced by patients with different conditions, and the synergies in self-

management tasks across conditions for those with multimorbidity.2  

 

Nevertheless, the background and conceptual review did highlight the range of different 

approaches to care plans that have been adopted in policy and practice, the many different 

types of care plans that could be implemented, the varied mechanisms by which care plans 

and planning may have an effect on outcomes and the range of outcomes they might be 

expected to have.   

 

In health services research terms, this represents a version of a ‘complex intervention’, 

defined as interventions that ‘comprise a number of separate elements which seem essential 

to the proper functioning of the intervention, although the active ingredient of the 

intervention that is effective is difficult to specify’.3  An extensive literature has built up on 

different ways to explore and assess ‘active ingredients’,4,5 but assessing their operation and 

interactions remains an enormous methodological challenge. In the case of care plans and 

care planning, this difficulty is multiplied by the fact that both the plan and the planning occur 

in the context of a variety of other factors impacting on care for long-term conditions, 

including existing professional-patient relationships, other aspects of quality of clinical care, 

and the organisation of care at practice level, as well as wider social influences on health. 

Identifying the unique impacts of care plans and care planning is thus a significant challenge.   

 

The policy that all patients with a long-term conditions should be offered a care plan 

provides little guidance to the types of plans that patients should be offered, how this relates 

to specific goals (either personal, or condition specific), and how the plan should reflect 
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individual characteristics or patients’ illness trajectory.  Although it is possible to envisage a 

suite of care plan types for various disorders, with different functions depending on the 

particular needs of patients, implementation of such an approach is fraught with difficulties. 

There would also be significant problems in the context of patients with multimorbidity, or 

where different professionals in separate locations are involved in care and high quality 

mechanisms for integration do not yet exist. 

 

The lack of clarity identified by the conceptual review was reflected in the qualitative work 

with patients and professionals. Written plans, and their related processes (such as goal 

setting and action planning) are generally considered core to effective behaviour change (at 

least within a psychological paradigm).6 However, consensus among professionals in 

behaviour change does not appear to be shared by a significant proportion of patients or 

professionals. Although some of the functions and benefits of care plans could be discerned 

by some respondents, few had a clear idea of their precise place in the management of long-

term conditions, and there was ambivalence concerning their effectiveness or relevance to 

all patients (especially in terms of the written plan).  This is in contrast to other, competing 

markers of quality of care (such as those defined by the QoF) where there was greater 

consensus about validity, which combined with incentives, meant that they were accorded 

far higher priority. The ambivalence among the primary care professionals outlined in this 

work are consistent with (as yet unpublished) data from the evaluation of the Health 

Trainer initiative, where Personal Health Plans are a key indicator of activity under that 

scheme, but are not viewed as positively by trainers or patients. The data also echoes some 

findings on the introduction of patient reported outcomes in areas such as depression, 

although here patient views may be more positive than those of professionals.7 

 

The process of care planning  

 

Our preliminary qualitative work (Chapter 4) suggested that care planning discussions labelled as 

such, or the use of written care plans were rare. Most patients were unfamiliar with the 

term ‘care planning’. However, most described components of care planning which 

occurred over a number of contacts with health care professionals – we termed these 

‘reactive’ care planning.  
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Some particular elements of care planning related to anticipatory and proactive care (such 

as goal setting and action planning) were rare. Patients raised a number of potential barriers 

to future delivery of effective care planning, including poor continuity and coordination of 

care, lack of time in consultations, and absence of formal systems for planning. There was 

also evidence of low expectations concerning care, combined with concerns about what was 

legitimate to discuss within consultations for long-term conditions.  

 

The survey data discussed in Chapter 5 suggested that a significant minority received a 

written care plan, although the reported rates of ‘care plans’ were far below those of ‘care 

planning’. Although the overall GPPS data has evidence of validity,8 the care planning 

questions have not been through an extensive process of validation, and our experience 

with our own cohort suggests that many responses to GPPS which suggested the presence 

of a care plan may reflect other forms of written documentation which may have utility 

(such as patient information, or nursing care records), but which are peripheral in terms of 

the policy vision of a written care plan for long-term conditions. It is noteworthy that the 

evidence quoted in the Darzi report about high levels of care plans in other countries was 

actually concerned with ‘written instructions about how to manage their care at home’.9   

 

Rates of care plans (after confirmation via telephone interview) were very low in our cohort 

study (Chapter 6) although the small percentage who did report care plans generally 

reported a positive process and reasonable levels of satisfaction and self-reported benefit. 

Follow up of patients in the cohort for qualitative interviews did again indicate that 

responses to surveys which are suggestive of care plans often relate to other forms of 

written documentation. It is noteworthy that quantitative data from the integrated care 

pilots reported around a quarter of patients with a written care plan at baseline,10 whereas 

few were in evidence in the qualitative sample drawn from those same pilots (Chapter 4). 

Detailed assessments of care planning through routine NHS surveys may be difficult without 

significant consensus over meaning of such terms, which is at present absent in both 

professionals and patients.  

 

Rates of care planning (as measured by GPPS in Chapter 5, and in the cohort in Chapter 6) 

are noteworthy. Even the most liberal definition of care planning used in Chapter 5 

(whether respondents ‘reported discussions in the past 12 months with a doctor or nurse 
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about how best to deal with their health problem’) still found that one in six patients replied 

negatively, although it is not clear if this reflects lack of use of primary care, or reflects their 

judgement of the quality of their interactions as not meeting a relatively minimal standard.   

 

Although rates of activity meeting the broad definition of care planning were high, data from 

the cohort from responses to the PACIC scale (Chapter 6) demonstrated relatively low 

prevalence of many of the core activities recommended in the Chronic Care Model as part 

of good quality care. Although the majority of patients reported that their ‘care was well 

organised’, aspects of care such as being given choice for care, being helped to set goals, and 

helped to plan ahead were reported by a third or less, and the mean scores on the PACIC 

were generally lower than those reported in other countries (although such comparisons 

are of course potentially confounded by other differences and must be viewed with caution).  

 

The low prevalence of care plans in both the cohort and the qualitative subsamples meant 

that the focus of the analyses in Chapters 7 and 8 shifted from the original focus on 

implementation of care plans and care planning in practice, to an assessment of the 

perceived and actual barriers to the use of care plans and care planning.   

 

The analysis highlighted that the adoption of care plans by patients was contingent on 

several factors before such plans were likely to be seen as feasible. Among patients, these 

barriers were conceptualised in terms of 3 factors: adaptation and attitude to long-term 

conditions, attitudes to health care, and the nature of available health care. It was not 

evident from the interviews that the majority of patients saw a written plan as an obvious 

solution to identified problems in care.  

 

The qualitative study with professionals (Chapter 8) found limited use of care plans by 

nurses, and highlighted the barriers to their use, and especially their use with all patients as a 

generic approach across long-term conditions.  In primary care, the processes and systems 

developed to deliver the QoF targets are profoundly important drivers of practitioner 

behaviour. However, there was also evidence of significant variation among nurses in their 

approach to care which reflected individual attitudes to their role, and the nature of their 

relationship with individual patients.  
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Among professionals, barriers to the adoption of care planning reflected a combination of 

conventional logistical issues that are faced by any quality improvement in primary care, 

combined with more fundamental doubts about the generic appropriateness of care plans, 

and their effectiveness. There is little evidence that the behaviour change techniques and 

philosophies that underpin care plans and care planning have significant purchase among 

professionals responsible for the delivery of the bulk of care for long-term conditions. This 

reflects earlier work with professionals in the UK and elsewhere.11-14    

 

The outcomes of care planning 

 

Making an empirical assessment of the effectiveness of care plans and care planning is 

difficult. As highlighted in Chapter 3, care planning encompasses a range of different 

activities which are difficult to assess and control in intervention studies, and there are 

relatively few evaluations of the impact of a discrete written care plan, as these are generally 

introduced as part of a more complete package of care, including self-management support 

and additional professional contacts. Previous reviews15 have assessed the evidence base for 

the components of care planning and have made a case for their potential impact, but there 

is still an inferential gap between an assessment of the impact of components and the effect 

of their implementation as a whole. Studies that test the effects of care plans and care 

planning as part of a reorganisation of care for long-term conditions are as much an 

assessment of the ability of researchers to achieve demonstrable behaviour change in 

practitioners, as the effectiveness of specific components such as a written plan. 

Nevertheless, the benefits of care planning and care plans are far from proven.  

 

Similarly, as assessing the effectiveness of care plans and care planning is difficult, assessing 

their cost-effectiveness is also problematic.  The assessment of cost-effectiveness of the 

intervention is dependent on the quality of the effectiveness data used.16 Where the 

effectiveness data are limited, for example because it is difficult to exactly specify the 

constituent parts of the intervention, assessment of cost-effectiveness remains problematic.  

 

The cohort study was designed to overcome some limitations of existing data, to assess 

current implementation of the policy, and assess whether variation in the implementation of 

the policy was related to eventual patient outcomes at 6 and 12 months. The study was 
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designed to create two groups of patients similar in all ways, apart from their exposure to 

care plans (at the individual level) and care planning (at the level of the practice), and 

through that assess the impact on outcomes. Data from the cohort indicated that the design 

was successful in its aims, with the main differences between patients in the cohort being on 

their reported assessment of care planning (via PACIC) and reported care plans, with few 

differences on other key characteristics.  

 

Although patients with different experience of care plans and care planning demonstrated 

similar health at baseline, and their different experience of care planning was maintained 

over the 12 months of the cohort, their different exposure to care plans and care planning 

did not translate into changes in self-management or health over the 6 or 12 months of the 

cohort. 

 

A core limitation of the cohort reported in Chapter 6 is that, although the design was 

functional is producing two groups of patients who differed primarily in terms of their 

experience of care plans and care planning, the differences between the groups on their 

experiences of these aspects of care were modest in size (representing a standardised effect 

sizes of around 0.25). That size of effect would be at the low end of what one might expect 

of an outcome of an intervention study, whereas in the cohort this was the equivalent of the 

intervention, with the analysis designed to assess the effects of these modest differences in 

care planning on outcomes 6 and 12 months later. Although the size of the cohort meant 

that it would be powered to detect relatively small differences, it is possible that the 

differences in care planning activities in practices in the two groups were too small to 

translate into marked differences in outcomes.  

 

We explored patient level factors that might have moderated the effects of care plans. Such 

secondary analyses must be interpreted with caution, as they are prone to chance findings 

which may not endure, and may not have obvious clinical or policy significance.17 The only 

factor that showed significant evidence of moderation was gender, with opposite effects in 

relation to self-management and health outcomes. Our conceptual review (Chapter 3) 

provided no obvious rationale as to why gender should be related to differential effects, and 

the fact that the direction of gender effects on outcome are inconsistent would suggest that 
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the findings may reflect chance and should not be interpreted without corroboration from 

further research.  

 

Obviously, any non-random process such as that used in the cohort cannot ensure that 

groups are balanced on all measured and unmeasured confounders, and the possibility of 

confounding effects remain.  

 

It should be noted that these practices were identified on the basis of the best available 

national source of data on care for long-term conditions (GPPS), and designed to be as 

distinct as possible. Although sites with higher levels of care plans and care planning almost 

certainly exist (for example, higher levels would be expected in the Year of Care sites), the 

practices in the CAPITOL cohort probably better represent the sort of variation in care 

plans and care planning that exists nationally, and across long-term conditions (as most Year 

of Care interventions are focussed on diabetes).  

 

Variation in care planning for long-term conditions at the levels found in UK primary care 

does not have a demonstrable impact on outcome, but this does leave open the possibility 

that interventions (such as training, organisational change, or financial interventions) could 

cause larger shifts in care planning activity that might translate into demonstrable benefit. 

 

It is also important to keep in mind that there was no defined intervention in the cohort – 

exposure to different levels of care planning were likely to have been present in the groups 

prior to our specified baseline measurement, and it is possible that the effects had already 

occurred prior to our measurement. However, the data we have collected from the cohort 

and the other studies would tend to support the suggestion that the very similar trajectory 

of patients in terms of self-management and health outcomes largely reflect the fact that 

their experience of care plans and care planning was not distinct enough to provide a good 

test of the primary hypothesis about outcomes.   

 

Limitations of the study 

 

As noted earlier, our ability to answer core research questions about the impact of care 

plans and care planning in general, and around particular patient groups was limited by the 
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very low prevalence of care plans in the cohort. The results suggest that our cohort design 

was successful in creating two groups of practices that were similar, apart from their 

implementation of care plans and care planning, and recruiting two similar groups of patients 

within those practices. However, overall use of written care plans was very low, and 

variation between the practices in care plans and care planning was limited.  We were 

unable to conduct work suggested as a possibility in the original protocol around 

observations of care planning, again because of the low prevalence.  

 

It is possible that some of the problems associated with the cohort reflect an inappropriate 

method to identify ‘high’ and ‘low’ care planning practices. We based our definition upon 

data on written documents in GPPS. This provided a way of identifying practices that was 

efficient and accessible, although it was dependent on the validity of GPPS questions which 

had not been subject to extensive testing. The data on the PACIC measure from patients in 

the cohort does provide evidence that the GPPS data did reflect variation of relevance to 

our aims, and supports the validity of the selection process. The complexity of defining and 

describing care plans and care planning that we highlight throughout the report does suggest 

that more detailed observation of individual practices, their working arrangements, and their 

consultations with patients would perhaps have enabled us to more effectively characterise 

practices in terms of care plans and care planning, and may have led to more informative 

results from the cohort. However, such a process would have been very time consuming, 

and impractical in the context of project milestones, and would remain vulnerable to the 

fact that no validated measurement tools exist for capturing processes that might be 

involved in care planning.  

 

The cohort was designed to provide a global view of the impact of care plans and care 

planning, and the recruitment methods were slanted towards older patients with multiple 

long-term conditions, as this is where the impact of the policy would be expected to occur. 

Nevertheless, there are important numbers of younger patients with long-term conditions 

who might benefit from a care plan, and the research was unable to provide a detailed 

assessment of their views. It cannot be assumed that their views would be the same.  

 

Implications for research 
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If the introduction of care plans remains a priority, there is a need to develop effective 

measures of care plans and care planning for use in both research and quality assessment 

and routine monitoring. The PACIC scale has a developing evidence base concerning validity 

which we have summarised in a recent publication.18 The scale shows promise in terms of 

the identification of aspects of care which are relevant to care planning but also link to the 

widely used Chronic Care Model. However, our assessment of the scale suggests that it has 

certain features that may require modification for the UK context.18 Its performance 

compared to other relevant scales (such as the QIPP LTC-6) also needs additional 

assessment.   

 

Our study was focussed on primary care, as this is the context for the bulk of long-term 

condition management, and of the care plans identified in the study, most were created in 

this context. Nevertheless, attitudes to care plans and care planning may vary among 

professionals groups and contexts.  

 

The very low prevalence of care plans and care planning in our cohort sites meant that 

proposed research observing consultations to explore how the process worked in practice 

was not feasible. If care planning was more effectively implemented, such work would still be 

viable and useful to help determine how best to deliver care planning in practice, and might 

inform relevant training interventions.   

 

Implications for policy and practice 

 

Despite the consensus among academics and specialists in behaviour change, agreement 

about the function and benefits of care plans and care planning among patients and 

professionals cannot be assumed. The low levels of enthusiasm among patients and 

professionals reported in this study are in line with the existing international evidence. If the 

introduction of care plans remains a policy priority, the benefits need to be more effectively 

communicated.  

 

A generic approach to care plans and care planning (i.e. that they are for all patients across 

all conditions) has significant advantages and disadvantages. Implementing care plans and care 

planning may be facilitated by identifying particular groups where these interventions are 
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more clearly linked to defined deficits in care, before attempts at wider adoption. For 

example, the particular needs of patients in end of life care may be amenable to a more 

structured approach to care.19 

 

Patients in receipt of personal health budgets20 would be an example of those where an 

effective care planning process and a care plan could have more significant benefits, as it 

would be clearly linked to resources to implement change. The ongoing evaluation of 

personal health budgets will have potential to test whether this hypothesis is supported in 

practice. 

 

The frequency of multimorbidity among patients with long-term conditions is becoming 

increasingly apparent to those charged with planning and delivering services.21 Patients with 

multimorbidity manage complex management regimes,22 face difficult decisions about self 

management and dealing with priorities among conditions and their management,23 and may 

not receive high quality communication to help them cope.24 Their frequent and complex 

interactions with services (primary care, secondary care, emergency care) may leave them 

vulnerable to failures of care delivery and co-ordination.25,26 Patients with multimorbidity are 

also likely to demonstrate characteristics which might increase their capacity to benefit from 

care plans and care planning, including poor general health,27 advanced age,28  cognitive 

impairment, 29 low health literacy,30 and high levels of depression and anxiety.31,32 

 

It is unfortunate that the prevalence of care plans was so low in the cohort, as it proved 

impossible to conduct a proper assessment of the degree to which benefit varied across 

conditions. The qualitative work (Chapter 8) has identified individual patient characteristics 

and attitudes that might be associated with benefit, and which might allow targeting at the 

level of the individual patient, but there is a tension between the targeting of such 

interventions to those who are most likely to benefit, and the desire to ensure consistency 

across patient experience and equitable access to care innovations.  

 

The impact of effective use of care plans and care planning is unclear, both from existing 

reviews and trials, and from the current cohort. However, current levels of care planning in 

routine care are limited and more marked improvements in adoption of care plans and care 

planning might lead to substantive benefit. 
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Achieving the sort of substantial change in care planning activity that might be reflected in 

outcomes may require a number of methods, all with significant advantages and 

disadvantages. This might include financial or other incentives for care plans or defined care 

planning consultations, or implementation of care plans through other professionals (such as 

health trainers and case managers) outside routine care delivery in primary care.    

 

Clearly, the use of financial incentives has been a major part of quality improvement in 

primary care settings, and research is beginning to assess the advantages and disadvantages, 

both in terms of changes in quality of care,33,34 and changes in how care is actually  

delivered.35,36 Care plans have been incentivised in other health care contexts such as 

Australia, and although evidence is limited, it does not suggest that such incentives improve 

the quality of delivery of plans, even if it increases their frequency. Our conceptual model 

(Chapter 3) highlights the potential for encouraging the adoption of care plans without an 

appropriate planning process, and it is not clear that the issues under discussion in care 

planning are particularly amenable to incentives.37 As noted above, although the use of care 

plans might be incentivised through financial mechanisms, their impact may in turn be 

enhanced through links to personal health budgets, which may provide a more effective 

mechanism for implementing the outcomes of the care planning process.  

 

Given the importance of care for long-term conditions, and the evidence of low levels of 

adoption of aspects of the Chronic Care Model in UK primary care, assessment of the 

quality of delivery of care would be a useful addition to the ongoing assessment of NHS 

primary care performance and patient experience around access and interpersonal care. 
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The CAPITOL team have undertaken the following dissemination: 

 

Burt J, Roland M, Paddison C, Reeves D, Campbell J, Abel G, et al. Prevalence and 

benefits of care plans and care planning for people with long-term conditions in 

England.  Journal of Health Services Research & Policy 2012;17:64-71. 

Newbould J, Burt J, Bower P, Blakeman T, Kennedy A, Rogers A, et al. Experiences 

of care planning in England: interviews with patients with long term conditions.  BMC 

Family Practice 2012;13:71 

Rick J, Rowe K, Hann M, Sibbald B, Reeves D, Roland M, et al. The Patient 

Assessment of Chronic Illness Care measure: acceptability, reliability and validity in 

United Kingdom patients with long-term conditions.  BMC Health Services Research 

2012;12:293 

The following papers are in submission: 

 

Burt et al. Care plans and care planning in long term conditions: a conceptual model 

 

Bower et al. Multimorbidity and care for long-term conditions in the United 

Kingdom: baseline data from a large scale cohort study.   

We are also planning papers on the cohort study (Chapter 6) and the two qualitative papers 

in due course (Chapters 7 and 8) 
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