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Abstract

Background

Patient empowerment is viewed as a priority by policy makers, patients and practitioners
worldwide. Although there are a number of measures available, none have been developed
specifically for patients in the UK with long-term conditions. It is the aim of this study to
report the development and preliminary validation of an empowerment instrument for
patients with long-term conditions in primary care.

Methods

The study involved three methods. Firstly, a systematic review was conducted to identify
existing empowerment instruments, and to describe, compare and appraise their content
and quality. The results supported the need for a new instrument. Item content of existing
instruments helped support development of the new instrument. Secondly, empowerment
was explored in patients with long-term conditions and primary care practitioners using
qualitative methods, to explore its meaning and the factors that support or hinder
empowerment. This led to the development of a conceptual model to support instrument
development. Thirdly, a new instrument for measuring empowerment in patients with
long-term conditions in primary care was developed. A cross-sectional survey of patients

17

was conducted to collect preliminary data on acceptability, reliability and validity, using
pre-specified hypotheses based on existing theoretical and empirical work.

Results

Nine instruments meeting review inclusion criteria were identified. Only one instrument
was developed to measure empowerment in long-term conditions in the context of primary
care, and that was judged to be insufficient in terms of content and purpose. Five
dimensions (‘identity’, ‘knowledge and understanding’, ‘personal control’, ‘personal
decision-making’, and ‘enabling other patients’) of empowerment were identified through
published literature and the qualitative work and incorporated into a preliminary version of
the new instrument. A postal survey achieved 197 responses (response rate 33%). Almost
half of the sample reported circulatory, diabetic or musculoskeletal conditions. Exploratory
factor analysis suggested a three factor solution (‘identity’, ‘knowledge and understanding’
and ‘enabling’). Two dimensions of empowerment (‘identity’ and ‘enabling’) and total
empowerment showed acceptable levels of internal consistency. The measure showed
relationships with external measures (including quality of chronic illness care, self-efficacy
and educational qualifications) that were generally supportive of its construct validity.
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Conclusion

Initial analyses suggest that the new measure meets basic psychometric criteria and has
potential for the measurement of patient empowerment in long-term conditions in primary
care. The scale may have a role in research on quality of care for long-term conditions, and
could function as a patient-reported outcome measure. However, further validation is
required before more extensive use of the measure.
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Chapter 1
Patient empowerment in long-term conditions

1.1 Introduction

Empowerment is embedded within the language of current policy documents concerning
long-term condition management, and an important part of the United Kingdom (UK)
Department of Health (DoH) plans to modernise the National Health Service (NHS). If the
NHS is to improve the quality of care for patients with long-term conditions, then it is
necessary to understand the concept of patient empowerment. However the definition of
empowerment is not straightforward. This current study aims to define and measure
patient empowerment in long-term conditions.

1.2 Long-term conditions

According to the World Health Organisation (WHO) the burden of long-term conditions is
a global health priority [1]. It is also a current focus of UK health policy [2]. The DoH
define a long-term condition as ‘one that cannot be cured but can be managed through
medication and/or therapy’ [3]. The term long-term condition is often used
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interchangeably with the terms: ‘chronic disease’; ‘chronic condition’; ‘life-long disease/
condition’; ‘long-term disease/ condition’; and ‘non-communicable condition’ [4].

It is estimated that in the UK, 17.5 million people in the population are living with a longterm condition [5]. The management of long-term conditions impact all areas of life, often
bringing heavy burdens on patients - including psychological burden [6] and impacts on
quality of life [7]. Multimorbidity has been defined as the co-existence of two or more
long-term conditions in a patient [8]. The numbers of patients with more than one
condition are expected to rise by a third in the next ten years [9]. Patients with
multimorbidity may require a somewhat different approach to long-term condition
management [10].

1.3 Long-term condition management in the NHS

In the UK, the NHS is tasked with providing care that is high quality and cost effective:

‘Chronic disease represents a significant and exciting challenge for the NHS. Good
chronic disease management offers real opportunities for improvements in patient
care and service quality, and reductions in costs’ [11].
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According to current policy, there is a perception that usual medical care for people with
long-term conditions has involved care delivered in a prescriptive and paternalistic way –
characterised as ‘doing what the doctor tells you to do’, and that care was organised to
respond rapidly to acute conditions [2]. This has led to less than optimal outcomes,
including high levels of use of expensive specialist services in secondary care [2]. In turn,
this has led to interest in better ways of organising and delivering services.

1.3.1 The Chronic Care Model

As previously described, care for long-term conditions may require an alternative approach
which acknowledges patients’ physical, psychological and social needs, where the patient
is primarily responsible for the routine management of their care, and managing the burden
involved in living with a long-term condition.

The Chronic Care Model (developed in the United States) was proposed to guide quality
improvement by changing reactive acute-orientated care, to care that is planned, proactive,
population-based and patient-centred [12, 13].
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Figure 1.1 The Chronic Care Model [12, 14]
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The Chronic Care Model is a generic care model that can be applied to all patients with
long-term conditions and across different health and social care settings (see Figure 1.1).
Six common elements make up the model: community resources, health care organisation,
self-management support, delivery system design, decision support, and clinical
information systems.

The six elements of chronic care are based on evidence-based practices and a synthesis of
the literature of interventions that encourage collaboration between ‘informed and active’
patients and ‘prepared and proactive’ practitioners, leading in turn to ‘productive
interactions’ between them [13]. Aspects of the Chronic Care Model have been shown to
improve patient outcomes (such as disease outcomes), provider outcomes (such as more
satisfied practitioners), and produce potential cost savings to health systems [14-16].
There is evidence that self-management is one of the key drivers of improvement in the
model [17].
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1.3.2 The Health and Social Care Long-Term Conditions Model

Recently, the UK Department of Health has proposed a Health and Social Care Long-Term
Conditions Model to reduce the burden on secondary care services, and to shift routine
care for long-term conditions to be managed more effectively in primary and community
services [5]. Long-term condition management has been defined by the government as
encompassing all health and social care for people with long-term conditions [5]. Like the
Chronic Care Model, it is designed to deliver planned care and is structured around three
tiers; supported self-management, disease-specific management and case management [5]
(Figure 1.2 and Box 1.1).

The hierarchical tiers were designed to match increasing care with need in long-term
condition management (Box 1.1). The top tier is designed to support patients that require
increasing specialist care; the middle tier is designed to support patients who require
routine long-term management in primary care, and the bottom tier is designed to support
patients who are at minimal risk, who can be referred to self-management programmes in
the community [5, 18].
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Figure 1.2 The NHS and Social Care Long Term Conditions Model department [5]
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Box 1.1 Long-term condition management in the NHS

Level 3: Case management
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.
Level 1: Supported self- management
Collaboratively helping individuals and their carers to
develop the knowledge, skills and confidence to care for
themselves and their condition effectively.

33

1.4 Self-management and patient participation in health care

Self-management is a primary feature of both the Chronic Care Model and the Health and
Social Care Long-Term Conditions Model. The terms self-management and self-care are
often used interchangeably, and both concepts are relate to the way in which people with
long-term conditions are active providers of their care [19].

For the purpose of this thesis, the term self-management is used. The DoH defines selfmanagement in people with long-term conditions 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’ [20].

However, Figure 1.1 makes it clear that the care taken by patients’ needs to be linked to the
care delivered by their health care team to create a ‘productive interaction’. This is
dependent on high levels of patient participation in health care, characterised by:

‘an interaction, or series of interactions between a patient and the healthcare system
or health care professional in which the patient is active in providing information to
aid diagnosis and problem-solving, sharing his/ her preferences and priorities for
treatment or management, asking questions and/ or contributing to the
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identification of management approaches that best suit his/ her needs, preferences
of priorities’ [21].

1.4.1 Self-management and participation in the management of long-term conditions:
the role of ‘empowerment’

In 2003, the Chief Medical Officer in the UK stated that:

‘the patient as expert and partner in care is an idea whose time has come, and has
the potential to create a new generation of patients who are empowered to take
action to improve their health in an unprecedented way’ [22].

A government survey has shown that practitioners need to do more to empower people
with long term conditions than is currently practiced, in terms of: providing more health
and social care services support for self-care; more information and advice; self-care skills
training; and other self-care support that can benefit lifestyle and health [3]. A key finding
was that four in five adults with a long-term condition had never heard of self-care training
skills courses, and of those who had heard of them – only a quarter had actually used one
[3].
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The idea of empowerment being a basis for patient participation and self-management has
become firmly embedded within the UK government long-term conditions policy and
current models of chronic care. However, empowerment remains inadequately understood
as a concept and it is still not clear what would be the optimal ways of measuring and
facilitating empowerment.

The aim of this thesis is to overcome this deficit in the literature, and to offer clinical and
policy suggestions.
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Chapter 2
Understanding the concept of empowerment in health care

2.1 Introduction

In Chapter 1, the current models of care for long-term conditions were outlined. The
importance of self-management and patient participation was highlighted. The current
models of care view patient empowerment as a potential important driver of both. The
purpose of this chapter is to define the concept of empowerment, to show how the meaning
of the concept has gradually developed, and to describe related concepts. The chapter then
outlines empirical studies which have been conducted to understand empowerment from
the perspective of patient and practitioner in health care settings. Finally, the chapter
concludes with a theoretical definition of empowerment in long-term conditions in primary
care.

2.2 Defining empowerment

According to the Oxford dictionary, ‘empowerment’ is a noun which originates from the
verb ‘empower’, meaning to ‘give authority or power to’ or to ‘give strength and
confidence to’ [23]. The verb empower constitutes ‘to enable, to give the means, ability,
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or opportunity to do’ [23]. As a concept, empowerment is used in a wide range of contexts
including:

employees [24];
leadership style in organisations [25];
nursing students [26];
midwives [27];
public involvement in technology [28];
families who have children with emotional conditions [29];
parents [30];
gender and equal opportunity [31];
mental health consumers [32];
self-help group members [33, 34];

One of the most frequently cited definitions of the concept of empowerment highlights
potentially variability in the concept within different settings:

‘I have suggested that empowerment is a process, a mechanism by which people,
organisations, and communities gain mastery over their affairs. Consequently,
empowerment will look differently in its manifest content for different people,
organizations, and settings’ p.122 [35].
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Definitions of empowerment can encompass different levels: individual, group and
community. At an individual level, empowerment is suggested to be psychological in
nature, and linked to concepts such as self-esteem and personal control [36]. At a group
level, empowerment is linked to the individual level but manifests itself through collective
action, such as voluntary groups and social networks [37]. At a community level,
empowerment is associated with political action [33]. Community psychology research
suggests that empowerment is a multi-level construct and that individual, group and
community levels collectively increase decision-making skills, feelings of self-esteem and
number of supportive peer interactions [33, 37]. In particular,

‘An understanding of the correlates of empowerment at these multiple levels
can facilitate the development of health education interventions that enhance
the ability of individuals, organizations, and communities to address health
concerns’[37]

However, some researchers suggest that empowerment of an individual should be viewed
as separate from the empowerment experienced from groups and communities because the
former is related to the psychological concepts of self-esteem and individual competency
and is subjective in nature [36, 38]. The current study is concerned with empowerment at
the individual level as experienced by patients with long-term conditions.
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2.2.1 Antecedents, attributes and consequences of empowerment

The following pages describe a conceptual analysis undertaken to explore the concept of
empowerment. A concept analysis is undertaken to explore a concept when it lacks a clear
definition. It is performed by a review of the literature and a synthesis of the concepts
identified [39]. This allows core antecedents, attributes and consequences of a concept to
be identified to form an overall theoretical definition:

‘Antecedents’ are those events occurring prior to empowerment;
‘Attributes’ are the defining characteristics of empowerment;
‘Consequences’ are the outcomes of empowerment.

Concept analyses were identified through electronic searches of four databases (CINHAL,
MEDLINE, EMBASE, and PsycInfo) using a search strategy which was developed by the
author of the current study (with the support from a senior specialist librarian). The search
strategy consisted of a combination of concepts that have been suggested to be associated
with the concept of patient empowerment (as identified from the policy literature in
Chapter 1) and consisted of text words, mesh terms and wild cards (see Appendix 1).
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In the field of health care, a range of concept analyses have been undertaken to help clarify
the core dimensions of empowerment from the perspective of patients’, practitioners’ and
the patient – practitioner relationship [26, 40-48].

For the purpose of this review, four concept analyses which focus on empowerment from
the perspective of patients’, practitioners’ and the patient – practitioner relationship and
which are of greatest relevance to the current study are reviewed in the next section. These
four concept analyses were purposively selected to highlight the potential variability of
defining the concept in healthcare. Each paper was purposively selected to represent the
change in scope of the concept of patient empowerment in relation to the patient –
practitioner relationship, to demonstrate how the meaning of the concept in healthcare has
gradually developed over the last ten years. Thus, data was extracted by the author to
compare similarities and differences from the four concept analyses undertaken within the
nursing literature [40, 42] and the psychological literature [46, 48].

Tables 2.1 – 2.4 show various theoretical definitions, and the antecedents, attributes and
consequences of empowerment.
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Table 2.1 Definition, antecedents, attributes and consequences of empowerment from a concept analysis [40].

Definition
Empowerment is a
social process of
recognising,
promoting and
enhancing people’s
abilities to meet their
own needs, solve their
own problems and
mobilise the necessary
resources in order to
feel in control of their
own lives.

Antecedents
Patient perspective:
Loss of power
Sense of distrust,
hopelessness and selfblame
Outrage
Sense of confrontation
Nurse perspective:
Health is an
individual’s
responsibility
Surrender control

Attributes

Patient - nurse
relationship:
Mutual trust
Empathy
Participatory
decision-making
Patient preference
to participate
Mutual goalsetting
Co-operation
Collaboration
Negotiation
Organising
resources
Legitimacy

Relate to patient,
nurse and patientnurse relationship
A social process
of helping
patients to gain a
sense of control in
their own lives

Consequence
Patient perspective:
Self-determination
Self-efficacy
Sense of control
Sense of
motivation
Self-development
Sense of learning
Sense of growth
Sense of mastery
Sense of
connectedness
Enhanced quality
of life
Sense of social
justice

Nurse perspective:
Reduce inequalities
Strengthened social
networks and support
groups
Knowledge
and
understanding
from collective
experiences
Self-understanding
Empathy
Sense of connectedness
Courage
Commitment
Tolerance
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Table 2.2 Definition, antecedents, attributes and consequences of empowerment from a concept analysis [42]

Definition
Empowerment is a helping
process, a partnership
valuing self and others,
mutual decision-making,
and freedom to make
choices and accept
responsibility.

Antecedents
Patient - nurse
relationship:
Mutual trust and
respect
Participatory decisionmaking
Participation and
commitment
Awareness of health
beliefs
Education and support
Enablement

Attributes
Four attributes
involved in the
process:
(1) a helping
process;
(2) a partnership
which values self
and others;
(3) mutual
decision-making;
(4) freedom to
make choices and
responsibility

Consequence
Patient and nurse
perspective:
Heightened self-esteem
Ability to set and reach
goals
Sense of control over life
and change processes
Sense of hope for the future

Note: Individual patient perspective and practitioner perspective were not assessed in this concept analysis
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Table 2.3 Definition, antecedents, attributes and consequences of empowerment from a concept analysis [46].
Definition
Empowerment may be
defined as a complex
experience of personal
change. It is guided by the
principle of selfdetermination and may be
facilitated by health-care
providers if they adopt a
patient-centred approach
of care which
acknowledges the
patients’ experience,
priorities and fears.

Antecedents
Patient perspective:
Self-determination
Practitioner perspective:
Self-determination of
patient
Unlearn being in
control

Attributes

Patient - nurse
relationship:
Continuity
Patientcenteredness
Mutual
acknowledgement
Relatedness
Positive
atmosphere
Experience of
illness
Patient autonomy
Knowledge shared
Participatory
decision-making
Patient preference
to participate

Two dimensions to
the process dependent
on perspective:
(1) an interpersonal
process of
communication and
education where
knowledge and power
is shared (practitioner
perspective);
(2) an intra-personal
process of personal
transformation
(patient perspective)

Consequence
Patient perspective:
Self-management
Self-determination
Self-efficacy
Knowledge and
understanding
Enhanced quality of
life
Enhanced capacity
to cope
Ability to set and
reach goals
Personal
transformation of
self
Personal satisfaction
Sense of control

Practitioner
perspective:
Disease and
treatment (clinical
outcomes)
Perceived control
over disease
Quality of life
indicators
Changes in
behaviour
Number of
questions asked
during consultation
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Table 2.4 Definition, antecedents, attributes and consequences of empowerment from a concept analysis [48].
Definition
The patient empowerment
concept appears to be
broader than the patientcentred concept, and may
place greater demands on
caregivers and the
organisation of
healthcare.
It encompasses those
patients who wish to be
empowered in clinical
healthcare settings, those
who empower themselves
via health education
programmes...
and those who participate
in patient support groups.

Antecedents
Practitioner perspective:
Motivation on part of
patient
Unlearn being in
control
Patient needs to reflect
on behaviour change

Attributes

Patient - nurse
relationship
perspective:
Sharing of
responsibility
A partnership
Mutual trust and
respect
Motivation on part
of patient
Participatory
decision-making
Patient preference
to participate

As a process, it
encompasses those
patients who wish to
be empowered by the
patient-nurse
relationship, selfempowerment and
collective
empowerment
through support
groups.

Consequence
Patient and practitioner
perspective:
Patient satisfaction
Greater enablement
Self-management
Coping skills
Self-understanding
Enhanced quality of
life
Self-efficacy
Sense of hope
Personal change

Patient and
practitioner
perspective:
Disease and
treatment
(clinical
outcomes)
Positive health
outcome
Changes in
behaviour
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As shown in Tables 2.1 – 2.4, practitioners’ interpersonal qualities (mutual trust,
respect and acknowledgement for patients’ beliefs and experiences of illness) are
common antecedents of empowerment, alongside patient characteristics such as
motivation [40, 42, 46]. Participatory decision-making and patient preferences about
participation in health care are also important antecedents thought to bring about
patient behaviour change. However, behaviour change alone is considered by the more
recent analyses to be insufficient to bring about empowerment and facilitating changes
in the self concept are listed as additional antecedents of empowerment [46, 48].

Attributes of empowerment involve a ‘process’ suggesting a means to an end [40, 42,
46, 48]. The empowerment process varies according to context and represents people’s
experiences of bringing about a sense of control. The nature of the process is shown to
be experienced differently according to the point of view of the patient, practitioner,
and patient - practitioner interaction [40, 46, 48].

Comparisons of consequences across the Tables 2.1 – 2.4 reveal those concepts that are
used to define patients who demonstrate heightened empowerment and include: selfdetermination, self-efficacy, self-esteem, and mastery in their health and life [40, 46].
Empowerment is reflected in relation to health behaviours, for instance, to be able to
make informed choices about health that increase a sense of being in control [40, 42,
46, 48]. Patient empowerment increases patients’ ability to set and reach goals [42,
46], to strengthen social support networks [40] and leads to greater self-management,
patient satisfaction and patient enablement [48]. Some consequences of empowerment
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reflect a personal transformation in self-awareness rather than solely changing
behaviour [46, 48].

In summary, core assumptions of the concept of empowerment involve having an
awareness of a loss of power, which is corrected through a ‘process’, and is
experienced when an individual ‘feels’ that they are in control [40, 42]. However, the
validity of these definitions and antecedents’ attributes and consequences from a
patient’s perspective remain to be explored.

Tables 2.1 – 2.4 describe the interpretation of antecedents, attributes and consequences
as defined by the authors of the concept analyses, and the placement of some concepts
may be challenged. For example, the first definition of empowerment suggests that the
concept is both an attribute (‘a process’) and a consequence (‘a sense of control’ [40]).
As a result, core concepts are repeated in different columns. Other definitions in the
tables suggest a lack of clarity as to whether concepts represent an attribute or an
antecedent (for example, involving a process based on the patient-practitioner
relationship) [42, 46, 48]. A similar limitation occurs, where attributes are defined by
antecedents of empowerment (for example, ‘those patients who wish to be empowered
by the patient-nurse relationship’) and not by the defining characteristics of the concept
(for example, ‘a process of personal transformation’) and how it ‘feels’ to experience
empowerment.
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Summary

In summary, there is a degree of consensus over the antecedents, attributes and
consequences of empowerment:

it can be viewed as a process or an outcome;

it is modified by time, person and context;

the patient - practitioner relationship in health care is a core
antecedent;

behaviour change is important but insufficient to bring about
empowerment;

theoretical definitions of the concept remain largely based on
the practitioner perspective.

48

2.4 Empirical studies of empowerment in health care settings

As described in the previous section, the initial scoping search also identified empirical
studies of empowerment in health care settings of relevance to the current study (see
Appendix 1 for the search strategy).

The majority of empirical studies had been undertaken within a mental health context
[33, 49, 50] and a nursing context [51-55]. Of these, all have focused on the experience
of empowerment from the patient perspective. Fewer empirical studies have been
conducted which understands patient empowerment from the practitioner perspective
[56-60].

The following two sections of this chapter review empirical research studies from the
patient and practitioner perspective. Selection criteria for this review involved those
empirical studies which were thought to highlight core theoretical and methodological
issues in relation to the aims of the current study (i.e. to define and measure
empowerment in long-term conditions). Studies included in this section have been
undertaken using a predominately qualitative approach to enquiry because qualitative
analysis is well suited to the exploration of meaning in health and illness [61].

Six empirical studies of empowerment from the patient perspective and five empirical
studies from the practitioner perspective are next reviewed in line with the criteria
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which have been proposed to assess the quality of qualitative research studies from a
traditional scientific research perspective [62].

To do so, research studies were examined to establish: (1) internal validity - that is,
demonstrating that methods of determining the ‘credibility’ of the findings are both
described and appropriate in terms of the methods for doing the research and/ or the
credibility of the researcher; and (2) external validity - that is, demonstrating that
methods of determining the ‘transferability’ of the findings are described and judged to
be appropriate [62].

2.4.1 Empirical qualitative research studies of empowerment from the patient
perspective

A seminal paper within the empowerment empirical literature explores the lives of
women living with different long-term conditions (who had emigrated to Canada), and
in doing so, begins to explore how empowerment was experienced from the patient
perspective [63]. The central argument in the seminal paper is the suggestion that
patients’ experience a change of identity as they confront living with a long-term
condition and that this needs to be acknowledged as an outcome of patient
empowerment. This early paper was considered as a key seminal paper because it
touches on the current argument that the concept may be too narrowly defined by
practitioners and policy makers. This argument resonates with current critiques of
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understanding patient empowerment in healthcare, which argue that there is an
excessive focus on changes in patient behaviour as outcomes of patient empowerment
[64, 65].

However, the methods of each individual qualitative study (as referred to in the paper)
and the theoretical approach taken to the analysis are not reported, making it difficult to
judge the credibility of the methods and findings in the seminal paper, and also the
transferability of the conclusions drawn to similar contexts.

In comparison, another empirical qualitative study demonstrates transparency of
methods in understanding the process of empowerment as experienced in mothers of
neurologically challenged children [66]. The process of empowerment was
investigated in twelve mothers of neurologically challenged children, which were
recruited from a neurological unit in a children’s hospital setting in the United States
[66]. Multiple in-depth interviews and participation observations were undertaken at
different times of a year. This allowed the process and the outcome of empowerment
to be investigated. By using both multiple interviews and participant observations, the
authors suggested that both these qualitative methods enhanced the credibility of the
study, in terms of enhancing the understanding of the emerging theory of
empowerment, and implying data had reached saturation (that is, no more themes can
be identified that add to the emerging theoretical explanation of the data), thus
increasing the validity of the qualitative study.
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In terms of the findings, the process of analysis revealed that empowerment was
experienced by the mothers to as an intrapersonal process involving four attributes: (1)
‘discovering reality’; (2) ‘critical reflection’; (3) ‘taking charge’; and (4) ‘holding on’
[66]. Empowerment was experienced by mother’s responding to feelings of
powerlessness emotionally (dealing with unpleasant feelings of anxiety); cognitively
(seeking more information); and behaviourally (taking action to make the situation
more positive [66]). The mothers’ priorities were established as they became aware of
reality of their children’s diagnosis allowing them to take control, by critically
reflecting on their unpleasant thoughts. Once they had dealt with their frustrations
(with the family and the health system), there were descriptions of attempting advocacy
on behalf of their child, and being equipped with a sense of power [66].

In this study, the consequence of empowerment was participatory competence in the
form of knowledge and confidence. Participatory competence did not necessarily mean
having the ultimate power over decision-making, but having the opportunity to be
heard by those in power or authority, and having the preference to make personal
decision-making choices [66, 67].

However, the study suffers from limitations from the sample which may affect the
transferability of the findings to a similar context. Mothers were judged by
practitioners to be in control of their child’s condition and it is not clear in the paper
how these judgments were made. It is also not documented how long the children had
been diagnosed with a neurological condition. It is possible that this may explain the
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finding involving mother’s frustrations and wanting to be heard as a reaction of the
distressing diagnosis. As a result, transferability of the model of empowerment is
limited because the mothers may have experienced a more heightened process of
empowerment than would be experienced by mothers with children with less disabling
conditions - or in patients dealing with their own conditions, rather than those of
vulnerable children.

A Canadian, two year longitudinal qualitative study adopted a grounded theory
approach to assess patterns of responses as experienced in patients with diabetes
participating in shared decision-making [51]. Twenty two participants’ were
nominated as expert self-care managers, who had longstanding (mean of 30 years) type
1 diabetes. Participants had their healthcare consultations audio-recorded for three
weeks over a period of a year, followed by an interview to clarify the observed
decision-making factors increasing the credibility of the methods and the findings [51].

A key finding of this paper was related to how the majority of patients with diabetes
actually felt disempowered rather than empowered to participate in shared decisionmaking. Disempowerment was described by patients with diabetes as occurring when
practitioners’ dismissed their experiential knowledge, favouring their own clinical
judgement, and failed to disseminate new information to make it possible to participate
in shared decision-making [51].
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In this study, eleven patients were nominated by practitioners and judged to be expert
self-managers and the remaining patients nominated themselves in response to an
advert. Therefore, the findings may not be transferable to a similar context where there
may be patients’ less experienced in living and coping with diabetes and those patients’
who prefer not to be active partners in their management [51].

Another phenomenological study identified common empowerment strategies in cancer
patients, which aid to control illness regardless of the patient’s stage of cancer, severity
and prognosis [52]. Seven patients with different types of haematological cancer and
prognosis were recruited from another pilot project using the same haematological units
in Australia. These patients were re-interviewed from another project because they
demonstrated at interview that they had developed a sense of control over their cancer
and treatment.

Being in control was described to involve having a positive mental attitude and a
willingness to accept a condition, resonating with other empirical qualitative research
[52, 66]. Empowerment was suggested to encompass numerous patient coping
strategies in order for patients to achieve a feeling of control or a sense of mastery over
their cancer [52]. Other support strategies also facilitated the empowerment process,
such as drawing support from family and friends, and having relevant access to
resources relevant to the illness and treatment options [52, 66].
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The authors suggested that data saturation had been achieved with seven interviews.
However it is possible that the experiences of this sample of patients may not be
relevant to other groups of patients because of concerns over the credibility of the
researcher. The haematological specialist (who was also the researcher in this study)
had a pre-existing interest in improving communication between patients and
practitioners which introduced a bias over the credibility of the findings. Moreover, it
is possible that the phenomenological analysis approach taken to the study may have
been compromised by the researcher’s personal connections to the participants as they
were previously recruited for another study (by the same researcher).

A further qualitative study purposively sampled eleven patients with a wide range of
different diagnoses, ages, length of stay in intensive care, and gender and interviewed
patients about their experiences in an intensive care environment in two Swedish
hospitals [53]. A phenomenological approach was adopted to describe the process of
empowerment as it was experienced by patients [53]. Phenomenological analysis
revealed patient empowerment in an intensive care setting was conceptualized as:

‘reflected in the typological structures of strengthening and stimulating the
patient’s own inherent joy of life and will to fight, creating a safe environment,
encouraging patient participation’ p.376 [53].

Empowerment was suggested to involve having an element of power within patients
and this was described by participants as a ‘fighting spirit’ and having ‘acceptance’ of
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the illness experience. In this context, patients’ described feeling empowered when
they felt that they were being looked after and had the support and reassurance of hope
from the hospital staff and family.

In this study, it is possible that the data from eleven participants may not have reached
saturation affecting the credibility of the methods and the findings. Patients who were
interviewed self-reported a diverse range of acute and chronic conditions (for instance,
from multiple trauma to lung cancer), therefore the findings may not be transferable to
other groups of patients in similar intensive care contexts.

The most recent empirical study involved a longitudinal study design, sampling forty
patients (of which 30 were women) with a wide range of type and duration of long-term
conditions, who were interviewed at either hospital, GP practice or at home, in Belgium
and Italy [64]. This is one of two empirical qualitative papers reporting on the patient
experience of empowerment in long-term conditions – the earlier paper reports on
patients’ feelings of powerlessness as a threat to their identity (an antecedent to
empowerment [68] and the later paper (as described here) reports on the process of
empowerment [64].

A phenomenological perspective to the methods and descriptive analysis was
undertaken and a grounded theory approach to the analysis was adopted in the
interpretation and theorisation of findings. The authors suggested that using both these
perspectives allowed an ‘inductive qualitative approach’ to be taken in the study, in
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terms of theorising from participants own accounts, and not just from the researchers’
frame of reference [64]. A phenomenological perspective to the methods and
descriptive analysis was undertaken and a grounded theory approach to the analysis
was adopted in the interpretation and theorisation of findings. The authors suggested
that using both these perspectives allowed an ‘inductive qualitative approach’ to be
taken in the study, in terms of theorising from participants own accounts, and not just
from the researchers’ frame of reference. However, by using a phenomenological
‘perspective’ to understand participants’ accounts of what the process of empowerment
may mean, the ‘essence’ of the experience of empowerment may not have been
witnessed by the researchers in a way that may have been made possible if the study
was a phenomenological ‘study’ (i.e. by adopting phenomenological methods such as
participants using a diary to record the essence of the phenomena). Instead, the authors
present a ‘theoretical reconstruction’ of lived experiences shaped by in-depth
interviews only because the data was analysed with an aim to generate theory over
understanding of the essence of lived experiences.

Empowerment as a process was reported to involve not only the achievement of
outcomes such as heightened mastery and feeling in control, but that this only occurs
after patients relate to their threatened identities through a process of personal
transformation [64].
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Patient empowerment was conceptualised as:

‘a process of personal transformation which occurs through a double process of
“holding on” to previous self-representations and roles and learning to control the
disease an treatment, so as to differentiate one’s self from illness on one hand,
and on the other hand “letting go”, by accepting to relinquish control, so as to
integrate illness and illness-driven boundaries as being part of the reconciled self”
p.1228 [64].

This definition views the process of “holding on” as necessary to achieve feelings of
control, and the process of “letting go” as accepting the uncontrollable aspects in life
and illness [64].

A strength of the study was that patient transcripts and theoretical interpretation of each
account were validated by the patients’ themselves to ensure trustworthiness of data.
Emerging theoretical categories were compared to the empowerment literature and
shared with the patients themselves to validate meanings and refined categories were
checked against interview transcripts. It is possible given the credibility of the
findings, that some commonalities of experiences may be transferable to other patients
in the UK with long-term conditions. Moreover, this is the only empirical study
reviewed that represents a diverse sample of long-term characteristics in terms of type
and duration of condition.

However, it is also possible that the interpretation of the findings was shaped by the
author’s extensive professional experience of researching the illness experience and
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identity work [51, 64]. Moreover, the participants were not followed up over time to
assess the validity of the process of empowerment - previous literature has suggested
that the concept is time-specific [40, 42, 48, 64].

Summary

In summary, the review of six empirical studies demonstrates a qualitative approach
has been used to explore the nature of empowerment in patients with different longterm conditions in various healthcare contexts [51, 52, 63, 64, 66]. In general, these
empirical qualitative studies investigate the antecedents and attributes of empowerment
more than the consequences of being ‘empowered’ – only one study investigated all
three core dimensions of empowerment [64]. This study was judged to be of a higher
quality than the remaining five studies in terms of demonstrating credibility of
qualitative methods and findings; although transferability of the findings is
questionable due to the research taking place in Belgium and Italy, where the health
care setting is somewhat different from the UK NHS context.

The next section reviews five empirical qualitative studies of empowerment from the
practitioner perspective which were selected from the initial scoping review of
empowerment to illustrate core issues related to understanding the concept of patient
empowerment in practice. The chapter concludes by addressing key points from both
perspectives concerning understanding empowerment in healthcare. In doing so, the
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chapter ends with a theoretical definition of the concept of empowerment in long-term
conditions in a primary care context.

2.5 Empirical qualitative research studies of empowerment from the practitioner
perspective in healthcare

The first qualitative study investigated the antecedents and process of staff nurse
empowerment using a convenience sample of fifty six nurses from two community
hospitals and three medical centres in an acute care setting [56]. This study used a
structured interview to collect data – participants were asked to describe a situation
where they felt empowered and a situation where they felt powerless. As such, analysis
remained at a descriptive level and themes of empowerment were coded by content
analysis. Validity of the categories was tested by establishing specificity of categories
and inter-rater, inter-coder and intra-rater reliability were established. A random
sample of 15 interviews was coded by another rater separate to the research team and
there was 92% agreement between coders on empowerment (process) categories and
95% agreement on powerlessness (antecedents) categories [56].

Empowerment was suggested to be derived from nurses’ supportive interactions in
acute care. Specifically, 57% of staff nurses felt empowered by the patient –
practitioner relationship and by interacting with patients families [56]. Moreover, 23%
of staff nurses felt empowered by the nurse – physician interaction, and this was
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experienced most when they were asked for their professional opinion [56].
Conversely, 52% of staff nurses felt powerlessness when experiencing negative nurse –
physician interactions [56].

However, the method of collecting interview data by two questions in this study limits
the analytical interpretation of the findings and transferability to similar contexts – this
study seemed to serve as an evaluation of the working environment (and whether it was
empowering or not) rather than investigating the source and process of staff
empowerment in acute settings per se. The study also uses a convenience sample of
staff nurses. Whilst this sampling method generates a larger sample for qualitative
research - this method is considered to be of lowest credibility as it yields poor quality
cases and less in-depth information [62].

A further empirical study was undertaken in a health promotion setting to understand
empowerment in public health and factors that may aid empowerment in practice [57].
This study involved two qualitative phases: (1.) nine focus groups with seventeen
public health nurses from three rural and urban regions in Ontario (who volunteered to
participate in the study); (2.) interviews with six patients who public health nurses had
nominated as being empowered by their own healthcare practices. Patients’ narratives
were examined in relation to the practitioners’ accounts.
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From the practitioner data received from the focus groups, empowerment was
conceptualized by the public health nurses as:

“a process of evolving consciousness in which increased awareness, knowledge,
and skills interacted with the clients active participation to move toward
actualising potential” p.4 [57].

The authors suggested that the extent to which the nurses themselves felt empowered,
other than experiencing reciprocal effects of the nurse-patient relationship, remains to
be explored in future work. It is noteworthy that the above conceptualisation of
empowerment resonates with a body of nursing literature relating empowerment to
autonomy as a nurse practitioner [26, 69]. This literature conceptualises empowerment
in nurses as stemming from: emancipation, organizational productivity and a process of
personal growth in nursing [45]. Specifically, this literature has shown that those nurse
practitioners who feel that they have empowering work environments are more likely
to: deliver on patient care; have greater job satisfaction and lead to a greater retention
of nurses in the health service [70].

It was suggested by the authors that the patients’ narratives supported the nurses’ model
of empowered caring. However, these findings should be interpreted with caution.
Patients were nominated by those public health nurses who had previously participated
in the focus groups (and were aware of the purpose of the study) – thus there may have
been a bias in selecting patient participants.
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In a more recent study, home care nurses’ perception of empowerment and how these
perceptions influenced care decisions in the home clinical setting was investigated
using qualitative and quantitative methods [58]. Fifteen nurses were purposively
sampled to represent a diverse range of years of nursing experience (mean age of 9.65
years) and participated in semi-structured interviews in patients’ homes, and these were
followed up with participant observations of those same nurses’ caring for patients. An
empowerment survey (the Psychological Empowerment Inventory [24]) was
administered after the observation work to each nurse participant. This instrument has
been designed to measure empowerment from the nurse perspective and has four
empowerment dimensions (meaning, competence, self-determination, and impact)
which measure nurses’ empowerment level in relation to their professional role [24].
Framework analysis was used to analyse the data from three modes of work and
empowerment themes were coded in relation to the four dimensions of empowerment
[24]. The observation data were analysed separately to verify the themes from the
participant interviews.

This study design allowed a more comprehensive understanding of nurse empowerment
to be investigated than previously described in the empirical literature. Firstly, it
enabled the researcher to gain information on how empowerment was facilitated in care
delivery and the effects it had on the nurse – patient relationship. Secondly, it enabled
the researcher to observe the nurses’ feelings and intentions to care and the process of
empowerment. Thirdly, the empowerment instrument allowed the researcher to
compare the difference between what the nurses’ spoke of in relation to facilitating
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empowerment and what they do, to how they perceive their level of empowerment [58].
As a result, the study offers a more credible account of understanding the antecedents,
attributes and consequence of nurses’ empowerment.

In this study, empowerment is suggested to be a concept that stems from the
relationship between the nurse – patient, and nurse – healthcare provider; a finding that
resonates with previous empirical studies from the practitioner perspective [56-58]. In
a home caring setting, being ‘empowered’ is conceptualised as “being independent,
confident, trusting, and comfortable while providing quality care” p.143 [58] and not
appearing as challenging and using negotiation skills as demonstrated in health
promotion settings – supporting the notion that the consequence of empowerment
changes in relation to the context. However, this study was a cross-sectional study
which means that participants were only observed at one point in time.

A further cross-sectional study investigated how nurses apply the concept of
empowerment when facilitating health promotion activities in acute care settings in the
UK [59]. Twenty staff nurses were purposively sampled to represent a diverse area of
nursing speciality (for example, six nurses participated from General Surgical Nursing)
from one hospital setting and asked to participate in an interview study. Six different
vignettes describing a health promotion intervention were presented and two were
chosen at random by the participant. Each participant was asked to describe how they
would begin to facilitate a change in behaviour in relation to the health promotion
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intervention in a one-to-one interview. Thematic analysis was used to identify
approaches to health promotion.

Two types of nurses were identified in relation to how they ‘empower’ patients. Type
1 was a ‘divergent nurse health promotion practitioner’ and type 2 was a ‘convergent
nurse health promotion practitioner’. Type 1 practitioners were suggested to ‘empower’
during the consultation by looking for alternative explanations to perceived problematic
patient behaviours and operated within a biospychosocial model of care which
acknowledges the biological, psychological and social effects that the illness has on
patients’ lives [59]. Conversely, type 2 practitioners were suggested to ‘empower’
during the consultation by suggesting to patients that there was only one answer to
perceived problematic patient behaviours and operated within a predominantly
biomedical model of care - this emphasises patients are required to make behaviour
changes (as controlled by the nurse) and to move away from unhealthy lifestyles [59].

This study failed to document the researchers’ nursing background in relation to
interpreting the findings. It was not clear whether the nurses interviewed were also
aware that the researcher was in the same profession – or even, if any of the
participants personally knew the researcher professionally. Moreover, participants
were recruited from a degree course and there was no indication of how much health
promotion and empowerment education the participants had experienced. Therefore
their knowledge of how empowerment is facilitated in practice may not be as solid as
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those groups of nurses who had years of nursing experience in a health promotion
setting - thus limiting the transferability of the findings.

The final empirical qualitative study investigated staff empowerment in an intensive
care context using a phenomenological approach [60]. Eight intensive care staff nurses
and four intensive care physicians were purposively sampled from two intensive care
units (one in central and in countryside of Sweden), and interviewed. In this context,
empowerment from the nurses’ perspective is suggested to involve an inner strength
and perception of power held within the nurse which is demonstrated through having
increased self-confidence, personal knowledge and by having team coordination and a
positive working atmosphere. These findings were in common with those empirical
studies which suggest supportive interactions facilitate practitioner empowerment [5658].

However, this study suffers from the same limitation of the previous study in terms of
questioning the credibility of the findings in relation to the professional background of
the researcher [59]. The researcher was again the interviewer and an intensive care
nurse. Moreover, participants were recruited and sampled through the researchers’
contacts at each intensive care units - it is likely that the participants may already have
pre-existing knowledge of the purpose of the interview study.

Finally, the authors also make no comparisons in the paper between the understanding
of empowerment as experienced by intensive care nurses in this study [60], to the
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understanding of empowerment as experienced by patients in an intensive care setting
[53] – the later patient empirical study is described as a patient empirical study in the
previous section. Both qualitative research studies offer different yet complementary
perspectives of the same phenomena made possible through the phenomenological
approach to analysis and researching both perspectives is rare in the empowerment
literature. In particular, their patient research suggests that empowerment involved an
inner process (‘a will to fight’) and an outer process (‘a positive environment’) which is
also observed in the above practitioner process of empowerment (‘an inner strength’
and ‘a positive working environment’). Furthermore, this qualitative research may
benefit from a comparison of themes from both sets of data to overall inform the
conceptualisation of empowerment in an intensive care context.

Summary

In summary, few empirical qualitative studies have attempted to conceptualise
empowerment from the practitioner perspective [56, 59, 71]. However, in common
with the patient literature, empowerment is described as a concept that has many
differing definitions across the professional literature [45, 58].

Empowerment from the practitioner perspective involves a process that has been
suggested to be: derived from a connection with a patient and the relationship [53, 56,
58]; having meaning and competence in their clinical roles [53, 58]; influenced
predominately by clinical practice and a political agenda and determined by the way
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practitioners understand the verb to ‘empower’ in relation to their nursing experience
and clinical judgment [59].

Of the five empirical qualitative research studies reviewed, one study was of higher
quality in terms of credibility of methods and findings [62], but was limited by the
cross-sectional design of the study [58].

This review of empirical qualitative research studies suggests practitioners’ are yet to
fully understand the concept of empowerment in healthcare to be able to put it into
practice.

2.6 Summary

In summary, this chapter has outlined key conceptual and empirical literature on
understanding empowerment in different healthcare contexts and populations. Eleven
empirical studies were reviewed on the basis of their importance to the current study
and critiqued in relation to their quality as qualitative research studies.

The empirical work from both the patient perspective and the practitioner perspective
has advanced understanding of empowerment in terms of:
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Conceptually empowerment can be viewed as a process or an outcome;
empirically it is often investigated qualitatively to uncover the nature of the
process leading to an empowered state;

Conceptually empowerment is modified by: time, person and context;
empirically it has been investigated using different groups of patients in various
contexts but there is less research on the process over time

Conceptual work and empirical work both suggest that a core antecedent of
empowerment is the patient-practitioner relationship in health care;

Conceptually, attributes of empowerment suggest it is a process where people
develop a sense of capacity to change their health and life; empirically the
process may involve a process of personal transformation that is unique to an
individual.

For the purpose of the current study, this chapter ends with a theoretical working
definition of empowerment, developed from the conceptual and empirical literature
review in Chapter 1 and the current chapter. Empowerment within long-term
conditions in primary care is defined as:

‘a process or outcome arising from communication with the health care
professional and a mutual sharing of resources over information relating to illness,
which enhances the patient’s feelings of control, self-efficacy, coping abilities and
ability to achieve change over their condition’
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This definition is in line with previous definitions of empowerment in health care [40,
42, 72], and emphasises the psychological nature of empowerment as a result of the
patient and practitioner consultation.
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Chapter 3
Overview of current study

3.1 Introduction

This chapter presents an overview of the current study in terms of objectives and
methodology.

3.2 Rationale

Chapter 1 outlined how empowerment has become a familiar and widely utilised
concept in health care. Health systems and health practitioners are expected to
empower patients to take a more active role in their health care. However, Chapter 2
has described the limited research on patient and health care practitioner perspectives
on empowerment in relation to the management of long-term conditions in primary
care.

It is the aim of this current study to develop a valid and reliable instrument of
empowerment from the patient-perspective in the management of long-term conditions
in primary care.
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Developing a valid and reliable measure of empowerment may assist in the
development of relevant interventions to assist both patients and professionals, and
assist in the measurement of the effects of those interventions.

3.3 Objectives

The objective of this current study is to understand how best to measure the concept of
empowerment in patients with long-term conditions in primary care. The study aims to
investigate the process and outcome of empowerment as experienced by the patient and
practitioner in order to facilitate measurement. There are five research objectives as
follows:

1. Identify, describe, and appraise the quality of existing patient empowerment
instruments that have been developed within healthcare from the patient
perspective;

2. Understand empowerment as experienced by patients with long-term conditions
in primary care;

3. Understand patient empowerment as experienced by primary care practitioners;
4. Develop a new empowerment instrument from the patient’s perspective;

5. Present the results of preliminary testing the new instrument, including findings
relating to core measurement properties.
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3.4 Methodological overview

The study involved three methods:

1. The first phase was a systematic review which aims to identify existing
empowerment instruments that have been developed within healthcare from the
patient perspective, and to describe, compare, contrast and appraise the quality
of existing instruments. The results will determine the need for a new
instrument, and assess whether item content of existing empowerment
instruments may help develop a new empowerment instrument.

2. In the second phase, the concept of empowerment was explored from the patient
and practitioner perspective using qualitative methods, to explore its meaning
and the factors that support or hinder empowerment in long-term conditions.
This led to the development of a conceptual model to support instrument
development.

3. In the third phase, a new instrument for measuring empowerment in patients
with long-term conditions in primary care was developed and a cross-sectional
study was conducted to collect preliminary acceptability, reliability and validity
data on the empowerment instrument.
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3.4.1 Methods for the development and testing of a new instrument

A first step in instrument development is to look at what previous measures exist and to
carefully consider how appropriates items may be generated [73]. Chapter 4 outlines
the methods used to conduct a systematic review of existing empowerment instruments
in health care developed from the patient perspective, and Chapter 5 presents the results
of this review and quality appraisal.

A second step when devising an instrument is to devise a model of the concept which
can help identity appropriate items or dimensions of the construct to construct the scale
[73]. Chapter 6 describes the methods adopted for the qualitative study. Chapter 7
presents the results of the qualitative research and the model developed for
empowerment in patients living with long-term conditions.

A third step is to test the model by administering the newly formed scale to the target
population to assess acceptability, reliability and validity. Chapter 8 describes the
methods for the development of a new empowerment instrument. Chapter 9 outlines
the methods for the testing of a new empowerment instrument for patients with longterm conditions in primary care. Chapter 10 presents the results of a cross-sectional
study conducted to test the instrument and describes key findings relating to its early
measurement properties of dimensionality, reliability and construct validity. Chapter
11 provides the discussion of the main findings and brings together the three phases of
work, and provides implications for further testing of the instrument.
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3.5 Summary

The overview of the current study has been presented which consists of three phases of
work involving: a systematic review to identify and appraise existing empowerment
instruments developed from the patient perspective; a qualitative study to understand
the meaning of the concept of empowerment from patient and practitioner perspective,
and to develop a theoretical patient model of empowerment in long-term conditions in
primary care; an instrument development phase and a quantitative cross-sectional study
to test the empowerment instrument in a sample of patients with long-term conditions.

The methods of the first phase of work will be presented in Chapter 4.
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Chapter 4
Systematic Review: Methods

4.1 Introduction

Chapter 2 summarised the recent literature on empowerment in health care, exploring
commonalities and differences in published analyses of the concept, and exploring
empirical work on the meaning of the concept from the perspective of patients and
professionals. Chapter 3 provided an overview of the current study in terms of the
research objectives which were to understand empowerment in long-term conditions in
primary care, to be able to measure empowerment from the patient perspective. This is
in line with recent policy highlighting the need to develop patient reported outcome
measures (PROMS), and to utilise these measures to improve the quality and
effectiveness of health care [2].

Developing instruments is a long and complex process. The first step in instrument
development is to examine whether a new instrument is required, through identification
of published scales and critical appraisal of their properties [73]. A systematic review
was chosen as the appropriate methodology to identify and assess existing instruments.
The purpose of this chapter is to detail the methods used for the systematic review.
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4.2 Systematic reviews

Systematic reviews are increasingly used in the health care setting to synthesize
existing evidence. Reviews aim to collate existing evidence for the reader by reliably
locating, appraising and synthesising evidence from empirical studies [74].

Specifically, a systematic review aims to:

‘identify, evaluate and summarise the findings of all relevant individual studies,
thereby making the available evidence more accessible to decision-makers…
Systematic reviews adhere to a strict scientific design based on explicit, prespecified and reproducible methods… As well as setting out what we know
about a particular intervention, systematic reviews can also demonstrate where
knowledge is lacking. This can then be used to guide future research’ p5. [75].

The results and interpretation of a review enable patients, practitioners and policy
makers to make the most appropriate decisions about the effectiveness of a particular
intervention. A review can also be used to demonstrate where knowledge is lacking
which can be used to inform the development of new research.

Most systematic reviews are designed to assess the effects of health interventions.
However the principles of a review generalize to other forms of research, such as the
evaluation of the psychometric qualities of health instruments.
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The idea of a systematic review is to eliminate bias as far as possible. Bias refers to the
deviation of results from the truth [76]. The elimination of bias is achieved by being
comprehensive, transparent and systematic within the review process [77]. By being
comprehensive a review can ensure that all relevant evidence is located and avoid bias
in the publication of research [77]. By being transparent, a review can ensure
adherence to pre-specified procedures [78]. By being systematic, the application of
these procedures can be consistent across studies, where all studies can be assessed on
the same criteria, and the same data are extracted from each study [78].

The key stages in a review include:

Identifying a suitable area for the review

This may be based on an identified need from policy makers, professionals, researchers
or patients. An initial scoping search may be required to establish whether a review of
sufficient quality already exists and whether another review is completely justified.

Formulating a problem

It is necessary to identify the problem or research question, to ensure that the review
stays focused. The PICO formula is generally used to formulate a research question for
an effectiveness review [78], determining the: Population; Intervention; Comparison;
and Outcome. Other reviews (such as the current psychometric review) may have less

78

structured questions - but will have a greater focus than more narrative reviews, in that
the search strategy is systematic.

Conducting searches

A systematic review requires comprehensive searches of the literature, by developing a
search strategy to identify relevant studies. This process can be complemented by hand
searching of key journals, tracing papers through author name searches, or contacting
key authors for papers that are unpublished or in press.

Inclusion/ exclusion criteria

A review requires explicit criteria to decide what is relevant to the review and what to
exclude. These criteria are drawn up to meet the objectives of the review in advance to
keep the process as objective as possible.

Data extraction

Procedures are required to collect data from each study in the review, guided by the
research question. A data extraction sheet is developed to ensure that the data collected
from each study is consistent. Data on study quality is also collected using a data
extraction sheet to allow a critical appraisal of studies.
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Synthesis

Tables provide a description of the findings of the included studies. Synthesis of the
findings may involve quantitative analysis (i.e. a meta analysis) or a more narrative
approach to highlight consistencies or inconsistencies in the included studies and
summarise key findings and areas for further research.

Updating reviews

Some reviews may be updated over time, to ensure they include the most up to date
evidence [79] .

4.3 Methodology

Objectives

The review objectives were to:
Systematically identify relevant instruments that have been developed to
measure empowerment from the patients’ perspective within health care;

Compare and contrast existing instruments purporting to measure
empowerment;

80

Critically appraise the psychometric properties of existing instruments.

The review was conducted by the author (NS). Technical support was provided where
necessary by members of the review team which included PhD supervisors and a senior
and assistant librarian with expertise in developing search strategies. Independent data
extraction was conducted by one supervisor (PB).

4.4 Inclusion and exclusion criteria

Definition

This study aimed to determine the effectiveness of relevant instruments that have been
developed to measure empowerment from the patients’ perspective within health care.
A working definition of empowerment was described in Chapter 2:

‘Empowerment is an process or outcome arising from communication with the
health care professional and a mutual sharing of resources over information
relating to illness, which enhances the patient’s feeling’s of control, self-efficacy,
coping abilities and ability to achieve change over their condition’
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Population

This study defined a health care context as including participants from any health
setting, including community and public health contexts, primary care, secondary care,
and rehabilitation.

Intervention

Any instrument developed to measure empowerment from the patient perspective
within health care was eligible for inclusion.

Criteria for assessment

This review critically described, compared and contrasted existing empowerment
instruments in terms of: the definition of empowerment; scale development process;
format; dimensions; item content; and scoring.

This review also assessed instrument psychometric properties, including reliability and
validity (see below for definitions of these properties).
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Initial scoping search

An initial scoping review of the theoretical empowerment literature was performed by
the author (as outlined in Chapter 2: Appendix 1). Additional checks were made to see
if a published or ongoing systematic review existed and to check whether a new review
was justified. No relevant systematic reviews were identified at the time of the review.

Developing the main search

A comprehensive search strategy was developed to identify eligible studies using
electronic databases. Search strings were specifically tailored to each database. For
example, the search strategy applied to the CINHAL database is provided in Box 4.1.
Separate groups of terms for empowerment, and for measures were included.
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Box 4.1 Example expert search strategy
Search Run on OVID Cumulative Index to Nursing & Allied Health Literature
1982 to December Week 2 2008 (22/12/2008)
1. exp Empowerment/
2. Helplessness, learned/
3. (self-determination or self determination).tw,hw,df.
4. powerless$.tw,hw,df.
5. disempower$.tw,hw,df.
6. empower$.tw,hw,df.
7. helpless$.tw,hw,df.
8. patient enablement.tw,hw,df.
9. psychosocial self-efficacy.tw,hw,df.
10. ((patient$ or client$) adj (autonomy or self-advocacy)).tw,hw,df.
11. or/1-10
12. "Weights and Measures"/
13. Test Construction/
14. ((validity or validation or reliability or consistency or dimensions) adj5 (internal or discriminant or
attribute$ or face or test-retest or inter-observer or construct)).tw.
15. rating scale$.tw.
16. ((measure$ or rating$) adj1 (tool or tools or instrument$)).tw.
17. psychometric$.tw,id.
18. sociometric$.tw,id.
19. (inventory or inventories or indicator$).tw,id.
20. (survey$ adj1 instrument$).tw.
21. (test adj1 development$).tw.
22. (test adj1 construction).tw.
23. or/12-22
24. 11 and 23
25. 11 and research instrument.pt.
26. powerless$.it.
27. empower$.it.
28. disempower$.it.
29. helpless$.it.
30. enablement.it.
31. or/26-30
32. 24 or 25 or 31
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The search strings are made up of text terms (words or phrases that are part of the text
of a paper) and subject terms that are standard subject headings assigned to papers
when entered into the electronic database. These terms are used in combination to
maximize the sensitivity and specificity of the search.

The search strategy was systematically applied across five major electronic databases
(CINHAL, MEDLINE, EMBASE, PsycINFO and HaPI: see Box 4.2 for database
descriptions). These were chosen as four databases (CINHAL, MEDLINE, EMBASE
and PsycINFO) were previously identified as helpful sources for identifying relevant
literature in a review of instruments for the exploration of organisational culture [80].
A specialist librarian on the team advised translating the search across the HaPI
database as this database contains information on measurement instruments within the
health setting.

The search was documented in line with the preferred method for reporting items for
systematic reviews (the PRISMA statement [81]). All searches were imported into
separate Reference Manager Databases and the complete search phase was documented
and placed into a master database. Duplicates were identified to ensure that they were
not treated as separate instruments in the review.
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Box 4.2 List and description of databases searched
http://www.library.manchester.ac.uk/eresources/databases/

CINHAL (searched via OVID SP 1982 to December Week 2 2008,
22/December/08)
The Cumulative Index to Nursing and Allied Health Literature (CINHAL)
covers English language journals related specifically to nursing and health care

MEDLINE (via OVID SP 1950 to March Week 3 2009, 31/March/09);
MEDLINE (via OVID SP Daily Update March 30, 2009, 31/March/09);
MEDLINE (via OVID SP In-Process & Other Non-Indexed Citations March 30,
2009, 31/March/09)
MEDLINE is a biomedical database created by the National Library of Medicine
and includes over 3,000 journals. MEDLINE daily updates is available to check
for new instruments and a MEDLINE in-process and non-indexed citations is
available to cover the unpublished literature in the fields of medicine, nursing,
dentistry, the health care system, and the preclinical sciences

EMBASE (via OVID SP 1980 to 2009 Week 13, 2/April/09)
Excerpta Medica covers European journals and over 3,500 journals across
biomedicine and pharmacological sciences. There is 30% duplication within the
biomedical literature of MEDLINE and EMBASE databases

PsycInfo (via OVID SP 1806 to March Week 4 2009, 31/March/09)
PsycInfo is an International database created by the American Psychological
Association and covers related disciplines of sociology, linguistics, education,
medicine, nursing, physiology, psychiatry, law and business.

HaPI (via OVID SP Health and Psychosocial Instruments 1985 to January
2009, 2/April/09)
HaPI covers information on measurement instruments (i.e., questionnaires,
interview schedules, checklists, index measures, coding schemes/manuals, rating
scales, projective techniques, vignettes/scenarios, tests) in the related health fields of
psychosocial sciences, organizational behaviour, and library and information
science
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The abstracts of these articles were initially browsed for potential empowerment
instruments. The identified instruments were appraised in relation to the inclusion and
exclusion criteria of the review (see Figure 4.1.).

The unit of analysis was the instrument, not individual studies, so more than one paper
could relate to a single instrument. Where the article did not include the questionnaire,
authors were contacted and attempts made to obtain a full copy of each instrument,
along with relevant development and validation papers.

This systematic search was augmented by citation searches of the relevant authors of
the instruments. Citation searching of papers was performed to assist in the
identification of relevant validation papers for each instrument. Additional related
searches of the literature involved manual checking the reference lists of all papers that
were identified through database searches. Instrument selection was based on the
subjective judgment of the thesis author, assisted by discussions with supervisors.
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Figure 4.1: The review process for the identification of instruments

Search across five databases
to identify existing
instruments

Inclusion and exclusion criteria applied
(as listed in Box 4.3)
Full text of instruments
Author and title citation searches

Final number of
instruments
Psychometric assessment
of instruments
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Box 4.3 Inclusion and exclusion criteria
Instruments included if:


An instrument and sample were relevant to healthcare



An instrument measuring empowerment from a patient perspective



An instrument was developed to measure empowerment in line with the working definition



An instrument measured at the level of the individual



Instrument was a self-report patient completed instrument (PROM)



An instrument reported a description of the development process including: (a) definition of
empowerment based on theory; (b) interview; (c) piloting; and (d) psychometric evaluation of the
items

Instruments excluded if:

An instrument used empowerment within the title of the instrument but was actually measuring
something other than empowerment
Instrument was written in non-English language and translations were unavailable for the review
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4.5 Data extraction

A data extraction sheet is developed to record the data to be extracted from each study.
This ensures that data is consistently extracted from each study and that information is
collected that is relevant to the review objectives [75].

Individual extraction tables were used for each instrument from the review. The tables
were designed to allow ease of description and comparison of the instruments. The
extraction table was developed with five main assessment headings as outlined in Box
4.4. These were developed in line with a published review of organizational culture
[80]. Data was extracted by the author of this review and independently checked by a
second reviewer.
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Box 4.4 Assessment framework
Instrument name
Under this heading was the name that the authors gave the self-report questionnaire at the time of
development, alongside the date of development.

Definition of empowerment
Under this heading was the definition of empowerment underlying the instrument and any different
domains or dimensions of empowerment that were included. This section also summarized the
context and population of relevance.

Scale development process
Under this heading was the development of the content of the scale which was described in stages.
For example, if the instrument involved a pilot with the patients, or factor analysis.

Format
Under this heading was the format of the instrument (i.e. self-report).

Dimensions, items and scores
Under this heading was a description of the dimensions measured in relation to the number of items
and the scoring of the instrument. There was also a summary of how to achieve a subscale score
and overall total score.

Acceptability and feasibility
Under this heading were issues related to the appropriateness of the instrument for measuring
empowerment. Acceptability was defined as how acceptable is the PROM to complete. This was
assessed in terms of the overall length of the questionnaire and the acceptability of the language used
within the content of questionnaire as well as the self-completion response rates. Feasibility was
defined as the amount of time and effort a clinician has to put into scoring the instrument.
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4.6 Quality criteria

Within the measurement literature, quality rating checklists have been developed to
assess psychometric properties of health-status instruments. Quality appraisal
checklists enable the reader to decide which questionnaires are more appropriate for
use for their target population and setting [82, 83]. A set of criteria exists that has been
specifically developed for evaluating patient-based outcome measures for use in
clinical trials [82]. A patient-based outcome measure is defined as ‘questionnaires,
interview schedules and other related methods of assessing health, illness and benefits
of health care interventions from the patient’s perspective’ p2 [82]. There are many
different types of patient-based outcome measures which all have different purpose and
content which may be more useful for particular trials. In particular, these criteria [82]
evaluate:

(1) appropriateness (that is, whether the instrument matched the purpose of a trial)
(2) reliability (that is, whether the instrument is internally consistent)
(3) validity (that is, whether the instrument measures the underlying construct)
(4) responsiveness (that is, whether the instrument is sensitive to change)
(5) precision (that is, the number and accuracy of distinctions an instrument can make)
(6) interpretability (that is, how meaningful the score is from an instrument)
(7) acceptability (that is, how acceptable is the instrument to complete)
(8) feasibility (that is, any effort or burden on the administrator of an instrument)
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Another quality framework has been specifically developed for the assessment of
health status instruments [83]. Similarities lay with the criteria designed for the
assessment of PROMS for clinical trials [82], although the criteria used to judge the
quality of trial outcome measures tend to be more stringent, as they are required to
make individual decisions about treatments.

The 8 quality criteria [83] developed for the assessment of health status instruments
include:

(1) content validity defined as how the items reflect the construct of interest. Quality
criteria of a clear description of the measurement aim, population, concepts that are
being measured, item content, and the target population were involved in scale
development;

(2) internal consistency, defined as how much the items are intercorrelated. Quality
criteria using factor analyses on a sufficient sample size (≥ 100) with a minimum of 7
respondents per item and Cronbach’s alpha (s) [84] for each dimension between 0.70
and 0.95;

(3) criterion validity, defined as how much the scores on the instrument correlate with a
criterion instrument (the ‘gold standard’) with quality criteria of correlations ≥ 0.70;

(4) construct validity, defined as how much the scores on an instrument correlate with
scores on other measures of constructs in relation to specific hypotheses. Quality
criteria involving having specific hypotheses and with over three- quarters of results
supporting these hypotheses;
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(5) reproducibility, defined as amount of agreement - how the scores on repeated
measures of the instrument are similar to each other. Quality criteria of convincing
evidence involve the minimal amount of change that agreement is acceptable; and
reliability - the amount individuals are different despite measurement error. Quality
criteria defined as intraclass coefficient (ICC) or weighted Kappa ≥ 0.70;

(6) responsiveness, defined as how the instrument is able to detect patient changes over
time. Quality criteria involve for example, evidence of the smallest detectable change
is less than the minimal important change;

(7) floor and ceiling effects, defined as how many respondents achieve the lowest or
highest score on the scale. Quality criteria involve ≥15% of respondents receiving the
lowest or highest possible scores;

(8) interpretability, defined as how much the reader can understand the actual meaning
to an instrument score. Quality criteria involve evidence of mean and SD scores for at
least 4 different groups of respondents and the minimal important change specified.

4.6.1 Quality assessments

Each of the 8 measurement properties is assessed through allocating a rating of either
positive (+), intermediate (?), negative (-) or no information recorded (0) assigned to
the extraction of design, methods, and outcomes of the instrument study [83].
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According to this assessment, a doubtful design or method is assigned when: there is an
inadequate description or methods of the study; the sample size is smaller than 50
participants; or any other methodological weaknesses in the design of the study [83].

4.6.2 Process of quality assessment

A psychometric quality assessment table was composed to provide an overview of
measurement properties. This was done by extracting data from the validation papers
identified from the search by the criteria outlined in Table 4.1.

Each instrument was subjected to quality assessment which was subsequently checked
by another researcher. Any disagreements or concerns were resolved by discussion. A
decision was undertaken to restrict the quality assessment to reliability (internal
consistency and reliability from the published checklist [83]) and validity (content
validity and construct validity from the published checklist [83]), as these were
considered most critical to quality assessment, and most likely to be reported
consistently across studies.

For the purposes of this psychometric appraisal of instruments, reliability and validity
were assessed under four subheadings and are displayed in Table 4.1.
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Table 4.1: Quality criteria for assessment of measurement properties [83].
Property
Internal consistency

Definition
The extent to which items in a (sub) scale are
intercorrelated, thus measuring the same construct

Test- retest reliability

The degree to which repeated measurements in stable
persons provide similar answers

Construct validity

The extent to which scores on a particular
questionnaire relate to other measures in a manner
that is consistent with theoretically derived
hypotheses concerning the concepts that are being
measured

Quality criteria
Studies with alpha 0.7 or above
(Alpha level; Author, Date)
Studies with alpha < 0.70
(Alpha level; Author, Date)
Correlation coefficient/ ICC coefficient;
significance level; predicted test-retest time
(Author, date)
Associations with other variables: (Variable,
subject, direction with domain, and
magnitude)
Associations with other empowerment
instruments
Demographic (sex, age, SES, education,
ethnic group, marital status, employment
status, income, housing status)
Clinical (diagnosis, psychiatric diagnosis,
symptoms)
Psychological (constructs, beliefs,
feelings, attitudes, symptoms)
Process of care (support groups, self-help
programs, consultation length)
Other health outcomes (intelligence, other
health constructs)
Dimensional structure (e.g. FA)

Note: ICC = Intraclass correlation; SES = Socio-economic status; FA = Factor analysis.
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The criteria used to assess the four subheadings of reliability and validity was adapted
from 4/8 quality criteria for measurement properties. However, rather than using a tick
style checklist criteria as originally proposed, a decision was made to extract the
corresponding reliability value and validity coefficient, alongside the studies of interest.

This decision was made for two reasons. Firstly, making judgments as suggested by the
original criteria [83] is complex. For instance, it is difficult to judge what is ‘clear’ or
arbitrary. In terms of the published criteria, you get a (+) for an alpha of 0.8 and a (?) for
an alpha of 0.79 [83] - although this criteria has the advantage of being succinct and
standardized. Secondly, the criteria in the current study, would allow the reader to have
access to the actual quality of the measurement properties of the instrument of interest, to
ease the decision of which instrument is best for the intended target population and setting.

The results of the systematic review and quality appraisal are presented in the next chapter.
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Chapter 5
Results of the systematic review and critical appraisal

5.1 Introduction

The purpose of this chapter is to present the findings of the systematic review, including
the results of the search, description of included instruments and the results of the critical
appraisal, with the aim of assessing the need for the development of an empowerment
instrument for use with patients with long-term conditions in primary care.

5.2 Results of the search

A total of 6380 articles were identified (see Figure 5.1). Of these, 127 articles met the
inclusion criteria as outlined in Chapter 4. Full text articles were obtained and resulted in
the identification of 77 instruments measuring empowerment within different contexts and
sample populations. All of these instruments had been published later than 1989.

Sixty eight instruments failed to meet the inclusion criteria of the review as outlined in
Chapter 4 (Box 4.3). Reasons for exclusion are described in Figure 5.1.
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Number of articles reviewed from electronic
searches = 6380 (incl. duplicates)
CINHAL
650
MEDLINE
2285
MEDLINE In process
37
MEDLINE Daily update search
6
EMBASE
1236
PsycINFO
1818
HaPI
348
Duplicates removed = 1276

Title and abstract assessed = 5104
Number of articles excluded (not relevant, not
specific to measurement, reviews) = 4977

Number of full-text articles reviewed = 127
Number of instruments identified = 77
Number of instruments excluded = 68
organizational empowerment
community empowerment
developed from another perspective, not patient
did not measure empowerment
measured another concept, not empowerment
did not meet the working definition of empowerment
written in non-English language

Number of instruments meeting inclusion criteria and
included in narrative review and critical appraisal = 9

Figure 5.1 A flow chart of progress through the systematic review
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Therefore, 9 empowerment instruments were included in the review:

Patient Enablement Instrument (PEI [85]);
Empowerment Scale (ES [86]);
Psychological Empowerment Questionnaire (PEQ [87]);
Diabetes Empowerment Scale (DES [88]);
Patient Empowerment Scale (PES1 [89]);
Empirical Empowerment Measure (EMP [90]);
Patient Empowerment Scale (PES2 [91]);
Client Empowerment Scale (CES [92]);
Pregnancy Related Empowerment Scale (PRES [93]).

Five instruments were developed in the United States (US) [86, 88, 89, 92, 93]; two
instruments were developed in the UK [85, 89]; one instrument was developed in Western
Australia [91]; and one instrument was developed in China [87]. Of these, three
instruments [87, 90, 92] were developed as part of dissertation theses.

The next section details the construction, usability, acceptability and feasibility of each
instrument in relation to the assessment framework developed for the study (as described
in Chapter 4: Box 4.4).
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5.3 Main Findings

Data on format, definitions of empowerment, scale development process, dimensions,
items, and scoring for each of the 9 empowerment instruments included in the review is
reported in Tables 5.1 – 5.9.

5.3.1 Short descriptions of the instruments

Patient Enablement Instrument (PEI [85])

The PEI was included in this review as it was the first patient-based outcome measure
developed specifically for the primary care context, to determine patients’ feelings of
confidence, ability, and coping following a consultation [85]. The constructs of
empowerment and enablement were defined as cardinal features of patient-centered
consultations and ‘enablement’ captured these issues [85]. The enablement instrument was
derived as part of the development of three instruments defining different elements of
needs, process and outcome of a consultation, which helped to define quality of care for
the patient [94]. Within this 20-item questionnaire, 6-items were found to discriminate
from other items in the patient questionnaire and these encompassed the concept of
enablement [94].
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Empowerment Scale (ES [86])

The ES was developed from previous research with mental health patients [86]. It
measures psychological empowerment within consumers of six self-help mental health
programs in six states of Massachusetts [86]. The purpose of this instrument is to measure
the personal construct of empowerment as defined by the consumers of mental health
services. The 28-item ES consists of attitudinal statements and illustrates a socio political
component of the concept of empowerment through an individual’s community activism
and social action in the mental health context.

Psychological Empowerment Questionnaire (PEQ [87])

The PEQ is designed to assist in the planning and implementation of nursing interventions
in Hong Kong by encouraging clients with cancer to: use strategies to maintain confidence
with health care professionals; use support systems; establish goals, and participate
actively in healthcare [87]. Items were developed from three phases of work: a literature
review; twelve qualitative interviews and participant observation studies with Chinese
patients with cancer and an empirical quantitative study. As a result, the 33-item PEQ
consists of items which were developed in Chinese (and revised in Chinese), and the final
version has been translated into English.
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Diabetes Empowerment Scale (DES [88])

The DES was devised with the purpose to measure the patient empowerment level of a
patient with diabetes in the US [88]. This instrument was developed as a measure of
psychosocial self-efficacy that originated through research work involving the application
of empowerment in patients with diabetes [95]. The DES is available in two versions; the
first DES-37 [96], is a 37-item version which captures eight dimensions of empowerment,
and a second DES-28 [88], is a 28-item version which encompasses three dimensions of
empowerment. The DES-28 [88] is included in this review because it is seen as primary
over the two versions; it allows for a brief assessment of diabetes-related psychosocial selfefficacy suitable for clinical assessment and program evaluation.

Patient Empowerment Scale (PES1 [89])

The PES1 was developed with a different purpose to all of the other empowerment
instruments discussed so far - this instrument was developed to measure ‘environmental
patient empowerment’ for an inpatient in a hospital setting [89]. The instrument was
developed to encompass a composite measure of ‘empowering’ and ‘disempowering care’,
and incorporates how nurses’ experience caring for older patients, can assist elderly
patients to take control over their lives [89]. The instrument assesses the quality of
inpatient empowering and disempowering nursing care from the patient perspective,
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through a set of twenty prototypical empowering and twenty prototypical disempowering
acts of nursing care within five different hospital wards. The instrument was developed as
a quality assurance tool and identifies hospital wards that place patients at risk of
becoming dependent (becoming ‘disempowered’) on nursing care and to facilitate
independence (being ‘empowered’) from nursing care [89].

Empirical Empowerment Measure (EMP [90])

The EMP was developed to assess the degree of empowerment that individuals with eating
problems experience [90]. The instrument was developed to be used within a therapeutic
setting to facilitate behaviour and attitude changes in patients with disturbed eating
patterns. The 28-item instrument consists of items that were initially derived from a
literature review and then subjected to a series of empirical analyses.

Patient Empowerment Scale (PES2 [91])

The PES2 was developed as a measure of patient empowerment from the patients’
perspective, for health professionals to use within the clinical environment [91]. The PES2
was developed to assist clinicians in an oncology context to gain an indication of the level
of a patient’s coping ability and self-efficacy, to manage cancer and patient specific
treatment decisions [91]. The author’s developed the PES2 from interviewing those
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patients with cancer who have successfully regained a measure of control over their cancer
[91].

Client Empowerment Scale (CES [92])

The CES was developed to measure empowerment of patients with different chronic
illnesses prior and post an empowering intervention in a healthcare context [92]. The 44item instrument was developed primarily from a conceptual literature review of
empowerment, where ‘client empowerment’ was defined as a process and an outcome of
the constant interaction with health care providers.

Pregnancy Related Empowerment Scale (PRES [93])

The most recent instrument included in the review was developed specifically to measure
empowerment within group prenatal care, (to compare group with individual care) and to
evaluate outcomes of CenteringPregnancy® (A Centering Pregnancy and Parenting
Association [93]). Items were developed from: the literature, CenteringPregnancy® focus
groups, and individual interviews with providers of group care, and from experts
(researchers and clinicians) from the Centering Pregnancy and Parenting Association who
identified the Essential Elements of CenteringPregnancy® [93].
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5.3.2 Definitions of empowerment

Each author’s definition of empowerment is also highlighted in Tables 5.1 – 5.9. A large
number of associated concepts are used to define empowerment, and include:

coping (PEI, PEQ, PES2) [85, 86, 91];
power (ES, DES, PES1, EMP) [86, 88-90];
control (PEI, ES, DES, PES1, PES2, EMP, CES) [85, 86, 88, 89, 91, 92];
enablement (PEI, PEQ) [85, 87];
autonomy (ES, PES1) [86, 89];
advocacy (ES, CES) [86, 92];
self-efficacy (ES, DES) [86, 88];
self-esteem (ES, EMP) [86, 90];
confidence (PEI, DES, PEQ, EMP) [85, 87, 88, 90];
participation (PEQ, DES, EMP, CES, PRES) [87, 88, 90, 92, 93];
knowledge (PEI, PEQ, CES) [85, 87, 92];
self-care (PEI, DES) [85, 88];
awareness (CES) [92];
assertiveness (ES, DES, CES, PRES) [86, 88, 92, 93];
patient – practitioner relationship (PEI, PEQ, EMP, CES, PRES) [85, 87, 90, 92,
93];
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peer support (EMP, CES, PRES) [90, 92, 93].

A total of 7 of 9 instruments (PEI, ES, DES, PES1, PES2, EMP, CES) use the associated
construct of control to define empowerment [85, 86, 88-92].

Empowerment as a ‘process’ is used in 6 instruments definitions of the construct (PEI,
PEQ, DES, PES1, EMP, PRES) [85, 87-90, 93]. Empowerment as an ‘outcome’ is used in
2 instruments (ES, PES2) definitions of the construct [86, 91]. Empowerment as both
‘process’ and ‘outcome’ is used in one instrument’s definition (CES [92]).

Item content and construct domain overlap of each scale was dependent upon the health
care context and sample population. None of the instruments fully encompass all of the
domains that have been suggested by conceptual and empirical literature to underpin the
concept (as outlined in Chapter 2). Moreover, there remain subtle difference and
similarities in the way the term is conceptualized between different patient groups. These
disparities, which sometimes are poorly articulated, are problematic for researcher’s
attempting to develop tools to measure empowerment from the patient perspective.
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5.3.3 Process of scale development

All 9 instruments were developed to measure the benefits patients can gain from health
care services within different contexts including: primary care [85], mental health [86, 90],
self-help groups [87], health care interventions [88, 92, 93], secondary care [89], and
oncology [91].

The development of all instruments involved a degree of searching the patient
empowerment literature for key themes, interviews with patients and patient
representatives and discussions with health practitioners.

The earliest instrument (PEI) included in the review was developed by four consecutive
qualitative stages involving: (a) a non-systematic review of the patient satisfaction, health
and well-being literature; (b) discussions with health professionals and health officials; (c)
semi-structured interviews with numerous physically disabled and chronic illness patients;
(d) and pilot studies for recording the process and outcome of consultations [85, 94].

Likewise, another instrument (PES1) was developed using consecutive stages to define
‘empowering care’ and ‘disempowering care’ dispositions [89]. Both of these instruments
did not utilize quantitative methods to test scale structure. Seven instruments (ES, PEQ,
DES, EMP, PES2, CES, PRES) used qualitative methods to develop scale items and
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quantitative scale reduction techniques (that is, factor analysis or equivalent methods) to
test items [86-88, 90-93]. One instrument (PES2) used the Rasch [97] model to identify
items in relation to goodness of fit to the model [91]. The depth or thoroughness of the
methodologies vary and is dependent upon the context and target population.

5.3.4 Scoring

Seven instruments (ES, PEQ, DES, EMP, PES2, CES, and PRES) used Likert response
scales to score empowerment using a summated score across items and dividing by the
number of items [86-88, 90-93]. Two instruments (PEI, PES1) used a three-point response
system to score responses [85, 89].

5.3.5 Acceptability

For the purpose of the review, acceptability was assessed by the following criteria: (1) the
burden on the respondents in terms of questionnaire length; (2) the appropriate language of
the items for patients to understand and complete; and (3) the response rates of the
completed questionnaires as outlined in Chapter 4.
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(1) Length

Length of instruments ranged from being lengthy for a respondent to complete at 44 items
(CES [92]), and very short at 6 items (PEI [85]). One instrument (PES2) reported an
acceptable completion time for a self-completed questionnaire of ten minutes [91].

(2) Language

Three instruments (PEI, ES, DES) were devised without any assessment evaluating the
difficulty of the language of items [85, 86, 88]. One instrument (PEI) purposively used
generic items that a respondent could easily understand [85]. Conversely, another
instrument (ES) was constructed by leaders of a self-help movement who may be
considered a higher educated group than the average respondent [86].

Four instruments (PEQ, PES1, PES2, CES) formerly tested the language of items for
acceptability during scale development [87, 89, 91, 92]. Forty items (PEQ) were assessed
by a clinical expert and an academic for linguistic validity, socio-cultural relevance and
comprehensibility in relation to a four-point Likert scale (1 = valid; 4 = not valid) [87].
One instrument (PES1) used a readability assessment to assess the level of language of
item content; this gave an acceptable reading age of 10.73 years for the elderly (65+)
respondent to understand [89]. The level of patient dependence in the PES1 was assessed
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by mean Bartel Index scores for the different specialty wards (with one surgical ward
scoring a high mean Index score of 18.8) [89]. One instrument (PES2) used The European
Organisation for Research and Treatment for Cancer (EORTC) form to assess respondents
understanding of items [91]. Another instrument (CES) used a Content Validity Index to
assess content, conceptual clarity, and overall comprehension of items [92].

(3) Response rates

Six instruments (PEI, PEQ, PES1, EMP, CES and PES2) documented response rates [85,
87, 89-92]. Three of these instruments (PEI, PES1 and PES2) were completed by
respondents in clinical practice [85, 89, 91]. Of these, an absolute response rate (of 100%)
was reported for the testing of one instrument (PES2) developed in an oncology context
[91]. This was possibly because respondents had time to read and complete the
questionnaire while awaiting their appointment.

One instrument (ES) failed to document the number of respondents participating in the
study, focusing instead on the number of respondents that returned usable questionnaires (n
= 271) [86]. The final version of the instrument was piloted in users of a local self-help
program that did not participate in the study and this data was not published but available
on request. Conversely, another instrument (DES) reported a number of completed
returned questionnaires (n = 375), and failed to document how many questionnaires were
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mailed out [88]. This response rate was complicated by only 100 respondents completing
demographic information indicating a possible response bias [88].

5.3.6 Feasibility

Seven of 9 instruments (ES, PEQ, DES, EMP, PES2, CES, and PRES) rate high on
feasibility - responses are scored on Likert scales, with simple scoring and no burden of
administration for the researcher or health practitioners [86-88, 90-93]. Two instruments
(PEI, PES1) use a three-point scoring system [85, 89]. One of these instruments (PES1)
rates low on feasibility (PES1) because of the complexity having an amalgamation of both
constructs in the instrument, and having to calculate empowering from disempowering
subscale scores [89].

In summary, only one instrument (PES1) fulfilled all of the acceptability criteria of a
patient-based outcome measure and this instrument was administered within an oncology
context with topics of a sensitive nature [91].
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Table 5.1 A description of the construction and usability of the PEI [85]
Measure
Patient
Enablement
Instrument
(PEI)

Definition of empowerment

Scale development process

Empowerment as a concept was defined as an enabling process and
supporting patients with a variety of needs to set their own agendas, to
take control of their own health.
Empowerment and enablement were defined as important outcomes of
consultations and reinforced the importance of patient-centeredness (the
degree to which patients felt they were listened to), patient well-being,
patient satisfaction and patient interpersonal care.
Enablement was defined within 5 indiscrete domains as the extent to
which the consultation enhances the patient’s feelings of confidence and
ability to cope following a primary care consultation.

Format
Self-report
questionnaire

Constructed in 5 stages between 1987 – 1988 involving;
(1) a review of the patient satisfaction literature and patient
interviews; (2) discussions with health practitioners, (3)
discussions with health officials, (4) semi-structured
interviews with patients, and (5) pilot studies using student
projects on GP and patient consultations.
A 6-item scale was constructed to elicit patients’ feelings of
confidence, ability and coping following a consultation [94].
Pilot tested within six general practices within one region in
Scotland.

Dimensions, items and scores
6 Items
Item 1- ‘more able to cope with life’
Item 2- ‘better able to understand their illness’
Item 3- ‘more able to cope with their illness’
Item 4- ‘more able to help themselves’
Item 5- ‘more confident about their health’
Item 6- ‘more able to get/keep themselves healthy’
3 point response category:
‘much more than before the visit’ (score 2)
‘more than before the visit’ (score 1)
‘the same as or less than before the visit’ (score 0).
a ‘does not apply’ (score 0)
Overall enablement score is a possible range of scores is zero to a maximum of twelve [85]
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Table 5.1 A description of the different versions of the PEI [85]
Measure

Patient
Enablement
Instrument
(PEI)

Scale development process

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Versions
Cross-sectional design (n = 5 527): Croatian PEI (not translated) [98]
Cross-sectional study (n = 7 924): Polish PEI (not translated) [99]
Cross-sectional design (n = 115): EFA on CARE measure items and PEI scores revealed that the 10 items within the Chinese- CARE
measure was measuring a single factor (eigenvalue >1), and the 6 PEI items were measuring a different factor (eigenvalues >1), which
together explained 74% of the total variance [100]
Cross-sectional design (n = 152): psychometric properties of a Chinese (Hong Kong HK) translation of the PEI in Chinese patients
revealed one factor with eigenvalue >1 extracted by factor analysis, which explained >70% and 67% of the reliable variance of the item
scores at baseline and follow-up, respectively. Factor loadings of all the items were similar, and correlation between principle component
and the Chinese (HK) PEI were strong (r = 0.69– 0.8), confirming internal construct validity [101].
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Table 5.2 A description of the definition of empowerment and construction of the ES [86]
Measure

Empowerment
Scale (ES)

Definition of empowerment

Personal empowerment was defined from the perspective of
mental illness consumers, survivors, and former patients
Empowerment was operationalised through five factors:
(1) self-esteem- self-efficacy (that is, a sense of self-worth and a
belief that one can control one’s destiny and life events),
(2) power- powerlessness (that is, having decision making
power),
(3) community activism and autonomy (that is, the idea of
acting in community activities and valuing autonomy),
(4) optimism and control over the future (that is, being
optimistic about the ability to exert control over one’s life),
(5) righteous anger (that is, having the ability and willingness to
harness anger to instigate social change)
The ES is designed to assess the degree of personal
empowerment that individuals with mental illness experience
and can be used in a variety of therapeutic settings to facilitate
self-esteem and self-efficacy, increase feelings of power and
heighten community activism

Scale development process

Developed by a consumer research advisory board (chosen by the
author) incorporating ten leaders of the self-help consumer survivor
movement, who were diverse in gender, ideology, ethnicity, and
residual location
The board identified 200 self-help programs across the USA and 6 self
–help programs were chosen on the basis of geographical location (one
in each of six states: New Hampshire, New Jersey, Indiana, Arkansas,
Washington, and California), ethnic diversity and types of consumerrun programs
The boards definition of psychological empowerment in relation to
persons with mental illness originally incorporated 15 attributes:
having decision making power, access to information, having selfesteem, having self-efficacy, having control over one’s life, learning to
think critically, learning about expressing anger, feeling part of a
community, having autonomy, having achievement over goals, and
overcoming stigma
Fifteen attributes of empowerment were modeled in relation to: the
Rotter Internal-External Locus of Control Instrument, the Self-Efficacy
Scale and the Rosenberg Self-Esteem Scale. 48-Items were scored in
relation to a four-point Likert scale (strongly agree- strongly disagree)
The scale was tested on 2 self-help groups (n = 100) in New
Hampshire. EPA using principle components analysis and oblique
rotation yielded five factors accounting for 54% of the variance. 48Items were reduced to 28-items by retaining those items with highest
factor loadings as indicated by the scree test, conceptual clarity of the
solution and method of rotation. Items did not encompass all 15
attributes of psychological empowerment.
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Table 5.2 A description of the definition of the dimensions, items and scores of the ES [86]
Measure

Empowerment
Scale (ES)

Definition of empowerment

Scale development process

28 Items: Making Decisions- ES
1) I can pretty much determine what will happen in my life
2) People are only limited by what they think is possible
3) People have more power if they join together as a group
4) Getting angry about something never helps
5) I have a positive attitude toward myself
6) I am usually confident about the decisions I make
7) People have no right to get angry just because they don’t like
something
8) Most of the misfortunes in my life were due to bad luck
9) I see myself as a capable person
10) Making waves never gets you anywhere
11) People working together can have an effect on their community
12) I am often able to overcome barriers
13) I am generally optimistic about the future
14) When I make plans, I am almost certain to make them work
15) Getting angry about something is often the first step toward
changing it
16) Usually I feel alone
17) Experts are in the best position to decide what people should do
or learn
18) I am able to do things as well as most other people
19) I generally accomplish what I set out to do
20) People should try to live their lives the way they want to
21) You can’t fight city hall

22) I feel powerless most of the time
23) When I am unsure about something, I usually go along with the
rest of the group
24) I feel I am a person of worth, at least on an equal basis with others
25) People have the right to make their own decisions, even if they are
bad ones
26) I feel I have a number of good qualities
27) Very often a problem can be solved by taking action
28) Working with others in the community can help to change things
for the better
Scoring: 4-point Lkert scale: ‘strongly agree’ = 4 points ‘strongly
disagree’ = 1 point; Overall empowerment score is calculated by
summing the scores and dividing by the number of items in the scale
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Table 5.3 A description of the definition and purpose of the PEQ [87]
Measure

Psychological
Empowerment
Questionnaire
(PEQ)

Definition of empowerment

Empowerment is operationalised as a process of experiences (either self-enabling or facilitated by others) through which an individual
obtains strength in coping with cancer and has influence in one’s life.
The processes of enabling experiences are described as a motivational process, a relational process, a process of acquiring skills and
knowledge and a process of transformation of thoughts.
Empowerment was operationalised through the four dimensions:
(1) meaning (the extent is to which- one feels that life makes sense emotionally)
(2) confidence (in oneself as well as others and the belief that things will be under control)
(3) knowledge and skills (in exerting influence over the illness)
(4) flexible optimism (accepts and adapts to things which are not under control utilizing different cognitive strategies)
The PEQ is designed to assist in the planning and implementation of nursing interventions by encouraging clients to: accept the illness,
use cognitive strategies to have a positive outlook, maintain confidence with health care professionals and self, build and use support
systems, establish one’s own goals, and participate actively in one’s own health [87]
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Table 5.3 A description of the construction of the PEQ [87]
Measure

Psychological
Empowerment
Questionnaire
(PEQ)

Scale development process

Literature review
The empowerment literature on helplessness and powerlessness was reviewed to define when and how empowerment works and
the process and outcome of empowerment in relation to Chinese patients with cancer. The literature on the concept of
empowerment through self-help groups in cancer patients was reviewed and identified the empowering characteristics of self-help
groups (i.e. sharing life experiences) and outcomes (i.e. increased self-reported confidence) as a result of participating in self-help
groups in Hong Kong.
Qualitative methods
The second development phase involved both in-depth interviews (n = 12) and participant observation methods (observing cancer
self-help group meetings for 6 months)
Five major themes encapsulated the experiences of empowerment from the interview data; (1) powerlessness of cancer (i.e.
practical, illness-related and relationship domains) (2) attributes of the empowering process (motivational, relational,
skills/knowledge, transformation of thought); (3) outcome indicators (i.e. meaning of life, confidence, skills/ knowledge, choice,
participation, financial situation and flexible optimism); (4) empowering professional behaviours and (5) empowering behaviours
of families. Empowered patients led to behavioural effects demonstrated by commitment to treatment, adaptation to illness and
psychological well-being.
Four main attributes conceptualized the empowering process of cancer patients; (1) a motivational process (i.e. finding meaning,
hope, chance of cure, giving positive information, competent professionals’), (2) a relational process (i.e. caring from significant
others), (3) a process of acquiring skills and knowledge (i.e. illness related knowledge) and (4) a process of transformation of
thought (i.e. cognitive strategies to remove disturbing thoughts)
Findings from the participant observations involved three major themes and sub categories; (1) characteristics of the empowering
process (i.e. perception of similarities, role modelling, support and affirmation and helping others), (2) empowering outcomes as a
result of participation in the group (i.e. motivation) and (3) other related outcomes (i.e. relationship with professional) [87]
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Table 5.3 A description of the dimensions, items and scoring of the PEQ [87]
Format
Self report
questionnaire

Dimensions, items and scores
33 Items:
(1) Have financial resources to handle the needs arisen from
the illness
(2) Re-evaluate my meaning and goal in life
(3) Shift focus to other areas when think about the illness. e.g.
work, recreation, helping others
(4) Have information to handle difficulties related to the
illness
(5) Master different ways to manage difficulties brought by
the illness. e.g. looking after family members
(6) Rely on doctors, nurse, and other allied health
professionals for their treatment and care
(7) Maintain a positive outlook towards the illness
(8) I feel there will be a solution to the problems, see a light at
the end of the tunnel
(9) Have confidence and courage to fight with the illness
(10) Share experience with other patients
(11) Actively manage the illness
(12) Get to know a variety of rehabilitation and medical
services for cancer patients
(13) Believe that there is always a solution to the problem
when facing the difficulties of the illness (a sailboat going
with the current will automatically pass through the arches of
a bridge)
(14) Try different methods e.g. exercise and diet to promote
health
(15) I tell myself, I am responsible for my own life, I have to
rely on myself
(16) Believe one can obtain the care and support of friends
when needed

(17) Through religious belief, it gives me meaning in life
(18) I feel useful and needed
(19) Knowing that the suffering will be gone one day which
becomes my hope
(20) Aware of the right to choose different treatment regime
(21) The unfulfilled responsibility has driven me to continue
living
(22) Have confidence to manage the fear arisen from the
possibility of recurrence of the illness
(23) Believe the future doesn’t represent hopelessness
(24) Feel there is purpose and meaning in life
(25) As the health professionals hold hopes for the illness, it
motivates me
(26) Accept the reality of the illness, a step at a time
(27) Family and friends are waiting for me to recover, I am
committed to getting better
(28) Believe illness is a stage in the life process. Leave everything
to heaven and destiny i.e. it will take care of itself when the time
comes
(29) When I feel pressure, I try to relax
(30) Collect information on cancer from literature, books and
magazines
(31) Focus on something which is good and happy
(32) Have self-determination to continue fighting with the illness
(33) Change life roles to adapt
Scoring: 5-point Likert scale: 1= never and 5 = a lot, to the
extent to which items apply to coping with cancer; Overall
empowerment score is calculated by summing the scores and
dividing by the number of items
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Table 5.4 A description of the definition of empowerment and construction of the DES [88]
Measure

Definition of empowerment

Scale development process

Diabetes
Empowerment
Scale (DES-28)

Empowerment was defined in patients with
diabetes as a diabetes-related psychosocial
self-efficacy construct.

Developed in line with previous patient empowerment research and philosophy
which aims to educate and facilitate diabetes psychosocial self-care skills.
Two pilot-versions of the DES (DES-34; DES-37) were developed as a PROM of
diabetes-related self-efficacy, to evaluate a behavioral empowerment program
‘Empowerment: A Personal Path to Self-Care’ [95]
Content reflected eight domains of the patient empowerment program designed to
assess behaviour change: (1) assessing satisfaction, (2) setting and achieving goals,
(3) setting goals, (4) emotional coping, (5) managing stress, (6) attaining social
support, (7) being self-motivated, and (8) decision-making.
Piloted pre and post patient empowerment program on patients with diabetes (n =
64) who were successful self-managers. The intervention group showed gains over
the control group on four/ eight DES-37 domains (setting goals, managing stress,
obtaining support, decision-making).

Empowerment was operationalised through
three domains assessing the ability of people
to engage in various behavioural challenges:
(1) Managing the psychosocial aspects of
diabetes (that is, the patient’s ability to
obtain social support, manage diabetesrelated stress, be self-motivated and make
diabetes self-care decisions)
(2) Assessing dissatisfaction and readiness
to change (that is, the patients’ perceived
ability to identify self-care areas they are
unsatisfied with and readiness to change)
(3) Setting and achieving diabetes goals
(that is, the patients’ ability to identify
relevant and achievable goals and ability in
overcoming those goals, related to selfefficacy construct)
The DES-28 is designed to measure a
patient’s diabetes-related psychosocial selfefficacy level measured prior and post
implementation for various educational and
psychosocial interventions related to
diabetes.

To improve the reliability of five subscales, items within the five subscales
(assessing satisfaction, solving problems, emotional coping, managing stress, and
decision-making) were re-worded to specifically relate to diabetes (i.e. ‘I can
choose realistic diabetes goals’).
Validated on patients with diabetes (n = 375) who were already involved in
diabetes research programs. A PCA using a Varimax rotation was used to define
the factors with factor loadings > .50 and 6 factors were retained. Item analyses
was used to determine the smallest number of items (alpha >0.80) and a correlation
matrix resulted in three DES subscales with 28-items.
Three factors (accounting for 56% of the variance) were named in relation to
content of the eight domains identified in the DES-37: (1) managing the
psychosocial aspects of diabetes (9-items), (2) assessing dissatisfaction and
readiness to change (9-items), and (3) setting and achieving diabetes goals (10items)
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Table 5.4 A description of the construction of the DES [88]
Measure

Diabetes
Empowerment
Scale

Scale development process

Versions
DES is available in different versions within Western culture: DES-37 item pilot version [96]; DES- 28 version [88] and DES-SF
version [102]. The DES-SF is a short form created by choosing items from 28 item version with highest item subscale correlation
on each of the eight dimensions [102]
C-DES-20 was developed based on a translated version of the DES-37 pilot version but has a different factor structure of 5
subscales (overcoming barriers, determining suitable methods, achieving goals, obtaining support, and coping).
Cross-sectional design (n = 207): C-DES-20 total was positively correlated with the C-DES-37 total (0.95) and the C-DES-28 total
(0.93) [103]
C-DES and four C-DES subscales (overcoming barriers, determining suitable methods, achieving goals, obtaining support) [104]
Swedish total (Swe-DES-23) and three Swe-DES-23 subscales (goal achievement and overcoming barriers to goal achievement,
self-awareness, managing stress) [105]
Cross-sectional design (n = 90): DES translated into Icelandic and experts in diabetes care recommended the re-wording of one
item. Ice-DES was constructed from the original three factor model: Icelandic total (Ice-DES) and two subscales (managing the
psychosocial aspects of diabetes and setting and achieving diabetes goals) [106]
Cross-sectional design (n = 80): DES translated into Turkish and items containing concepts that were addressed in more than one
way were eliminated leaving 21-items DES-21 was constructed from the original three factor model: Turkish total (DES-21) and
three subscales (managing the psychosocial aspects of diabetes, assessing dissatisfaction and readiness to change, setting and
achieving diabetes goals) [107]
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Table 5.4 A description of the dimensions, items and scoring of the DES [88]
Measure
Self- report
questionnaire

Dimensions, items and scores
28 Items: Attitudes Toward Diabetes- DES
In general, I believe that I:
1) …know what part(s) of taking care of my diabetes that I am
satisfied with.
2) …know what part(s) of taking care of my diabetes that I am
dissatisfied with.
3) …know what part(s) of taking care of my diabetes that I am
ready to change.
4) …know what part(s) of taking care of my diabetes that I am
not ready to change.
5) …can choose realistic diabetes goals.
6) …know which of my diabetes goals are most important to me.
7) …know the things about myself that either help or prevent me
from reaching my diabetes goals.
8) …can come up with good ideas to help me reach my goals.
9) …am able to turn my diabetes goals into a workable plan.
In general, I believe that I:
10) …can reach my diabetes goals once I make up my mind.
11) …know which barriers make reaching my diabetes goals
more difficult.
12) …can think of different ways of overcoming barriers to my
diabetes goals.
13) …can try out different ways of overcoming barriers to my
diabetes goals.
14) …am able to decide which way of overcoming barriers to my
diabetes goals works best for me.
15) …can tell how I’m feeling about having diabetes.
16) …can tell how I’m feeling about caring for my diabetes.
17) …know the ways that having diabetes causes stress in my life.

18) …know the positive ways I cope with diabetes-related
stress.
19) …know the negative ways I cope with diabetes-related
stress.
In general, I believe that I:
20)…can cope well with diabetes-related stress.
21)…know where I can get support for having and caring for
my diabetes when I need it.
22) …can ask for support for having and caring for my diabetes
when I need it.
23) …can support myself in dealing with my diabetes.
24) …know what helps me stay motivated to care for my
diabetes.
25) …can motivate myself to care for my diabetes.
26) …know enough about diabetes to make self-care choices
that are right for me.
27) …know enough about myself as a person to make diabetes
care choices that are right for me.
28) …am able to figure out if it is worth my while to change
how I take care of my diabetes.
Scoring:
5-point likert scale: ‘strongly agree’ = 5 points ‘strongly
disagree’ = 1 point
Subscale empowerment score is calculated by summing the
scores and divided by the number of items in the subscale
Overall empowerment score is calculated by summing the
scores and dividing by the number of items in the scale

122

Table 5.5 A description of the construction and usability of the PES [89]
Measure
Patient
Empowerment
Scale

Measure
Self- report
questionnaire

Definition of empowerment

Scale development process

Empowering care was defined as recognizing, promoting,
and enhancing the patients’ abilities, to maintain control
over their lives, leading to greater patient independence.

Constructed in 4 stages using an Event Frequency Approach:
(1) nurses (n=38) caring for older patients were asked to ‘event
nominate’ empowering and disempowering acts of care;
(2) supplemented by literature review;
Disempowering care was defined within negative
(3) nominated acts and review acts were arranged into 98 items by
interactions with health care staff such as invading
thematic analysis;
patients’ privacy and neglect, leading to patient
(4) lists of 100 empowering acts and 100 disempowering acts were
dependence.
rephrased for the older patient and tested for readability (using the Fog
Index) which yielded a reading age of 10.73 years;
(5) elderly patients (n=40) were asked to ‘event judge’ empowering
and disempowering acts. The highest scoring empowering acts (20
acts) and disempowering acts (20 acts) were incorporated into the PES.
Successfully translated into Chinese and modified by exclusion of 2
disempowering items [108]
Dimensions, items and scores
40 Questions:
Item 5) Do staff move your bed and locker to different parts of the
Item 1) Do staff make sure that your nurse call bell is
ward against your wishes? (D01)
within reach? (E01)
Item 6) Do staff dismiss your complaints? (D02)
Item 2) Do staff give you encouraging remarks for
Item 7) Do staff answer the questions you ask about your care clearly?
achieving specific goals? (E02)
(E05)
Item 3) Do staff work quietly at night to help you get to
Item 8) Do staff treat you quickly after you have complained of pain?
sleep? (E03)
(E06)
Item 4) Do staff provide you with relevant information
Item 9) Are staff noisy at night stopping you from sleeping? (D03)
related to your illness? (E04)
Item 10) Do staff attend you without asking your permission? (D04)
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Table 5.5 A description of the dimensions, items and scoring of the PES1 [89]
Measure
Self- report
questionnaire

Dimensions, items and scores
40 Questions…
Item 11) Do staff order you to take part in activities against your wishes?
(D05)
Item 12) Do staff remove food and drink from your table before you have
finished? (D06)
Item 13) Do staff insist that you eat or drink when you don’t want to?
(D08)
Item 14) Do staff invade your privacy whilst you are performing a
personal activity? (E07)
Item 15) Do staff resolve your complaints? (E07)
Item 16) Do staff make themselves available after realizing that you need
help? (E08)
Item 17) Do staff busy themselves with other tasks when they realize you
need help? (D09)
Item 18) Do staff conduct nursing tasks without explaining their actions?
(D10)
Item 19) Do staff respect your choices? (E09)
Item 20) Do staff disclose private information in an area where it may be
overheard by other patients? (D11)
Item 21) Do staff listen to what you have to say without interrupting?
(E10)
Item 22) Do staff make sure that you are able to perform activities by
yourself? (E11)
Item 23) Do staff check to make sure that information given to you has
been understood? (E12)
Item 24) Do staff ask you to do things which you can’t do because of
your illness or disability? (D12)
Item 25) Do staff prevent you from making decisions about your planned
care? (D13)

Item 26) Do staff give information at a rate too fast for you to
understand? (D14)
Item 27) Do staff respond slowly to your complaints of being in pain?
(D15)
Item 28) Do staff allow you time to finish food or drink before it is
cleared away? (E13)
Item 29) Do staff show understanding when discussing your problems?
(E14)
Item 30) Do staff provide you with information about your future care
options? (E15)
Item 31) Do staff familiarize you with your surroundings? (E16)
Item 32) Do staff dispense treatments without telling you what they
entail? (D16)
Item 33) Do staff allow you time to answer questions? (E17)
Item 34) Do staff fail to assist you with tasks you cannot do? (D17)
Item 35) Do staff make remarks which lower your self-esteem (self
regard)? (D18)
Item 36) Do staff seek your permission prior to conducting nursing
tasks? (E18)
Item 37) Do staff use dominant postures when talking to you (i.e.
placing hands on hips)? (D19)
Item 38) Do staff explain their actions throughout nursing tasks? (E19)
Item 39) Do staff make sure that you are clear about your choices?
(E20)
Item 40) Do staff talk down to you as though you were a child? (D20)
Scoring: 3-point response scale: ‘never’ (score 0), ‘sometimes’ (score
1), often’ (score 2) in relation to last 3 days in hospital
Overall PES is calculated by summing the item scores in each subscale
and dividing them by the number of response items in each subscale.
Higher, positive scores for the empowering subscale is a perceived
higher frequency of empowering care, and higher, negative scores for
the disempowering subscale is a perceived higher frequency of
disempowering care
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Table 5.6 A description of the definition of empowerment and purpose of the EMP [90]
Measure

Empirical
Empowerment
Measure

Definition of empowerment
‘Empirical’ empowerment in people who are suffering from eating problems and disorders was defined as an individual’s (not
necessarily fully conscious) experience of his or her own sense of power, and the emotional, mental and behavioral consequences.
Empowerment was operationalised through six factors which were derived from a series of empirical analyses:
(1) appearance apprehension (i.e. the extent to which one’s body dissatisfaction includes a lack of confidence or shame, interferes
with success, or inhibits social life)
(2) dietary control (i.e. the extent to which one exerts control over dietary issues)
(3) assertion efficacy (i.e. the extent to which one has a social assertion that one is in control of social situations)
(4) purpose confusion (i.e. the extent to which one has a sense of self-identity, self-esteem, perceived uselessness, and sense of
confusion about purpose in life)
(5) interpersonal confines (i.e. the extent to which one feels pressures, limitations and confines perceived from other people)
(6) interpersonal pressure (i.e. the extent to which one feels dissatisfaction, stress and invalidation in relation to social interactions)
The EMP is designed to assess the degree of empowerment that individuals with eating problems experience and can be used
within a therapeutic setting to facilitate behaviour and attitude changes in people with disturbed eating patterns.
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Table 5.6 A description of the construction of the EMP [90]
Measure

Empirical
Empowerment
Measure (EMP)

Scale development process

Literature review
Eight related concepts applicable to empowerment in people who are suffering from eating problems and disorders were identified from
the literature: (1) low self-efficacy and competence, (2) powerlessness, helplessness, and loss of control, (3) external locus of control, (4)
low self-esteem and low feelings of self-worth, (5) experience of negative cultural pressure and poor body esteem, (6) confused identity
and negative self-perception, (7) problems with communication and assertion, and (8) negative affect.
92 Items were used as an initial item pool and incorporated a mixture of revisions of statements from existing questionnaires and
statements in relation to the literature: self-efficacy and competence (10-items), powerlessness (12-items), locus of control (12-items),
self-esteem and self-worth (7-items), cultural pressure and body-esteem (9-items), identity and self-perception (5-items), communication
and assertion (26-items) and affectivity (9-items). Items were reviewed for relevance to content domain by experts in the field.
Development studies
PCA (n = 1111) yielded eight components (based on theoretical issues and the results of the scree test) explaining 40.3% of the total
variance. Components reflected a mixture of items from the original eight domains of empowerment.
EFA (using principle axis factoring) was run on the 92-items oblique (oblimin) rotation. Eighteen items were deleted and the analysis
resulted in eight factors (positive competency, appearance apprehension, dietary control, powerlessness, social assertion and
determination, interpersonal confines, purpose confusion, and self-efficacy and competence) accounting for 44.7% of the variance.
Regression analyses suggested that prediction of eating disorder scale scores was improved by use of subscales, over and above the
simple average score, supporting the notion of empowerment as a multidimensional construct.
Two subscales had low alpha coefficients (factor 4: powerlessness 0.45 and factor 6: interpersonal confines 0.45) and one factor failed to
differentiate between eating disorder scores. 27 further items were deleted by endorsement indices, resulting in deletion of factor 1
(positive competence) and factor 4 (powerlessness).
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Table 5.6 A description of the construction of the EMP [90]
Measure

Empirical
Empowerment
Measure (EMP)

Scale development process

The remaining items were subjected to further PAF with oblimin rotation resulting in a five-factor model (purpose confusion, dietary
control, assertion efficacy, interpersonal confines, and appearance apprehension) accounting for 45.7% of the variance. The reduced
model had acceptable reliability and a discriminant analysis indicated that 76.3% of the original grouped cases (between the high and
low EDI groups) were classified which was a 2% improvement on the 74-item model.
CFA was run using the five subscales as latent factors in the 44-item reduced model and analysis of the model resulted in a model with
inadequate fit across a number of indices.
A second model development process was then conducted. The original item pool of 92 items was assessed using endorsement indices,
excluding items with values above .8 and below .2 resulting retaining 57-items. A PCA with oblique rotation yielded eight components
and explained 43.2% of the variance. Items were deleted based on their contribution to the components, and an alternative 33-item
model of empowerment yielded eight components (1) appearance apprehension, (2) interpersonal confines, (3) assertion efficacy, (4)
purpose confusion, (5) dietary control, (6) affectivity, (7) efficacy, and (8) powerlessness, explaining 53.5% of the total variance.
Analysis found significant differences between those scoring high and low on an eating disorder scale on all eight components, although
two factors failed to differentiate between high and low scores using Bonferroni adjustment (affectivity and efficacy). PCA was run
with the remaining 29-items with six components (minus the affectivity and efficacy components) which accounted for 51.2% of
variance. EFA was run on the 29-items with PAF using oblimin rotation which led to the deletion of two items. The analysis was
performed again and five factors were retained: (1) appearance apprehension, (2) interpersonal confines, (3) assertion efficacy, (4)
purpose confusion, and (5) dietary control, explaining 50.1% of the total variance. Three items were deleted because of low loadings.
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Table 5.6 A description of the construction of the EMP [90]
Measure

Scale development process

Empirical
Empowerment
Measure (EMP)

PAF using oblimin rotation was re-run on the 24-item model yielding five factors accounting for 52.1% of the variance. CFA was run on
the refined model and resulted in an acceptable GFI of .934 indicating a well-fitting model.
The five predictor empowerment subscales differentiated between the high and low EDI group participants. Two subscales had low
alpha coefficients (dietary control 0.53 and interpersonal confines 0.66). Two previously eliminated items were added back into the
interpersonal confines sub-scale increasing alpha to 0.71 and two previously eliminated items were also added into the dietary control
sub-scale increasing alpha to 0.71.
PAF was re-run for the five-factor model accounting for 53.8% of the variance. A CFA testing the model decreased the GFI to .928. By
pre-specifying five factors to the pre-screened items, this yielded an additional sixth factor named interpersonal pressure. The new
factor loaded onto some of the items which belonged to the interpersonal confines factor.
A PAF with oblimin rotation was run on the 28-item six-factor model accounting for 54.4% of the variance and a CFA resulted in a GFI
of .923 indicating a well-fitting model. All correlations between scales and their factor scores were above 0.9
A PAF with oblimin rotation was run on the dataset (n = 1111) to investigate the stability of the six-factor structure which accounted for
53.1% of the variance. Results indicated factor instability and simple structure was not achieved as many items cross-loaded.
A PAF with oblimin rotaion was re-run with another small sample of participants (n = 101) yielding six-factors accounted for 62.3% of
the variance. The sets of items defining the factors remained mostly stable with only a few cross-loadings.
A CFA was run on this dataset (n = 101) achieving a GFI of .914 indicating a good model fit.
The six-factor model of empowerment (1) appearance apprehension, (2) interpersonal confines, (3) assertion efficacy, (4) purpose
confusion, (5) dietary control and (6) interpersonal pressure, was retained as the EMP scale.
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Table 5.6 A description of the dimensions, items and scoring of the EMP [90]
Measure

Self- report
questionnaire

Dimensions, items and scores

28 Items:
(1) I lack confidence because of my appearance
(2) I often feel that other people are using me
(3) I can overcome my urge to eat
(4) I don’t have any problems asking for help
(5) I don’t really know what I want from life
(6) I can say no without feeling guilty
(7) My appearance interferes with becoming successful
(8) I can’t understand why I keep breaking my diet
(9) Sometimes I am ashamed of how I look
(10) I often feel criticized by others
(11) If people in my life would show more regards for my
feelings, I would be much happier
(12) When I am offered food, I cannot resist
(13) I am proud of my appearance
(14) I often feel bored with everything

(15) My social life is limited by my looks
(16) I feel a sense of control over my eating behavior
(17) I can control my weight loss
(18) I usually address interpersonal conflicts
(19) I don’t hesitate to ask for the things I need
(20) These days you can’t really trust people
(21) Most people are generally critical
(22) Sometimes I am confused about who I really am
(23) Sometimes I feel useless
(24) When I am involved in a group discussion, I feel that others are
usually eager to hear my opinion
(25) I am often blamed for things that are not my fault
(26) I often feel that I am a failure
(27) I am easily distracted
(28) People would respect me more if I were thinner

Scoring:
This is an inventory of your beliefs about a multitude of
personal and social matters. Please respond to each item by
circling the number that best represents your feeling about the
issue, Strongly Agree (6), Agree (5), Slightly Agree (4),
Slightly Disagree (3), Disagree (2), and Strongly Disagree
(1).
Overall empowerment score is calculated by summing the
scores and dividing by the number of items
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Table 5.7 A description of the construction and usability of the PES [91]
Measure
Patient
Empowerment
Scale [91]

Definition of empowerment

Scale development process

Empowerment as a concept was defined in those patients who
have accepted their illness and utilise coping strategies to regain
control
Empowerment was operationalised through 14 themes in relation
to patients’ sense of control over cancer
The PES is designed to assess the level of empowerment amongst
cancer patients. Through this information the professional can
assess the patients’ ability to make decisions about coping with
their illness

Format
Self-report
questionnaire

Constructed through an empowerment and self-efficacy literature
review and interviews with cancer patients (n = 20) who had
demonstrated a strong coping mechanism regardless of prognosis
14 common themes identified and operationalised into pairs of
statements and reviewed by oncology experts, measurement
academics and a cancer survivor
Patients (n = 26) completed the European Organisation for the
Research and Treatment of Cancer feedback form after
completing the scale
Scale piloted on cancer patients (n = 100). The Rasch
measurement model [97] was used for item fit. Two items
encompassing ‘complementary therapies’ and ‘spiritual beliefs’
were omitted for being too close in meaning. Items on support of
friends and family were combined

Dimensions, items and scores
15 Questions:
Item 1- I am capable of handling my illness
Item 2- I have all the information I need to manage my illness
Item 3- I am capable of helping health professionals reach
decisions related to my illness
Item 4- My family are very supportive
Item 5- I need the support of my family and friends
Item 6- My family and friends still rely on me
Item 7- I can adapt to the changes in my lifestyle
Item 8- Health professionals are happy to include me in decisions
related to my illness
Item 9- I want my family and friends to continue to rely on me
Item 10- My friends are always supportive

Item 11- I still feel useful in my daily life
Item 12- My spiritual beliefs help me cope with my illness
Item 13- I accept that I have to change my lifestyle
Item 14- Complementary therapies help me cope with my illness
Item 15- I have a lot of confidence in my local GP
Scoring:
The PES items are scored on a 4-point Likert scale, with 1
(‘strongly disagree’) and 4 (‘strongly agree’)
Overall PES score is calculated by summing the scores and
dividing by the number of items
Average of up to 10 minutes to complete for 79% of respondents.
No respondents took longer than 15 minutes to complete
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Table 5.8 A description of the construction of the CES [92]
Measure

Client
Empowerment
Scale [92]

Format
Self- report
questionnaire

Scale development process

Further item refinement involved the deletion of 7/18 items for conceptual incongruence with Informed Confidence. One item was
deleted through item redundancy from: Client-Provider Relationship, Awareness and Client-Client Support subscales. No deleted
items lowered Cronbach’s alpha (CA) for the CES.
3 items were reworded to conceptually conform to Client-Provider Relationship and Control domains. Item refinement resulted in
a 44-item CES with 6 dimensions:
(1) Informed confidence- items from self-confidence, participation, knowledge (11items); (2) Client-Provider Relationship, (14
items); (3) Social Advocacy- having an ability to negotiate and communicate with government, (8 items); (4) Awareness, being
aware of one’s rights (6 items); (5) Control, having the right to decision-make
(3 items); and (6) Client-Client Support (2 items)
Dimensions, items and scores
44 Items:
(1) I am comfortable discussing my health concerns with
my provider
(2) I would ask my provider to change my medication
when it does not satisfy me
(3) I know how to reach the goals I set about my health
problems
(4) I know my role versus the roles of my health provider
when solving problems associated with my chronic
condition
(5) I try to assist individuals who have chronic health
conditions similar to mine
(6) I consider myself an equal partner when interacting
with my provider
(7) I often request additional health resources from my
provider when needed

(8) I would ask elected town and government officials to provide me
with available community resources
(9) I am comfortable asking my provider questions related to my health
problems
(10) I am responsible for the decisions I make about my health
(11) I have the right to discuss my use of medication with my provider
(12) I am comfortable expressing my feelings to my provider
(13) To improve the health care of patients like me, I would place a call
to elected town and government officials
(14) I am confident performing the necessary skills for managing my
chronic health
(15) I have the right to discuss my food preferences with my provider
(16) I would talk to my provider if I feel that a wrong therapy is
prescribed for my condition
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Table 5.8 A description of the dimensions, items and scoring of the CES [92]
Measure
Client Empowerment
Scale

Dimensions, items and scores
… (17) My provider regards my knowledge and experience in
taking care of my chronic condition
(18) I try to share my health experiences with others who live
with similar chronic conditions
(19) To improve the health care of patients like me, I would
contact elected town and government officials by writing
them a letter
(20) I am confident using my abilities to reach my health
goals
(21) I feel having a voice when interacting with my provider
(22) I would ask my provider to change the dietary regimen if
it does not satisfy me
(23) I would talk to provider if I feel that a wrong procedure is
to be performed on me
(24) My provider supports my health care choices even if it
contradicts with his/her recommendations
(25) I would attend an event or a public meeting to discuss
problems related to my chronic health condition
(26) I am confident overcoming the obstacles that prevent me
from achieving my health goals
(27) I am confident performing therapeutic exercises as
prescribed
(28) I would refuse any decision made by my provider if it
does not satisfy me
(29) My provider spends a fair amount of time during a visit
(30) My provider encourages me to participate more in
decisions related to my health care regimen
(31) I would state my opinion to elected town and government
officials for the benefit of all patients who have similar
chronic health conditions

(32) I am confident managing the pain associated with my
chronic health condition
(33) Most of the times I make the final decision regarding my
health care choices
(34) I would stop any therapy even if it contradicts my
providers recommendations
(35) The positive attitudes of my provider motivates me to
participate more in making decisions related to my health care
regimen
(36) My provider listens attentively to me
(37) I collaborate with my provider in planning my health care
regimen
(38) I would identify problems related to my chronic health
condition to elected town and government officials for the
benefit of all patients
(39) I know where to find support for my health care needs
(40) I know what helps me stay motivated to better manage my
chronic health condition
(41) I would contact elected town and government officials to
expand health coverage for alternative therapies
(42) I am confident managing the difficulties associated with
my chronic health condition
(43) I know my capabilities and strengths necessary for
managing my chronic health condition
(44) I would ask elected town and government officials to
consider including patients in the health policy process
Scoring:
5-point Likert scale: 1= strongly disagree and 5 = strongly
agree; High score of 220 = client is highly empowered
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Table 5.9 A description of the construction and usability of the PRES [93]
Measure

Pregnancy Related
Empowerment Scale

Definition of empowerment

Scale development process

Pregnancy Related Empowerment is defined as the capacity to
nurture and create health for self and family during pregnancy
and early parenting.

Constructed through revising an instrument that measures
community empowerment identified from the existing literature.

Within the context of CenteringPregnancy® empowerment is
both a transformational process and an anticipated outcome of
the model.
Empowerment was operationalised within four dimensions:
(1) provider connectedness, (2) skillful decision-making, (3)
peer connectedness and (4) gaining voice
The PRES is designed to measure empowerment within group
prenatal care, to compare group with individual care and to
evaluate outcomes of CenteringPregnancy®.

Items were developed from: the literature,
CenteringPregnancy® focus groups, individual interviews with
providers of group care, and from experts (researchers and
clinicians) from the Centering Pregnancy and Parenting
Association who identified the Essential Elements of
CenteringPregnancy®
Items were revised accordingly which resulted in 22-item
instrument and was administered to urban African American
women (n = 130: 113 = CenteringPregnancy® women 17 =
individual care) from 3 clinics.
Item analysis resulted in deletion of one item to form a 21-item
scale.
The first 16-items were designed to be completed by all
respondents and the remaining 5-items for respondents
participating in group care.
Results of EPA identified four factors which conceptualize
Pregnancy Related Empowerment: (1) provider connectedness,
(2) skillful decision-making, (3) peer connectedness, and (4)
gaining voice.
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Table 5.9 A description of the construction of the dimensions, items and scoring of the PRES [93]
Format
Self – report
questionnaire

Dimensions, items and scores

21 Items
Please read each statement and then choose the response that best
describes how you feel. “Health care provider” refers to your
midwife, doctor, or other health care provider.
(1) I can ask my health care provider about my pregnancy
(2) I have enough time with my health care provider to discuss my
pregnancy
(3) My health care provider listens to me
(4) My health care provider respects me
(5) I expect my health care provider to respect my decisions about
my pregnancy
(6) My health care provider respects my decision, even if it is
different than her/his recommendation
(7) I take responsibility for the decisions I make about my
pregnancy like eating healthy food
(8) I can tell when I have made a good health choice
(9) Since I began prenatal care, I have been making more decisions
about my health
(10) Women need to share experiences with other women when
they are pregnant
(11) I share my feelings and experiences with other women
(16) If something is going wrong in my pregnancy, I know whom
to talk to.

(12) I know if I am gaining the right amount of weight during my
pregnancy
(13) I have a right to ask questions when I don’t understand something
about my pregnancy
(14) I am able to change things in my life that are not healthy for me
(15) I am doing what I can to have a healthy baby
STOP Answer questions below ONLY if you were in a
CENTERINGPregnancy® group
(17) I have enough personal attention from my health care provider in
groups to meet my needs
(18) Women in my group listen to me
(19) Taking my own blood pressure helps me to know if my blood
pressure is normal
(20) When I weigh myself I know if I am gaining the right amount of
weight during my pregnancy
(21) Using the self-assessment sheets during group help me to
understand my pregnancy
Scoring- Four point Likert scale: 1 = ‘strongly disagree’ 5 = ‘strongly
agree’
A high score of 105 = highly empowered
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The next section outlines the results of a critical assessment of the nine
empowerment measures in relation to the quality criteria for health-related
measures [83] as proposed in Chapter 4 (Table 4.1).

5.4 Psychometric assessment

The psychometric assessment for the nine empowerment measures included in the
review is shown in Tables 5.10 – 5.16.

Four instruments (PEI, ES, DES, EMP) had a large amount of construct validation
studies [85, 86, 88, 90], therefore the tables of psychometric assessment are
limited to a maximum of three construct validity tables per instrument (the
remaining construct validity tables can be found in Appendix 2).
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Table 5.10 Psychometric assessment of reliability measurement properties of the PEI [85]
Internal consistency

Studies with alpha 0.7 or above
Original enablement score [94, 109, 110]
Original PEI score, with CSQ 12 score, and all CSQ items score [111]
PEI score [112]
PEI score (EFA: [10])
Three-item PEI score ([113]
PEI/CARE score [114]
Composite reliability of PEI at consultation score [114]
Polish PEI score [99]
Chinese (Hong Kong) PEI score at baseline and follow-up [101]

Test- retest

Test- retest
Enablement score at first consultation also predicted overall
enablement score at 3 months (0.25; p< 0.05) and 12 months (0.28;
p< 0.05) [115]
Chinese (HK) PEI score showed no difference(p< 0.124) between
test and retest means immediately after and 2-weeks postconsultation, test- retest ICC was 0.75 [101]

Studies with alpha < 0.70
No studies identified
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Table 5.10 Psychometric assessment of construct validity measurement properties the PEI [85]
Measure

Patient
Enablement
Instrument

Construct validity

Associations with other variables (variable, subjects, direction with domain, and magnitude)
Associations with other empowerment instruments
None
Demographic
Cross-sectional design (n = 25, 994): a t-test revealed that other language patients who knew their doctor better than English
speaking patients, reported significantly higher enablement and shorter consultations (M = 4.5, M = 7.1 minutes) than English
speaking patients (M = 3.1, M = 8.0 minutes), particularly within biomedical consultations [112]
Cross-sectional design (n = 25, 994): other language speaking doctors (all of whom spoke Asian languages) enabled other language
speaking patients less well and their consultations were significantly shorter [112]
Cross-sectional design (n = 25, 994): a t-test revealed those patients ≥ 65 had higher enablement scores than patients < 60 years,
significant p< 0.05 [112, 113]
Cross-sectional design (n = 25, 994): a t-test revealed males (M = 3.2) had higher enablement scores than females (M = 2.8)
significant p< 0.05 [112]
Cross-sectional design (n = 25, 994): a t-test matched sex of patients and doctors by sex and enablement scores for male and female
doctors were similar overall, but female doctors spent more time with their patients than did male doctors, particularly when the
patient did not know the doctor well [112]
Cross-sectional design (n = 23, 799): a consultation quality index (CQI) was constructed for general practice incorporating a process
measure for consultation length, a structure measure assessing how well patients know the doctor and an outcome measure assessing
patient enablement [115-118]
Cross-sectional design (n = 23, 799): there was no correlation between doctor’s rank order on the CQI or on any of its components
and the amount of female patients seen (r = 0.01) [116]
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Table 5.10 Psychometric assessment of construct validity measurement properties of the PEI [85]
Measure

Patient
Enablement
Instrument

Construct validity

Associations with other variables (variable, subjects, direction with domain, and magnitude)
Demographic
Cross- sectional design (n = 25, 842): higher PEI scores in shortest consultation times (M = 4.4, time = 7.1 minutes) were significantly
associated with South Asian language-speaking patients (n = 993) [119]
Cross- sectional design (n = 25, 842): a multiple regression with PEI score as the dependent variable and patient is OLP (other language
present), other own language at consultation, patient is South Asian language speaker, consultation length, knowing the doctor well, age
and sex as covariates, revealed higher PEI scores for patients speaking OLP than English (parameter estimate: 0.95; p< 0.0001) was
independently predicted by language status, consulting in own language, and by knowing the doctor better [119]
Cross- sectional design (n = 25, 842): patients increasing age was also an independent predicator of enablement but had smaller effects
[119]
Cross-sectional design (n = 200): t-tests revealed there were no significant associations between enablement scores and certain
demographic characteristics (personal income, educational level, social class) of patients attending the GHHS [117]
Cross-sectional design (n = 200): a t-test revealed there was a significant association between enablement scores and age of respondents
attending the GHHS, with younger patients having lower mean scores (<20, M = 2.3, n = 8) than those aged >20 [117]
Cross-sectional design (n = 200): a t-test revealed there was a significant association between enablement scores and marital status of the
respondents at the GHHS, with single patients having lower mean scores (M = 3.4, n = 3.4) than being married, widowed, divorced or
cohabiting [117]
An ANCOVA controlling for the effect of age (the single parents were younger) reduced the association between enablement and marital
status to below significance (p = 0.07) [117]
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Table 5.10 Psychometric assessment of construct validity measurement properties of the PEI [85]
Measure

Patient
Enablement
Instrument

Construct validity

Associations with other variables (variable, subjects, direction with domain, and magnitude)
Demographic
Cross-sectional design (n = 200): Spearman’s correlation analyses revealed patient enablement at the GHHS was significantly positively
correlated with age (ρ = 0.18; p< 0.05) [117]
Retrospective, observational design (n = 143): a t-test revealed adjusted and unadjusted enablement scores were not significantly
associated with age [120]
Cross- sectional design (n = 25, 842): a multiple regression with PEI score as the dependent variable and patient is OLP (other language
present), other own language at consultation, patient is South Asian language speaker, consultation length, knowing the doctor well, age
and sex as covariates, revealed higher PEI scores for patients speaking OLP than English (parameter estimate: 0.95; p< 0.0001) was
independently predicted by language status, consulting in own language, and by knowing the doctor better [119]
Cross- sectional design (n = 25, 842): patients increasing age was also an independent predicator of enablement but had smaller effects
[119]
Cross-sectional design (n = 200): t-tests revealed there were no significant associations between enablement scores and certain
demographic characteristics (personal income, educational level, social class) of patients attending the GHHS [117]
Cross-sectional design (n = 200): a t-test revealed there was a significant association between enablement scores and age of respondents
attending the GHHS, with younger patients having lower mean scores (<20, M = 2.3, n = 8) than those aged >20 [117]
Cross-sectional design (n = 200): a t-test revealed there was a significant association between enablement scores and marital status of the
respondents at the GHHS, with single patients having lower mean scores (M = 3.4, n = 3.4) than being married, widowed, divorced or
cohabiting [117]
An ANCOVA controlling for the effect of age (the single parents were younger) reduced the association between enablement and
marital status to below significance (p = 0.07) [117]
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Table 5.10 Psychometric assessment of reliability measurement properties of the ES [86]
Internal consistency

Studies with alpha 0.7 or above
ES total [86]
ES total and one ES subscale (esteem) [121]
Two ES combined subscales (self-esteem- self-efficacy, power- powerlessness) [122]
Swedish ES total [123]
Swedish ES total and one Swedish ES subscale (self-esteem- self-efficacy)[124]
ES superordinate subscale (self-esteem and activism) [124]
ES total [125]
Two ES subscales (composite spilt-half reliability of two randomly selected ES
subscales) [126]
ES total and two ES subscales (self-esteem- self-efficacy and community activism and
autonomy)[127]
Two ES subscales (self-esteem- self-efficacy and community activist and autonomy)
[128]
ES total [129]
ES total [130]

Test- retest

Test- retest
Empowerment score predicted 4/5 ES subscale scores: selfesteem- self-efficacy, activism and autonomy, optimism and
control over future, and power-powerlessness (r > 0.75) two
weeks later [50]

Studies with alpha < 0.70
Four ES subscales (activism, control, anger, and power) [121]
Four Swedish ES subscales (activism and autonomy, optimism and control over future,
righteous anger, and power-powerlessness) [124]
ES superordinate subscale (community and power) [124]
Three ES subscales (power, optimism and righteous anger) [127]
Three ES subscales (power- powerlessness, optimism and control, and righteous
anger) [128]
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Table 5.10 Psychometric assessment of construct validity measurement properties of the ES [86]
Measure

Empowerment
Scale

Construct validity

Associations with other variables (variable, subjects, direction with domain, and magnitude)
Associations with other empowerment instruments
Intervention design (n = 1,827): ES total was positively correlated with PES (Personal Empowerment Scale) subscale PES choice (r
= 0.31) and with PES subscale reduction in chance (r = 0.42). ES was positively correlated with OME total (Organizational
Mediated Empowerment: r = 0.28) [86]
Cross-sectional design (n = 50): ES total was positively correlated with PES total (r = 0.41; p< .01), and MHCS total (Mental Health
Confidence Scale: 16-item scale, 3 subscales measuring intrapersonal empowerment: optimism, coping and advocacy:
r = 0.34; p< .05). ES subscale optimism- control was positively correlated with the MHCS optimism subscale (r = 0.59; p< .01)
[127].
Demographic
Cross-sectional design (n = 271): male and females did not differ significantly in ES total. No significant differences were found by
race (white, black, or other racial status), or by marital status (married, single or divorced, widowed, or separated) in ES total. There
was no significant correlation between educational level achieved and ES total [86]
Cross-sectional design (n = 253): there was a non significant difference between respondents empowerment scores in regular jobs (M
= 3.01) and respondents who were non-working (that is, those who were involved in sheltered, volunteer work, retired, in school, or
unemployed) (M = 2.92). There was no significant difference between respondents mean empowerment scores who were
categorized as being engaged in any productive activity (that is, in a regular job, a sheltered workshop, volunteer work, or school)
and those not engaged in any productive activity [86]
Cross-sectional design (n = 98): there was a significant difference between the number of hours engaged in productive activity and
respondents ES total scores (r = 0.34, p<0.001) than those nonworking respondents [86]
Cross-sectional design (n = 234): there was a significant difference between respondents total monthly income and respondents ES
total scores (r = 0.24, p< 0.001) [86]
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Table 5.10 Psychometric assessment of construct validity measurement properties of the ES [86]
Measure

Empowerment
Scale

Construct validity

Associations with other variables (variable, subjects, direction with domain, and magnitude)
Demographic
Cross-sectional design (n = 234): a stepwise multiple regression was performed with ES total as the dependent variable and age,
gender, educational level, ethnicity, age at first psychiatric contact, work status, housing status, marital status, total monthly income,
and total number of lifetime psychiatric hospitalizations were entered as independent variables, and revealed that higher total
monthly income was significantly positively related to higher ES levels, accounting for 5% of the variance [86]
Cross-sectional design (n= 35): there was a negative correlation between respondents ethnic group and ES community orientation
score (superordinate factor to ES encompassing 3 ES subscales: community action, powerlessness, and effecting change) (r = -0.36,
p<0.05). Ethnic group was positively correlated with ES self-orientation score (r = 0.06), non-significantly [50]
Cross-sectional design (n= 35): there were no other significant correlations between ES self-orientation and ES community
orientation to empowerment and other demographic variables such as age, gender, education and marital status [50]
Cross-sectional design (n= 35): there was a negative correlation between education level of respondents and ES self-orientation to
empowerment score (r = -0.30) and ES community orientation to empowerment score (r = -0.27) [50]
Cross-sectional design (n= 35): there was a positive correlation between the age of respondents and ES self-orientation to
empowerment score (r = 0.11) and ES community orientation to empowerment score (r = 0.07) [50]
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Table 5.10 Psychometric assessment of construct validity measurement properties of the ES [86]
Measure

Empowerment
Scale

Construct validity

Associations with other variables (variable, subjects, direction with domain, and magnitude)
Demographic
Cross-sectional design (n= 35): there was a negative correlation between the gender of respondents and ES self-orientation to
empowerment score (r = -0.11) and a positive correlation between age and ES community orientation score (r = 0.06) [50]
Cross-sectional design (n= 35): there was a positive correlation between the marital status of respondents and ES self-orientation
empowerment score (r = 0.18) and ES community orientation score (r = 0.11) [50]
Two stepwise multiple regression analyses using two superordinate factors of ES as dependent variables and RSES, QOLI, BPRS,
SSQ size of support network, NARA total resources, and WAIS-R vocabulary as independent variables was conducted and ethnicity
accounted for independent variance in ES community- orientation scores (alongside NARA resources, WAIS-R vocabulary) yielding
a Multiple R of 0.78, accounting for 60.8% of the variance [50]
Cross-sectional design (n = 283): an ANOVA revealed a significant difference between employment status and ES total scores (F =
10.39; p < 0.001). Tests of difference revealed respondents with full- time jobs (n = 52) had significantly higher ES total scores
(2.91; p < .01) and higher ES subscale scores (self- esteem M = 3.04; activism M = 3.26; control M= 2.84; anger M =2.45 and power
M = 2.70) than respondents who were unemployed and had part-time jobs [121]
Cross-sectional design (n = 283): an ANOVA revealed a significant difference between education level and ES total scores (F =
6.21; p = .002). Tests of difference revealed respondents with some college experience (n = 90) had significantly higher ES total
scores (2.83; p < .01) and higher ES power subscale scores (2.62; p < .01) than respondents with grade and high school level of
education [121]
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Table 5.11 Psychometric assessment of reliability properties of the PEQ [87]
Internal consistency

Studies with alpha 0.7 or above
Total empowerment score and four subscales (confidence, skills/ knowledge,
hope and meaning) [87]

Test- retest

Test- retest
No assessment made

Studies with alpha < 0.70
Two subscales (acceptance and flexible optimism) [87]
All six subscales (acceptance of illness, confidence, skills and knowledge,
hope, meaning in life, flexible optimism) [87]
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Table 5.11Psychometric assessment of construct validity measurement properties of the PEQ [87]
Measure
Psychological
Empowerment
Questionnaire

Construct validity

Associations with other variables (variable, design, subjects, direction, and magnitude)
Associations with other empowerment instruments
No studies identified
Demographic
Cross-sectional design (n =79): patients who were members of self-help groups were significantly more likely than non-members to
report higher total empowerment (t (6.63), p<0.05), higher level of finding meaning in life (t (4.47) p<0.05), higher level of hope (t
(3.76) p<0.05), higher degree of confidence (t (5.73), p<0.05), higher level in skills and knowledge (t (3.64) p<0.05), higher level of
acceptance of illness (t (5.72) p<0.05), and higher flexible optimism (t (2.45) p<0.05) [87]
Cross-sectional design (n =79): patients who were members of self-help groups with a higher educational level were significantly
more likely than non-members to report higher total empowerment (F (2.181) p<0.05). There was no significant relationship with
gender, age, marital status, occupation, income and religion amongst members and non-members total empowerment [87]
Clinical
Cross-sectional design (n =79): time since diagnosis was significantly related to empowerment (F (9.331) p<0.00), but there was no
significant relationship with types of treatment or condition [87]
Psychological
No data assessed
Process of care
No data assessed
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Table 5.11 Psychometric assessment of construct validity measurement properties of the PEQ [87]
Measure
Psychological
Empowerment
Questionnaire

Construct validity

Associations with health outcomes (Design, variable, subjects, direction with domain, and magnitude)
Cross-sectional design (n =79): the EPQ was negatively correlated with a shortened version of the Chinese version of the General
Health Questionnaire (r = -0.56) [87]
Dimensional structure
EFA (n = 102) yielded six factors by the scree test explaining 52% of the variance. Oblique rotation resulted in factors which were
named based on the content of the items and previous theory. One item was deleted.
Four factors (confidence, skills and knowledge, meaning in life, flexible optimism) correspond to the dimensions of empowerment
derived from the literature and qualitative findings. Two additional factors (acceptance of illness, hope) emerged as new conceptual
dimensions of empowerment. Originally acceptance illness was a subscale in flexible optimism and hope was a subscale related to
meaningfulness [87]
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Table 5.12 Psychometric assessment of reliability measurement properties of the DES [88]
Internal consistency

Test- retest

Studies with alpha 0.7 or above

Test- retest

DES-34 total and number of subscales (unpublished which subscales)
[88]

Empowerment score at pilot administration also predicted overall
empowerment score at pre and post 6 weeks no-treatment control period
(r = 0.79) [96]

DES total and three DES subscales (managing the psychosocial aspects of
diabetes, assessing dissatisfaction and readiness to change, setting and
achieving diabetes goals) [88]

C-DES-20 score at 2-week interval between administrations (n =20) using
ICC was 0.75 (95% CI 0.43- 0.91) [103]

Short form score (DES-SF: [102]
Chinese total (C-DES-20-items) and five C-DES-20 subscales
(overcoming barriers, determining suitable methods, achieving goals,
obtaining support, coping) [103]
DES total [131]
C-DES and four C-DES subscales (overcoming barriers, determining
suitable methods, achieving goals, obtaining support) [104]
Swedish total (Swe-DES-23) and three Swe-DES-23 subscales (goal
achievement and overcoming barriers to goal achievement, selfawareness, managing stress) [105]
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Table 5.12: Psychometric assessment of reliability measurement properties of the DES [88]
Measure

Diabetes
Empowerment
Scale

Internal consistency

Studies with alpha 0.7 or above
Icelandic total (Ice-DES) and two subscales (managing the psychosocial aspects of diabetes and setting and achieving diabetes goals) [106]
Turkish total (DES-21) and three subscales (managing the psychosocial aspects of diabetes, assessing dissatisfaction and readiness to
change, setting and achieving diabetes goals) [107]
Studies with alpha < 0.70
DES-34 subscales (unpublished which subscales) [96]
C-DES coping subscale [104]
Swe-DES-23 assessing dissatisfaction and readiness to change subscale [105]
Ice-DES assessing dissatisfaction and readiness to change subscale [106]
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Table 5.12 Psychometric assessment of construct validity property of the DES[88]
Measure

Diabetes
Empowerment
Scale

Construct validity

Associations with other variables (variable, subjects, direction with domain, and magnitude)
Associations with other empowerment instruments
None
Demographic
Cross sectional design (n = 375): DES subscales were positively correlated with level of education were also significant p>0.05
(managing the psychosocial aspects of diabetes 0.10 (n = 357), assessing dissatisfaction and readiness to change 0.17 (n = 360), setting
and achieving diabetes goals 0.11 (n = 361) [88]
Cross-sectional design (n = 50): No correlation between demographic variables and empowerment [131]
Cross-sectional design (n = 189): C-DES total and C-DES subscales were not significantly correlated with age (r ranging from 0.02 to
0.15) [104]
Cross-sectional design (n = 195): Swe-DES-23 readiness to change subscale was significantly correlated with social status (economy
level and education) (0.18, p< 0.05). No other significant correlations were found between the Swe-DES-23 total and Swe-DES-23
subscales and social status [105]
Cross-sectional design (n = 32): No other differences were reported on Swe-DES-23 total and three Swe-DES-23 subscales with age and
duration of diabetes in the intervention group than control group [132]
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Table 5.12 Psychometric assessment of construct validity property of the DES [88]
Measure

Diabetes
Empowerment
Scale

Construct validity

Associations with other variables (variable, subjects, direction with domain, and magnitude)
Cross-sectional design (n = 90): Ice-DES total was significantly correlated with three of four DES sub-questions in the demographic
questions of the DES (understanding of the diabetes treatment 0.22, p< 0.05: how to fit diabetes into life in a positive manner 0.24,
p<0.05; comfort in asking doctor questions about diabetes 0.29, p<0.01) but not diabetes preventing you from doing things (r = 0.15).
Ice-DES managing the psychosocial aspects of diabetes subscale was significantly correlated with patients ability to fit diabetes into life
in a positive manner (0.31, p< 0.01, CI 0.11 to 0.49)
There was a significant difference in Ice-DES total between people who had completed elementary education and people who were
skilled professionals and people with university degrees (F (2,72) = 6.32, p<0.01). People with elementary education school had lower
Ice-DES total scores than having any other educational level (F (2,80) = 5.21, p< 0.01)
No significant differences were reported on Ice-DES total and Ice-DES subscales with any other demographic variables (age, gender,
diabetes duration, living status) [106]
RCT (n = 80): Gender of patients in the intervention and control group showed no significant difference of mean scores on DES-21
managing the psychosocial aspects of diabetes subscale and DES-21 setting and achieving diabetes goals subscale pre and post
education.
There was a significant reduction (p< 0.027) in the mean scores of male patients on the DES-21 assessing dissatisfaction and readiness
to change subscale (M = 22.11) in the control group compared to the intervention group (M = 23.74 post-test.
There was a significant difference (p< 0.03) between the mean score of single parents in the intervention group on the DES-21
managing the psychosocial aspects of diabetes subscale (M = 24.67) than the mean score of single parents (M = 27.00) in the control
group
No other differences were reported between the mean scores of DES-21 and DES-21 subscales with any other demographic variables
(age, educational level, BMI) in the post education intervention group than control group [107]
Clinical
RCT (n = 229): DES-SF score changed in positive direction after patient education programme [102]
Cross-sectional design (n = 229): DES-SF score was not correlated with metabolic control (HbA1c levels) [102]
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Table 5.12 Psychometric assessment of construct validity property of the DES [88]
Measure

Diabetes
Empowerment
Scale

Construct validity

Associations with other variables (variable, subjects, direction with domain, and magnitude)
Clinical
Cross-sectional design (n = 207): C-DES-20 total and C-DES-20 subscales were not correlated with metabolic control (HbA1c levels)
C-DES-20 total was negatively correlated with metabolic control (HbA1c) in type 1 diabetes patients (n = 36) and type 2 diabetes
patients (n = 171) (r = -0.17, p> 0.03).
C-DES-20 total was significantly correlated with metabolic control (HbA1c) in patients with type 2 diabetes, after controlling for age
and educational level and length of time since diagnosis [103]
Cross-sectional design (n = 189): C-DES overcoming barriers subscale was significantly correlated with metabolic control (HbA1c) (r
= 0.16, p>0.05). No other significant correlations were reported between the remaining four C-DES subscales and metabolic control
(HbA1c) (r ranging from 0.01 to 0.05)
Cross-sectional design (n = 189): patients with type 1 diabetes reported higher similar mean difference C-DES total score (M = 73.10)
than patients with type 2 diabetes (M = 72.94) [104]
Cross-sectional design (n = 195): Swe-DES-23 total and Swe-DES-23 subscales were negatively correlated with metabolic control
(HbA1c ) (Swe-DES-23 total -0.13, goal achievement -0.15, self-awareness -0.14, managing stress -0.08, readiness to change -0.03)
Swe-DES-23 goal achievement subscale was negatively correlated with experiencing late complications with diabetes (-0.15) was also
significant p< 0.05. Swe-DES-23 total was negatively correlated with duration of diabetes (-0.15) was also significant p<0.05 [105]
Cross-sectional design (n = 90): Ice-DES total and Ice-DES subscales were not correlated with metabolic control (HbA1c levels) [106]
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Table 5.13 Psychometric assessment of reliability and validity measurement properties of the PES1 [89]
Internal consistency
Studies with alpha 0.7 or above
[89, 108]
Studies with alpha < 0.70
[89]

Test- retest
Test- retest
Readability at 2 weeks of 0.82 (empowering subscale) and (0.75)
(disempowering subscale) [108]

Construct validity

Associations with other variables (variable, design, subjects, direction, and magnitude)
Associations with other empowerment instruments
None
Demographics
Age (although direction different in different contexts) [89]
Chinese elderly nursing home patients [108]
Clinical
Having better physical function [89, 108]
Having better activities of daily living [108]
Psychological
None assessed
Process of care
Specialty of ward [89]
Associations with health outcomes
Perceived empowering care positively correlated with QOL Index (r = 0.61, p<0.001)
Perceived empowering care the most important predictor of QOL (37% of the 45% variance explained in regression)
Perceived disempowering care negatively correlated with QOL Index (r = -0.53, p<0.001) [108]
Dimensional structure
Two dimensions
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Table 5.14 Psychometric assessment of reliability and validity measurement properties of the EMP [90]
Internal consistency

Test- retest

Studies with alpha 0.7 or above

Test- retest

Total empowerment score and six subscales (appearance apprehension,
interpersonal confines, assertion efficacy, purpose confusion, dietary control,
interpersonal pressure)

Empowerment score predicted overall empowerment score (.91; p <.01)
and six empowerment subscale scores: appearance apprehension (.87; p
<.01), interpersonal confines, (.59; p <.01), assertion efficacy (.80; p
<.01), purpose confusion (.81; p <.01), dietary control (.77; p <.01), and
interpersonal pressure (.74; p <.01) one month later [90]

Studies with alpha < 0.70
None identified

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Associations with other empowerment instruments
Cross-sectional design (n = 85): total EMP and six subscales were positively correlated with the personal competence subscale of the Personal Opinion
Questionnaire (EMPSUM .689, AA .529, DC .301, AE .559, PC .713, IC .270, IP .488) [90]
Cross-sectional design (n = 85): total EMP and four subscales were positively correlated with the group orientation subscale of the Personal Opinion
Questionnaire (EMPSUM .279, AE .354, PC .236, IC .293, IP .230). There was a non significant positive correlation between the empowerment subscale
appearance apprehension and the group orientation subscale of the Personal Opinion Questionnaire (AA .122). There was a non significant positive
correlation between the empowerment subscale dietary control and the group orientation subscale of the Personal Opinion Questionnaire (DC .058) [90]
Cross-sectional design (n = 85): total EMP and six subscales were positively correlated with the self-determination subscale of the Personal Opinion
Questionnaire (EMPSUM .657, AA .502, DC .281, AE .672, PC .554, IC .252, IP .501) [90]
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Table 5.14 Psychometric assessment of construct validity property of the EMP [90]
Measure

Empirical
Empowerment
Measure

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Associations with other empowerment instruments
Cross-sectional design (n = 85): total EMP and six subscales were positively correlated with the self-determination subscale of the
Personal Opinion Questionnaire (EMPSUM .657, AA .502, DC .281, AE .672, PC .554, IC .252, IP .501) [90]
Cross-sectional design (n = 85): the empowerment subscale dietary control was negatively correlated with the positive identity
subscale of the Personal Opinion Questionnaire (DC -.073). The total EMP and three subscales were non-significantly negatively
correlated with the positive identity subscale of the Personal Opinion Questionnaire (EMPSUM -.030, AA -.042, PC -.021, IP -.124).
The assertion efficacy empowerment subscale and the interpersonal confines subscale were non-significantly positively correlated
with the positive identity subscale of the Personal Opinion Questionnaire (AE .108, IC .028) [90]
Cross-sectional design (n = 85): total EMP and six subscales were positively correlated with the total empowerment score of the
Personal Opinion Questionnaire (EMPSUM .637, AA .452, DC .241, AE .633, PC .603, IC .320, IP .450) [90]
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Table 5.14 Psychometric assessment of construct validity measurement properties of the EMP [90]
Measure

Empirical
Empowerment
Measure

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Demographic
Cross-sectional design (n = 1297): a MANOVA revealed gender was significantly associated with different total empowerment scores.
ANOVAs revealed that male students (M = 121.80) significantly differed in total EMP score than female students. There was a significant
mean difference between males (M = 28.33) and females (M = 25.62) on the appearance apprehension subscale, a significant mean difference
between males (M = 24.40) and females (M = 21.85) on the dietary control subscale, and a mean difference between males (M = 21.38) and
females (M = 20.78) on the assertion efficacy subscale. There were no significant gender differences on any of the other three subscales [90]
Cross-sectional design (n = 1111): the appearance apprehension subscale was more negatively correlated with the Eating Disorder Inventory
subscale body dissatisfaction for female students (r = -.683) than male students (r = -.537) [90]
Cross-sectional study (n = 1083): a MANOVA revealed that ethnic majority members showed significantly more empowered scores than
ethnic minorities. ANOVAs revealed that ethnic majority members showed significantly more empowered scores than ethnic minorities on
the purpose confusion subscale. An overall MANOVA revealed that ethnic majority members (Caucasians) showed significantly more
empowered scores than a combination of ethnic minorities (Hispanics, Native Americans, African Americans, Asians) with an ANOVA
demonstrating a significant difference on the interpersonal confines subscale. Caucasian students showed significantly more empowered
scores than Native Americans on the purpose confusion subscale and the interpersonal confines subscale. Caucasian students showed
significantly more empowered scores than Hispanics with an ANOVA demonstrating a significant difference on the purpose confusion
subscale. There were no significant ethnicity differences comparing Caucasians and African Americans [90]
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Table 5.14 Psychometric assessment of construct validity measurement properties of the EMP [90]
Measure

Empirical
Empowerment
Measure

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Demographic
Cross-sectional design (n = 1297): a MANOVA revealed gender was significantly associated with different total empowerment scores.
ANOVAs revealed that male students (M = 121.80) significantly differed in total EMP score than female students. There was a significant
mean difference between males (M = 28.33) and females (M = 25.62) on the appearance apprehension subscale, a significant mean difference
between males (M = 24.40) and females (M = 21.85) on the dietary control subscale, and a mean difference between males (M = 21.38) and
females (M = 20.78) on the assertion efficacy subscale. There were no significant gender differences on any of the other three subscales [90]
Cross-sectional design (n = 1111): the appearance apprehension subscale was more negatively correlated with the Eating Disorder Inventory
subscale body dissatisfaction for female students (r = -.683) than male students (r = -.537) [90]
Cross-sectional study (n = 1083): a MANOVA revealed that ethnic majority members showed significantly more empowered scores than ethnic
minorities. ANOVAs revealed that ethnic majority members showed significantly more empowered scores than ethnic minorities on the
purpose confusion subscale. An overall MANOVA revealed that ethnic majority members (Caucasians) showed significantly more empowered
scores than a combination of ethnic minorities (Hispanics, Native Americans, African Americans, Asians) with an ANOVA demonstrating a
significant difference on the interpersonal confines subscale. Caucasian students showed significantly more empowered scores than Native
Americans on the purpose confusion subscale and the interpersonal confines subscale. Caucasian students showed significantly more
empowered scores than Hispanics with an ANOVA demonstrating a significant difference on the purpose confusion subscale. There were no
significant ethnicity differences comparing Caucasians and African Americans [90]
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Table 5.15 Psychometric assessment of reliability and validity measurement properties of the PES [91]
Internal consistency
Studies with alpha 0.7 or above
[91]

Test- retest
Test- retest
No studies identified

Studies with alpha < 0.70
No studies identified
Construct validity

Associations with other variables (variable, design, subjects, direction and magnitude)
Associations with other empowerment instruments
No studies identified
Demographic
No data assessed
Clinical
Cross-sectional design (n = 100): cancer patients with differing types regardless of prognosis and cancer patients with differing treatments [91]
Psychological
No data assessed
Process of care
No data assessed
Associations with health outcomes
None
Dimensional structure
Data fitted the Rasch model well, as indicated by the item-trait interaction test of fit [91]
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Table 5.16 Psychometric assessment of reliability and validity measurement properties of the CES [92]
Internal consistency

Test- retest

Studies with alpha 0.7 or above
Total empowerment score and six subscales (informed confidence, clientprovider relationship, social advocacy, awareness, control, client-client
support) [92]

Test- retest
No studies identified

Studies with alpha < 0.70
None identified
Construct validity

Associations with other variables (variable, design, subjects, direction and magnitude)
Associations with other empowerment instruments
No studies identified
Demographic
Cross sectional design (n = 318): clients with master or PhD degree as highest educational level significant mean difference of total empowerment scores (M
= 4.27) than clients who had some college (M = 3.67) (F (3,298) = 4.43, P< 0.01).
ANOVAs revealed that clients with master or PhD degree showed significantly higher empowered scores on informed confidence (F (3,298) = 6.09,
p<0.001) and control (F (3,298) = 5.59, p = 0.001), than clients who either completed high school or who had some college [92]
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Table 5.16 Psychometric assessment of construct validity property of the CES [92]
Measure

Client
Empowerment
Scale

Construct validity

Associations with other variables (variable, subjects, direction with domain, and magnitude)
Demographic
Cross-sectional design (n = 318): clients living with their spouses at home showed significantly higher scores on informed
confidence (F (5, 266) = 3.81, P<0.01) than clients renting or with assisted living arrangements.
ANOVAs revealed that clients living with their spouses at home showed significantly higher scores on informed confidence (F
(5,266) = 3.81, p<0.01) and client-provider relationship (F (5,266) = 3.13, p<0.01) than clients living with an adult relative or friend,
children under 18 years, adult children, parents or in-laws, or alone.
Post hoc tests revealed clients living with their spouses at home showed significantly higher scores on informed confidence (M =
4.05) than clients who lived with their children under 18 years old (M = 3.48), and significantly higher scores on client-provider
relationship (M = 4.15) than participants who lived alone (M = 3.61) [92]
Clinical
Cross-sectional design (n = 318): clients with chronic kidney disease significantly higher scores on informed confidence (F(7,243) =
2.80, p<0.05) and overall empowerment (F(7,243) = 2.06, p = 0.05), than clients with other chronic conditions (diabetes, cancer,
HIV/AIDS, heart disease, lung disease, neurological disease, comorbid) [92]
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Table 5.16 Psychometric assessment of construct validity property of the CES [92]
Measure

Client
Empowerment
Scale

Construct validity

Associations with other variables (variable, subjects, direction with domain, and magnitude)
Psychological
No data assessed
Process of care
Cross-sectional design (n = 318): clients who had been involved in an empowering program within past 5 years revealed
significantly high scores on informed confidence (t (315) = 2.01, p = 0.04) and client-client support (t (315) = 2.01, p = 0.05) than
clients who had home internet access.
Cross-sectional design (n = 318): ANOVA and post hoc tests revealed clients who had an increased length of time (>5 years) living
with chronic diagnosis revealed significantly higher scores on social advocacy (F (2,308) = 5.43, P<0.01) and awareness (F (2,308)
= 3.77, p <0.05) than clients who had less length of time (1-3years) living with their chronic diagnosis and clients who had lived
with their chronic disease from 3 to 5 years [92]
Associations with health outcomes
No studies identified
Dimensional structure
PCA yielded a meaningful 6-factor solution (which accounted for 58.64% of the total variance after rotation)
Intercorrelations among the 6 factors were significant at the 0.01 significance level and ranged from moderate to large (r = 0.33 to
0.71, p = 0.01) [92]
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Table 5.16 Psychometric assessment of reliability and validity measurement properties of the PRES [93]
Internal consistency
Studies with alpha 0.7 or above
Total empowerment score [93]

Test- retest
Test- retest
No assessment made

Studies with alpha < 0.70
No studies identified
Construct validity

Associations with other variables (variable, subjects, direction with domain, and magnitude)
Associations with other empowerment instruments
No studies identified
Associations with other variables
Data not currently available
Associations with health outcomes
Data not currently available
Dimensional structure
Results of EPA identified a comprehensible four factor solution (% of the total variance unknown):
(1) Provider connectedness: having a health care relationship that minimizes the power difference between providers and clients, this involves trust and
mutual respect.
(2) Skillful decision-making: women participating in a decision-making process who evaluate and make their own health decisions.
(3) Peer connectedness: having a bond between women that develops from having caring and supportive relationships.
(4) Gaining voice: women having both the ability to be knowledgeable about their health and advocate for themselves and family [93]
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5.5 Psychometric overview

A summary table giving an overview of assessment ratings of the nine instruments is
shown in Table 5.17. Each property is rated as positive (+), intermediate (?), negative (-),
or no information recorded based on data extracted from Tables 5.10 – 5.16 and the
remaining tables in Appendix 2.

Table 5.17 shows seven instruments (PEI, ES, DES, EMP, PES2, CES, PRES) were given
a positive rating (+) for the property of reliability measured by internal consistency of the
scale items [85, 86, 88, 91]. One instrument (PES1) was given an intermediate rating (?)
and the remaining instrument (PEQ) a negative rating (-) for this property [87, 89]. Two
instruments (PEI, DES) were awarded a positive rating for the property of reliability
measured by test-retest [85, 88]; three instruments were given intermediate ratings (ES,
PES1, EMP) for this property [86, 89, 90] and four instruments (PEQ, PES2, CES, PRES)
were rated as having no information recorded [87, 91-93].

In terms of validity, all nine instruments (PEI, ES, PEQ, DES, PES1, EMP, PES2, CES,
PRES) were given positive ratings for content validity [85-93].

Five instruments (PEI, ES, DES, EMP, CES) were given positive ratings for the property
of construct validity [86-88, 90, 92]; two instruments (PEQ, PES1) were given intermediate
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ratings [87, 89] and two instruments (PES2, PRES) were rated as having no information
recorded [91, 93]. Across the assessments, two instruments (PEI, DES) were rated
positively for all four measurement properties [85, 88] - both these instruments
operationalised empowerment through associated concepts of enablement and selfefficacy.
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Table 5.17 Summary of the assessment of the measurement properties of all
instruments measuring empowerment from the patient perspective within healthcare

PEI

Internal
consistency
+

Test-retest
reliability
+

Content
validity
+

Construct
validity
+

ES

+

?

+

+

PEQ

-

0

+

?

DES

+

+

+

+

PES1

?

?

+

?

EMP

+

?

+

+

PES2

+

0

+

0

CES

+

0

+

+

PRES

+

0

+

0

Instrument name

Rating: + = positive rating; ? = intermediate rating; - = negative rating; 0 = no information recorded [83]
Instrument names: PEI = Patient Enablement Index [85]; ES = Empowerment Scale [86];
PEQ = Psychological Empowerment Questionnaire [87]; DES = Diabetes Empowerment Scale [88];
PES1 = Patient Empowerment Scale [89]; EMP = Empirical Empowerment Measure [90];
PES2 = Patient Empowerment Scale [91]; CES = Client Empowerment Scale [92];
PRES = Pregnancy Related Empowerment Scale [93].
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5.6 Discussion

The purpose of the review was to: systematically identify relevant instruments that have
been developed to measure empowerment from the patients’ perspective within health
care; to compare and contrast existing instruments; and critically appraise the psychometric
properties of existing instruments. In all, 9 empowerment instruments were identified.

Table 5.18 tabulates each instrument and details the reasons why each failed to meet the
requirements outlined, in terms of content, population and validity evidence.

Amongst the 9 instruments, only 2 instruments (PEI, DES) received positive ratings for all
reliability and validity measurement criteria [85, 88]. Overall, six instruments (PEQ, PES1,
EMP, PES2, CES, PRES) had limited data on psychometric properties [87, 89-92].
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Table 5.18 Appropriateness of nine instruments to measure empowerment in patients with long-term conditions in primary care
Instrument
name

Context of application

Sample population

1. PEI

Primary care

Patients with a variety of
needs including social,
psychological, biomedical,
chronic and acute

2. ES

Mental health services
and patient participation
in self help programs

Patients with mental health
conditions

3. PEQ

Oncology and patient
participation in self-help
groups

Patients with cancer

4. DES

Patient empowerment
interventions

Patients with diabetes

Definition
Empowerment defined
through the associated concept
of ‘enablement’;
Item content does not exhaust
the concepts included in
empowerment;
Relates to a single
consultation, rather than care
more generally
Defined ‘personal
empowerment’;
Generic item content; does not
relate to mental health
conditions
Defined ‘psychological
empowerment’;
Item content reflects Chinese
culture and beliefs
Empowerment defined
through the associated concept
of ‘self-efficacy’;
Item content is diabetesspecific

Psychometric properties
No comparisons with other
empowerment instruments
to determine the strength
of association with
empowerment

Can be used in a variety of
mental health therapeutic
settings but remains
validated in primary care
context
Insufficient evidence;
PEQ has been translated
into English but remains to
be validated using an
English sample
No comparisons with other
empowerment instruments
to determine the strength
of association with
empowerment

Note: Instrument names: PEI = Patient Enablement Index [85]; ES = Empowerment Scale [86]; PEQ = Psychological Empowerment Questionnaire [87]; DES =
Diabetes Empowerment Scale [88].

166

Table 5.18… Reasons for the inappropriateness of the nine instruments to measure empowerment in patients with long-term
conditions in a primary care context
Instrument
name
5. PES1

Sample population

Definition

Secondary care

Patients with different acute
conditions and different types of
long-term conditions

Defined ‘empowering care’ and
‘disempowering care’;
Item content is specific to
patients in hospital

6. EMP

A ‘therapeutic context’
(that is, a context which
facilitates changes in
attitudes and behavior)

Patients with disturbed eating
conditions

Defined ‘empirical
empowerment’;
Item content is specific to
patients with disturbed eating
conditions

7. PES2

Oncology

Patients with cancer

Defined ‘patient empowerment’

8. CES

Empowerment
interventions

Patients with different long-term
conditions who have used (or
using) online support groups

Defined ‘client ‘empowerment’

9. PRES

Centering Pregnancy
Intervention for prenatal
care

Individuals who are pregnant
(not sampled for long-term
conditions)

Defined ‘pregnancy related
empowerment’;
Item content is pregnancy
specific

Context of application

Psychometric
properties
No factor analysis
used to test scale
structure
Insufficient
evidence
Insufficient
evidence
Translated into
Chinese but
remains to be
validated in
Chinese patients
No validation with
associated
measures
Insufficient
evidence;
No association
with health
outcomes
No validation
evidence with
associated
measures

Note: Instrument names: PES1 = Patient Empowerment Scale [89] ; EMP = Empirical Empowerment Measure [90]; PES2 = Patient Empowerment Scale [91]; CES =
Client Empowerment Scale [92]; PRES = Pregnancy Related Empowerment Scale [93].
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All 9 instruments were developed for various contexts. Only one instrument (PEI) was
developed for a primary care context [85]; two instruments (ES, EMP) were developed
specifically for a mental health context [86, 90]; a further two instruments (PEQ, PES2)
were developed for an oncology context [87, 91]; three instruments (DES, CES, PRES)
were developed to test the effect of specific intervention programs [88, 92, 93]; and one
instrument (PES1) was developed to measure environmental empowerment [89].

Three instruments (PEI, PES1, and CES) used a sample population of patients with
different types of long-term conditions [85, 89, 92], and the remaining 6 instruments (ES,
PEQ, DES, EMP, PES2 and PRES) have been developed and tested in particular
populations [86-88, 90, 91, 93].

As outlined in Table 5.18, the validity of recently developed instruments remain unclear
with 6 (PEQ, PES1, EMP, PES2, CES and PRES) of the instruments unable to demonstrate
sufficient validity and reliability [87, 89-93]. Of the 3 instruments (PEI, ES, DES) which
demonstrated received a positive rating, two instruments (PEI, DES) remain to
demonstrate comparisons with existing empowerment instruments (that is, demonstrating
criterion validity [85, 88], and one instrument (ES) developed to measure empowerment in
patients with mental health, remains to be validated in patients with mental health
conditions in a primary care context [86].
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Table 5.18 shows that the PEI was the only instrument that the review identified that was
developed to measure empowerment in long-term conditions in the context of primary care
[85]. However, it was felt to be insufficient, as: (a) it was developed to measure
empowerment relating to a single consultation only; (b) it was developed to be used in
patients with a variety of needs (including social, psychological, biomedical, chronic and
acute) and is not specific for patients with long-term conditions; (c) the 6-item instrument
developed in 1997, fails to cover the full range of conceptual attributes of empowerment
that has been identified from the conceptual analysis and empirical literature review of
qualitative studies conducted to understand the concept (as summarised at the end of
Chapter 2). This review concluded that the empowerment process may involve a personal
transformation that is unique to an individual – this concept is not reflected in the
enablement instrument.

Finally, as a review of this nature has not been carried out previously the results highlight
that to date; there is no appropriate instrument to measure empowerment in patients with
long-term conditions in a primary care context. Thus, the remaining chapters report the
development and preliminary validation of a measure of empowerment for patients with
long-term conditions in primary care.
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Chapter 6
Qualitative study

6.1 Introduction

This chapter outlines the research approach adopted for the qualitative study. The chapter
begins detailing the research aims of the study. The qualitative research method is
described alongside previous empowerment studies that have adopted a qualitative
methodology. In doing so, the chapter outlines the justification for adopting a qualitative
methodology which enabled a full exploration of the concept of empowerment in the
management of long-term conditions in primary care.

The chapter also details the analytical approach undertaken in relation to the interpretative
stance of the researcher, which is important when interpreting the findings presented in
Chapter 7. The chapter outlines the data collection technique and sampling methods that
were adopted in the qualitative study. The chapter briefly discusses quality in qualitative
research and relates issues of quality to the methods and methodology used in the research
study. The later section in the chapter describes the methodology for the qualitative phase
of the research study. It provides information on the methods used to recruit practices and
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participants, data collection and details the analysis approach undertaken in relation to the
aims of the qualitative study.

6.2 Research aims

Chapter 1 and 2 have highlighted how empowerment has become a widely utilised concept
within the healthcare literature, but suggested that there is a lack of clarity about the
meaning of empowerment, and how to achieve patient empowerment in the management
of long-term conditions in primary care. Chapter 5 reported the systematic review of
empowerment instruments. The review highlights that no empowerment instrument has
been developed specifically for patients with long-term conditions in the primary care
setting within the UK. There is scope to develop a new empowerment instrument from a
patients’ perspective to measure empowerment.
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The aim of this qualitative study was to:

understand empowerment from the patient perspective and to examine factors
that support or hinder empowerment in patients with long-term conditions in
primary care;

understand empowerment from the primary care practitioner perspective, and to
examine factors that support or hinder their ability to empower their patients with
long-term conditions.

The qualitative approach was chosen because little work has been done on understanding
the concept of empowerment in long-term condition management in primary care (as
discussed in Chapter 2). Therefore, the concept of empowerment is currently inadequately
understood, and qualitative methods provide an appropriate approach to investigate the
concept.

6.3 Justification for qualitative research methods

Using qualitative methods to complement quantitative methods is increasingly used within
health services research [133] – especially so, in the development of patient-reported
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outcome measures (PROMS [134]). PROMS are self-report questionnaires that present an
alternative approach used in the NHS to gather patient feedback on their experiences of
healthcare [134]. A diverse range of PROMS have now been developed by qualitative
methods to uncover patients’ perceptions of quality of care across a variety of clinical
settings and applied research settings [135, 136]

Further, within the field of instrument development, qualitative methods often complement
quantitative methods and are used in an ‘exploratory’ way to help to define a construct
prior to measurement [137, 138]. As outlined in Chapter 5, many published instruments
have used a qualitative approach to access accounts of patients living with different types
of long-term conditions in particular health contexts [90, 91, 139, 140]

6.4 Theoretical stance

As described in the preceding section, qualitative research makes it possible to understand
how patients’ understand social phenomena. However, there are different ways of using
theory to articulate social processes in qualitative research [141].

A first step is to frame the research question in relation to a researcher’s ‘ontological’
position, and ‘epistemological’ position prior to the design of a qualitative study [142].
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Ontology is related to how a researcher conceptualises the nature of the phenomena under
investigation. There are many alternative ontological perspectives that may be taken to
explain the phenomena. For instance, a researcher may wish to investigate patients’
attitudes and beliefs, or engage in gathering patients’ narratives, stories and biographies.
As such, these ontological perspectives link to how to access knowledge about that
phenomenon [142].

A researcher’s epistemological position represents a theory of knowledge and how this
theory of knowledge is used to represent his/her ontological position [142].

For instance, a researcher from a constructivist perspective is interested in how people
construct a meaningful reality through participant observations and interactions with
participants and the data [62]. In comparison, a researcher from a phenomenologist
perspective is interested in the meaning and lived experience of the essence of the
phenomena [62].

Different epidemiological stances offer different kinds of social explanation [62, 142]. For
instance, a grounded theory approach generates data ‘grounded’ in people’s accounts of the
meanings and interpretation of the social world [143]. This theory-driven approach is
adopted when a researcher has an ontological position to uncover and understand
participants’ beliefs, meanings and attitudes of a phenomena [142]. As such, a theory-
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generating approach relies on the continual sampling and analysis of qualitative data in an
‘iterative’ way:

‘At its simplest level, iteration involves going out into the field, collecting
information by observing or interviewing, transcribing this information, reflecting
upon it and subjecting it to an initial analysis to determine ‘what is going on’, then
using the information gained to guide then next venture into the field’
Pg .231[144].

The success of the grounded theory approach relies on the systematic manner in which
data is collected, organised and analysed by the researcher [62, 145]. In the course of the
analysis, the data is subjected to ‘descriptive coding’ and as coding continues these codes
gain ‘conceptual ordering’ which move towards ‘theorizing’ and explaining the data [62].
Grounded theory is often assisted by the technique of ‘constant comparison analysis’
where different patterns and deviant cases in the data are compared and contrasted.
Comparing different dimensions in the data helps theory generation [146]. Often, theory is
built around a ‘core category’ which is a strong theme that emerges from the data and pulls
together all the emerging themes from the data [143].

In this study, the theoretical stance taken was guided by the principles of the grounded
theory approach [147]. The justification for using this approach was informed by the
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qualitative research question, to understand empowerment as experienced from the
participants themselves. By following the principles of grounded theory, this enabled the
researcher to understand participants’ beliefs, meanings and attitudes of empowerment in
long-term conditions in primary care.

In Chapter 5 of this thesis, seven of nine published empowerment instruments (ES, PEQ,
DES, EMP, PES2, CES, PRES) used a modified grounded theory approach to theory
generation as a preliminary step to instrument development - this set a precedent for using
a similar approach to theory development in this study [86-88, 90-93]. The justification
for using a modified grounded theory approach in these studies was because the
researchers’ already had pre-existing knowledge of the empowerment conceptual and
empirical literature; thus following the approach in its ‘pure’ form would not have been
possible in any of the published studies.

The principles of grounded theory were thus followed to allow a new theory to develop to
describe and explain patients’ perceptions of empowerment in long-term conditions. The
elements of grounded theory which were followed are detailed in the next section on the
methods of the qualitative study (See Section 6.8 Methods: Data analysis). Deviant cases
(that is, those participants who did not follow the emerging theory) were followed up in the
patient data set only due to the practical constraints of the instrument development study –
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thus, this is an element of constant comparison analysis which was unfortunately not fully
adopted in the practitioner qualitative study.

6.5 Data collection technique

There are a range of qualitative techniques, such as focus groups, observations and
interviews used to collect data [148, 149]. However, the choice of technique has an
enormous impact on the interpretation of the phenomena and should be matched to the
aims of the study [150]. Interviewing is a common qualitative technique used to gain an
insight into aspects of people’s lives that are not directly observable [62]. This data
collection technique gives the interviewer flexibility to explore the issues of central
importance to the research question, while allowing the emergence and exploration of new
concepts [151]. Interview methods allow the researcher to enter into a person’s own
account through ‘what is said and how it is said’ (p81 [152]) enabling an interpretation of
those accounts to be formed.

Different types of interviews can be used dependent upon the research aims and there are
advantages and disadvantages to all methods. Firstly, some interviews use a structured
approach (for example, using questions by a questionnaire) where questions leave less
room for exploration of the phenomena under study [151]. Secondly, semi-structured
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interviews use open ended questions which allow scope for exploration of core issues
related to the phenomena – issues of interest can be defined apiori through reading of the
literature and order of questioning can vary depending on the line of enquiry. Thirdly, indepth interviews enable one or two issues to be covered in greater detail but with a looser
structure than the previous two types of interview [151].

Previous qualitative research has also used focus groups as a method of collecting data
from a large number of participants who collectively share the phenomena under study
[153]. However, focus groups rely on participants feeling willing to share their collective
experiences. Some participants may not like group dynamics, and open discussions may
be ‘inappropriate when researching sensitive topics’ (p38 [154]). Further, the choice of
data collection should match the ontological and epidemiological stance of the research
study.

In this study, the data was obtained through one-to-one semi-structured interviews which
allowed the exploration of the meaning of empowerment in participants. Previous
qualitative studies have favoured using one-to-one interviews to gain the views of
participants [53, 66]. One-to-one interviews gave the participants more time to disclose
meaningful experiences with fewer interruptions, encouraging a rapport to develop and
issues to be explored face-to-face [155].
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6.6 Sampling strategies in qualitative methods

Sampling in qualitative research relates to decisions over choice of participants or settings
or social processes [145]. The selection of any sampling strategy in qualitative research
may depend on: the research setting used to illuminate the phenomena under investigation;
the research aims; and the analysis process [145, 156, 157].

As such, there are a number of sampling strategies used in qualitative research which can
help make sampling decisions in a research study [151, 157].

A ‘convenience sampling strategy’ involves the selection of the most accessible
participants, and is regarded as the least rigorous technique because it is not a strategic or
purposive strategy to uncover interesting characteristics about the participants [157]. In
comparison, ‘purposive sampling’ is a judgement sampling strategy, to purposively select
people who are ‘typical’ of the phenomena under study [150] – this type of strategy is
known to represent a diverse selection of views [62].

The strategy of ‘snowball sampling’ is another strategic sampling strategy used where
participants may recommend potential candidates for study who represent crucial
information of interest in relation to the study [62].
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In this study, patient participants were sampled by GPs from the disease registers in
general practice, and sent letters inviting participation. Patients on the disease registers
were purposively sampled for their long-term condition (diabetes, CHD or asthma) thought
to represent characteristics of relevance to empowerment in long-term conditions in
primary care. This is in line with purposively selecting ‘information- rich cases’ (p.169
[62]) for study, where it is made possible to select those participants of who are of central
importance to the concept under investigation.

The approach relies on the appropriateness of the sample to generate the depth of the
understanding of the concept and on the researcher’s engagement in the iterative analysis
[62]. This sampling strategy is commonly used in qualitative research when the study aims
are to understand the breadth of experiences of people who share a common characteristic
such as having a long-term condition.

However, in purposive sampling, the processes of sampling, data generation and data
analysis is subjective and relies on the researcher making the decisions of when to sample
and stop sampling. Therefore the strategy relies on meticulous note keeping and
subsequent review of sampling targets which must be systematically documented to inform
the developing theory and explanation from the data [142].
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Practitioner participants were recruited by snowball sampling. This sampling strategy is
appropriate for this study as it provides access to those participants most likely to have
relevant information to the study, by asking participants about other information rich
participants, to meet the aims of the study. This method was also a pragmatic decision to
enhance recruitment and to support the development of an instrument- this issue is
discussed in the critique of the qualitative study in Chapter 11.

In qualitative research, the actual number of participants is dependent upon the aims, the
sampling strategy and the progress of the study [152]. For instance, the aim of a
qualitative study may involve comparison across different characteristics of participants,
such as age, gender and ethnic group, to investigate a phenomena, and thus it will be
necessary to recruit enough participants to explore these issues.

Sample size in qualitative studies is usually small compared to quantitative studies, and
often remains unspecified at the start of the enquiry and evolves once data collection
begins, and ceases when category saturation is achieved. Sampling may continue until no
new themes emerged from the data and categories are said to be ‘saturated’- this is defined
as the point at which no further information could be found that explained the data [142,
158].
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6.7 Quality in qualitative methods

The assessment of quality in qualitative research is related to its credibility and
transferability to the participants beyond those studied to other similar contexts (as
outlined in Chapter 2). Quality is a contested concept in qualitative research, but there are
some broad ideas about methodological and reporting issues that are indicative of quality –
some are outlined below.

The quality of the study is allied with the theoretical perspective in which the research is
located and is expected to be documented within the framework for appraising the study
[159]. Forms of trustworthiness of data rely on the researcher’s view and theoretical and
professional stance taken alongside their active engagement with the analysis [144].
Recent qualitative researchers have argued that ‘qualitative health research’ should be
viewed as a sub discipline to qualitative research and having a researcher that has a
background in a health profession is crucial to the quality of interview health research
[160]. Other qualitative researchers rely on quality checklists which are criteria developed
to assess the quality of methods, analysis and interpretation in qualitative research [133,
159, 161].

In qualitative research, ‘validity’ is considered to be of more importance than ‘reliability’
where the aim is to discover the emergence of a new concept or phenomena - validity
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depends on being able to form a judgment of the research process [137]. Validity is, the
extent to which people give answers that are true to their meaning of their experiences, and
reliability is the extent to which the procedure gives the same results irrespective of the
number of times the data is collected and analysed [144, 161]. The literature cites threats
to validity in qualitative interviewing to involve ‘power inequalities’ between the
interviewer and participant, leading to fabrication of responses [162].

In this study, a theory generating approach was undertaken in line with grounded theory,
which involved a process of coding and theoretical memo taking at the start of data
collection, and a constant comparison approach between data and evolving concepts to
inform the developing theory.

Rigour was shown through the meticulous record keeping of data collection, analysis and
interpretation; a particular strength of using a theory-generation approach [145]. All codes
were checked by revisiting the transcripts and audio files to assure quality of data. The
analysis was carried out in parallel with supervisors of different professional backgrounds
(academic, general practice and psychology) to ensure the trustworthiness and reliability of
the interpretation [163].
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6.8 Methods

Recruitment and sampling

The study took place within a single Primary Care Trust (PCT) within the North West of
England. Local NHS ethical committee approval and research governance was obtained
(REC reference: 08/H1008/159).

Two supervisors helped identify practices, in central and south locations of the PCT. Eight
GPs from eight practices were initially approached and sent information concerning the
study.

The practitioner recruitment and sampling process is outlined in Figure 6.1.
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Content of study pack:

Study packs mailed out to
8 GPs; 8 practices
(February- March 2009).

Invite letter- addressed to GP (signed by
supervisors CCG and JP to encourage
GP participation).
Copy of invite letter- addressed to PM
Professional information sheet (PIL: see
Appendix 3) with aims/ backgroundinviting practitioner participation in short
interview study.
SAE reply-slip- consent to be contacted
regarding participation.

Reply-slip received and
meeting arranged to
introduce the study.

Study flow chart
constructed to clarify the
practices part in patient
recruitment and practitioner
interview was optional

Practices assigned ID
code.
First GP interview
arranged after practice
opted into the study.
Subsequent participants
recruited through
snowball sampling
methods.

Figure 6.1 Practitioner recruitment and sampling process of the qualitative study
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Each GP was sent a study pack which contained: an invitation letter introducing the study
and inviting participation; a study information sheet with details of the researcher for
assistance with any enquiries (Appendix 3).

Neither practices nor participants were paid to participate in the research. The recruitment
of practitioner participants occurred from February to March 2009. The first practitioner
interview was arranged after a practice opted into the study. Gaining access to subsequent
practitioner interviews was obtained through snowball sampling methods [62] - a
practitioner nominated colleagues who they thought would participate in an interview
study. The sample size was not decided at the onset of the study, but it was anticipated
that at least 10- 15 practitioner interviews would be necessary for the analysis based on a
previous qualitative study [164].

The recruitment of patient participants occurred from April to May 2009. The anticipated
sample size was based on previous qualitative research which indicates that category
saturation might be achieved within approximately twenty interviews [164].

The patient recruitment and sampling process is described in Figure 6.2.
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Adult patients’ randomly selected by
PM from searching across disease
registers (DM, COPD, CHD).
GP screening for appropriateness to
interview (patients’ with dementia or
terminal illness were excluded from
the study).
Patient lists kept within practices.

Study pack mailed to patients
purposively sampled by GP
(April- May 2009).

Content of study pack:
Invite letter- practice headed
paper signed from GP.
Participant information
sheet (PIL: see Appendix 5)
with aims/ background to
the interview study.
SAE reply-slip- consent to
be contacted regarding
participation.

Study pack mailed to patients
purposively sampled
(April- May 2009).

Participants assigned ID
after receiving replyslip to opt in to the
study.
Interview date
confirmed by
telephone.

Second mail out using
same list due to poor
response of initial
mail-out
Repeat of sampling and
recruitment process.

Figure 6.2 Patient recruitment and sampling process of the qualitative study
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Patients were sampled based on age (over 18 years) and permanent registration at each
general practice. Patients with diabetes, COPD and CHD were purposively sampled from
the disease registers because these participants had interesting and ‘typical’ (characteristics
of relevance to the phenomena under study). Patients were selected from a search across
the disease registers by the practice manager. The GP screened the list for appropriateness
to interview and excluded patients with dementia or terminal illness and recently bereaved.
Patients’ were sent a patient invite (see Appendix 4).

The study pack contained: an invitation letter from GP on practice headed paper; a study
information sheet (see Appendix 5); and an opt-in reply-slip to be returned in a reply-paid
envelope. Following the return of the reply-slip, a participant was contacted by telephone
and an interview date was confirmed. Ethical approval allowed one patient reminder later
mailed two weeks after the mail out of the study pack.

Conduct of interviews

Practitioner interviews were conducted from July to September 2009. Semi-structured
one-to-one interviews were conducted by NS face-to-face at each general practice. Patient
interviews were conducted between July and October 2009. Face-to-face semi-structured
interviews were conducted by NS in the patient’s own home.
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Consent and anonyminity

All the participants were given the opportunity to ask questions about the study. All of the
interviews were audio recorded with written and verbal consent. Confidentiality was
assured at the start of each interview (see Appendix 6 for participant consent form). An
Access database was set up (password protected) to store all of the participants contact
details alongside a personal identification number to allow for participant anonymity.

Topic guide

Two topic guides were developed to facilitate the patient and practitioner interviews. The
patient topic guide was designed to explore the meaning of empowerment in living with a
long term condition(s). This was developed from the conceptual and empirical literature
review presented in Chapter 2. A priori dimensions of interest were broken down into
categories for the topic guide, and piloted with colleagues in the Primary Care Research
Group. The practitioner guide was designed to explore the meaning of patient
empowerment in long-term condition management in general practice, and was informed
by the policy and empirical review (Chapters 1 and 2). The topic guide was piloted on
three GPs and one hospital nurse (colleagues of the author). Box 6.1 shows early topic
categories that were explored with the first three patient participants.
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Box 6.1 Questions and prompts used in early patient interviews
Question

Prompts

What was your health like before
you developed your condition?
Can you remember what made you
go to the doctors?
Thinking back, how much did you actually
know about your condition before
you were diagnosed?
At this point how much information did you
access by yourself about your condition?
How did you first find managing you’re
long-term condition by yourself?
Did you make any changes to your life or way
of living at all?
Is there anything you viewed as a hassle to monitor?
Thinking about managing your condition now,
do you think how you manage your condition has
changed the longer you have had your condition?

How did you feel about your health?
How did you react to your symptoms?

Day-to-day living, trips-out, diet
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Both topic guides were designed to be flexible allowing for exploration and detailed
investigation of particular categories of interest (for example topic guides for both sets of
interviews see Appendix 7 and 8).

As particular areas/concepts of interest arose from previous interviews, these were
included into the topic guide. For instance, example situations were introduced into the
topic guide, that were grounded in the previous patient data collected, to give patients
specific examples to think about how they managed their condition (s), and this
encouraged developing conversation.

Box 6.2 shows early topic categories that were used in the first three practitioner
interviews. As the interviews progressed, grounded examples of ‘typical’ patients were
introduced into the topic guide to ease developing conversation with practitioners. Verbal,
conversational probes were used to follow-up questions, such as ‘when’, ‘who’, ‘where’,
‘how’ and ‘what’, to deepen the response to a question [62].

At the end of the interview, each patient participant was asked to provide basic
demographic data (see Appendix 9). Practitioners were asked background questions at the
start of each interview concerning: how long they had been practicing, the length of time
since qualifying, a description of the general practice, and their clinical role in long-term
condition management.
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Box 6.2 Questions and prompts used in early practitioner interviews
Question

Prompts

Can you think of a recent consultation
with a recently diagnosed patient,
how would you begin to discuss management
of their condition with them?

Condition-specific

Some patients may want lots of health
information but choose to defer treatment
decisions to the clinician. How would you
manage patients such as these?

Reasons

How might your relationship with a
patient develop?

Knowledge of family

In your role, how do you understand the concept
of empowerment within the management of
long-term conditions?
When would you facilitate empowerment?
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Data analysis

The aim of the analysis was to identify emerging themes of empowerment and the meaning
of these to the participants, and the justification for them. The data was subjected to a
thematic analysis and emerging empowerment themes were coded and categorised
accordingly. Qualitative data from patients and practitioners were analysed separately to
allow both patient and practitioner perspectives to be compared [165]. This was made
possible towards the final stages of interviewing by comparative analysis of both sets of
interview data to fully understand the concept of empowerment.

Field notes and initial analysis

Detailed and systematic field notes were kept of each interview in a field diary and kept as
a log and referred to as the interviews progressed (see Appendix 10). Reflective notes
were written on each interview [166]. The diary aided the descriptive part of the analysis
and notes and memos were made relating to early emerging themes [61]. Emerging
theoretical issues from participants were followed up with the next participants to be
interviewed allowing theory to develop. The initial analysis took an interim analysis
approach, coinciding with the data collection, to feed into future interviews [143, 145].
The collection of fieldwork notes, transcription work and initial analysis began alongside
the data collection, ensuring an iterative approach to study.
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Transcription

Transcription took place by NS as soon as possible after each interview, to allow a
comparison of issues of interest within each transcript and to enable issues to be followed
up with the next participants. All of the transcripts were annotated by the researcher
against the audio recordings, with notes to where the participant made any facial gestures,
to help clarify the tone of voice and the nature of the conversation.

Coding

The first few transcripts were shared with the supervisory team, where unfolding issues
were discussed and working documents produced and circulated. The transcripts were
read and re-read and compared and contrasted to inform the development of themes [62].
The data was next coded using the qualitative software package Atlas.ti. Coding was
carried out by the author, and themes were agreed through discussion with supervisors.
Codes were developed from the emerging themes and a priori themes created from the
scoping literature review (see Chapter 1). Coding was an ongoing, iterative and reflective
process [143, 167]. Coding started as data was collected fieldwork to aid constant
comparison of the data and to establish analytical categories [167]. This enabled
disconfirming or deviant cases (that is those people who do not follow the emerging
theory), to be followed-up in future interviews through modification of the interview topic
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guide (as outlined previously, deviant cases were only followed-up in the patient data set
due to the practical constraints of the research study). Codes were categorized into
corresponding families which enabled the formation of sets of concepts and theories
amongst the data [145]. The analysis approach enabled empowerment themes to be
subsequently coded and categorized in relation to the aims of the qualitative research study
[168].

Summary

This chapter has outlined the reasons for adopting a qualitative approach to meet the
research aim to understand the concept of empowerment in long-term conditions in
primary care. The approach to the data collection and analysis were described. The
findings will be presented in Chapter 7.
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Chapter 7
Findings of the qualitative study

7.1 Introduction

The aim of this qualitative study was to understand empowerment in long-term conditions
from the patient and primary care practitioner perspective. The chapter begins by
describing the characteristics of the patients and practitioners who were interviewed,
followed by the main analysis. Data is presented to compare patient and practitioner
perspectives of empowerment in long-term conditions. A patient-focused model of
empowerment is then presented. The dimensions of the model form the basis of
development of the new empowerment instrument in Chapter 8.

7.2 Sample characteristics

Patients

The participants were purposively sampled from the chronic disease registers in general
practice as described in Chapter 6. A total of 20 patients were approached by letter and
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invited to participate in the study - 8 patients agreed to participate. An additional 8
patients were recruited by a second mail out of 20 patients. Altogether 16 (40%) patients
agreed to opt-in to the study. These participants were subsequently interviewed in a
location of their choice. Most participants were interviewed in their own homes; one was
interviewed at their place of work.

Table 7.1 shows the demographic characteristics of the sample.

The majority of patients in the sample were older (median 66 years); belonged to a white
ethnic group (87.5%); and were female (62.5%). There were more (80%) patients that
self-reported ceasing work due to ill health, or retired; over three quarters of the sample
had no educational qualifications; and half of the patients (50%) were home owners.

Table 7.2 shows the type and the number of long-term conditions self-reported by
participants.

Ten participants interviewed had the diagnosis of diabetes mellitus; five participants had
coronary heart disease. Seven participants had respiratory conditions; of these three
participants had asthma. From the participants’ accounts, ten participants self-identified a
long-term condition in addition to a diagnosis of either diabetes mellitus, cardiovascular or
respiratory long-term condition.
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Table 7.1: Demographic characteristics of patients
Characteristic
Gender
Male
Female

6
10

Age (years)
Median
Range

66
32 - 88

Ethnicity
White
Caribbean/Indian
Czech Republic

14
1
1

Employmenta
Working
Not working

3
12

Living statusa
Home owner
Home renter

8
5

Education
Educational qualifications
No educational qualifications
a
Missing data
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Number of participants

4
12

Table 7.2: Long-term conditions as reported by patients
Long-term condition

Number of
participants

Participant ID (Gender)

Diabetes Mellitus
Type 1
Type 2

3
7

P04 (F), P05 (M), P06 (M)
P03 (M), P06 (M), P09 (M), P11 (F), P12 (F), P14 (F),
P15 (F)

Cardiovascular
Angina
Arterial sclerosis

4
1

P05(M), P10 (F), P13 (F), P16 (F)
P06 (M)

Respiratory
Asthma
COPD
Emphysema
Silicosis (Miners Disease)
Lung transplant

3
1
1
1
1

P07 (F), P13 (F), P16 (F)
P01 (F)
P08 (M)
P02 (M)
P09 (M)

10

P02 (M), P03 (M), P05 (M), P06 (M), P09 (M), P12 (F),
P13 (F), P14 (F), P15 (F), P16 (F)

More than one long-term
condition (of the three
Diabetes Mellitus,
Cardiovascular and
respiratory sampled)a

Type of existing
morbidities
Chronic back pain
3
P02 (M), P14 (F), P16 (F)
Sciatica
1
P13 (F)
Chronic pancreatitis
1
P03 (M)
Irritable bowel syndrome
1
P12 (F)
Hypertension
1
P15 (F)
a
Patients had more than one long-term condition
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Practitioners

A total of seven primary care practitioners were sampled using snowball techniques - each
interviewee was asked to recommend another practitioner who they felt may have the time
to participate in the study (as described in Chapter 6). This was in line with the aim of the
practitioner study to inform the conceptual understanding of empowerment in long-term
conditions in primary care for the development of a patient-based instrument. For this
reason, it was felt seven practitioner participants that were recruited represented a diverse
enough sample in order to elicit views on understanding patient empowerment in primary
care.

Table 7.3 shows some demographic characteristics of the sample that were verbally
collected at the start of the interview.

Six participants were interviewed at their respective practices; one participant declined to
participate at interview. Of which, two participants were practice nurses and four
participants were GPs. Participating practices were inner city practices, and two of three
practices that were recruited for the patient study.
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Table 7.3 Characteristics of primary care practitioners participating in the qualitative study
Practice
list size

Number of
GP participants

Participant
ID

Gender

3 272

0

-

-

0

9 250

2

GP 03
GP 06

Male
Female

0

-

-

8 614

2

GP 02
GP 05

Male
Female

2

PN 01
PN 04

Female
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Number of
practice nurse
participants

Participant
ID

Gender

-

One practice was located in an area which is deprived with a practice list size of 9 250 and
the other practice was located in an area of higher deprivation with a practice list size of 8
614. The majority of practitioner participants were recruited from the latter health centre
practice.

Patient interviews lasted between 1 and 3 hours, (shortest 59 minutes, longest 145
minutes). Practitioner interviews lasted between 45 minutes and 2 hours, (shortest 44
minutes, longest 90 minutes).

The analysis approach was described in Chapter 6. Both sets of interviews were
transcribed and the data analysed in parallel using thematic analysis guided by the method
of constant comparison [165]. Category saturation was achieved with the patient data only
because time limited further data collection from practitioners. One patient participant
asked for a copy of the transcribed interview.

Themes were identified in relation to the a priori aims of the instrument development study
- to understand empowerment from patient and practitioner viewpoint; to help to define
and conceptualise empowerment in patients with long-term conditions; and to identify
factors that support or hinder empowerment in primary care. Other emergent and wider
themes associated with empowerment (for example, health literacy and practice and
system constraints within the consultation) were coded alongside the main analysis for
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future work. The analysis led to the development of a patient-focused model of
empowerment, to assist in the development of the patient instrument. Illustrative data is
presented and identified by participant number.

7.3 Understanding empowerment

7.3.1 Empowerment as an internal process

A central theme from the analysis was that empowerment involved an internal process
described by patient participants as changes in perceptions of the self following diagnosis.
For example, a patient with type 2 diabetes and arterial sclerosis described how he
manages to keep illness as a minor part of his life despite having multiple long-term
conditions- as a result he feels in control.

“I’m still working the same. I have the same thoughts and I just carry on. If it hurts
stop, have a rest then carry on. But don’t just, I never er just pack up doing a thing,
er… if I can’t do it I’ll sit down and think of ways around it and explore all
avenues. So that’s just the natural thing you know. I don’t know if a lot of people if
they got the arterial problem, they’d say ‘oh I won’t do anymore’ well that’s not
me, it’s ‘right, I’m getting pain here so let’s see what we do about it, let’s see how
much I can do’ work things out you know. But I don’t let things get me down like
that. I seem to be good at that. I’m in charge of me self, I control me body and I say
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you know, you’re going, you’re gonna do and we do hmm…” (P06, type 2
diabetes/arterial sclerosis, male, no educational qualifications)

Patients’ who were unable to distinguish between the two selves, described living with a
long-term condition as a life changing experience in terms of managing daily symptoms
and experienced feeling a loss of control.

“If the weather is red-hot, I am bad… I can't breathe - you will find out that’s why a
lot of people die in the summer, it's the heat… the humidity and if it's very cold,
you can't breathe… when it is mild you know - from say January to February to
March - when it is nice and cool... I can breathe you know, there is oxygen - when
it’s like red hot, there's no air and it’s terrible. I just don't try to rush things... and
keep out of the way and keep out of the sun. Keep out of it all really and try and
keep cool” (P08, Emphysema, male, no educational qualifications)

Through comparative analysis, five sub themes were identified that encapsulated the
internal process. These were: acceptance of the diagnosis; acknowledging the
unchangeable; creating a feeling of balance; developing coping strategies; and limiting or
gaining medical information.
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Acceptance of the diagnosis

Acceptance of the diagnosis was described by patients as fundamental to having a
perception of being in control of a long-term condition and life. Having the right outlook
towards managing the condition was described as important in maintaining acceptance of a
long-term condition.

“I have to accept it is part of my life, it would be foolish to pretend it wasn't, but I
try not to let it dominate it, it becomes more a feature of it, like exercise ought to be
the part of everybody's life and it is a part of mine. Eating sensibly and healthily
ought to be what everybody does and that’s what I am, that's what I try to do you
know” (P16, asthma angina, chronic back pain, female, educational qualifications)
“The bottom line is, I think it's got to be your attitude. You've got to accept what
you've got and get on with it and manage it. Where as in the beginning a lot of
people wouldn't accept it, would they…” (P01, COPD, female, no educational
qualifications)

All patients’ described having to learn to accept and live with their condition. Having
acceptance helped patients to incorporate the routine management of their condition into
their day to day lives with minimal disruption.
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I What are the medical problems that you have?
R Medical problems are… diabetes, one problem and arterial problems, is me other
one. They’re both long term and er… you learn to live with it… I don’t know if it’s
classed as heart disease, all I know it that it is atherosclerosis… it’s er to do with
the main arteries… and the aorta, not the actual heart you know, it’s leading below
there.
I OK. How long have you had diabetes?
R Diabetes. Four years, Type 2 so that’s not too bad. I can live with it (P06, type 2
diabetes/ arterial sclerosis, male, no educational qualifications)
“They [HCP] packed me off to see a physio and he gave me a series of exercises
and I have carried on doing them every single day since, because they help me
mobilise and move about. So it is just part of the routine, so I just accept that that’s
what I do, I get out of bed and do them and then its fine” (P14, type 2 diabetes/
chronic back pain, female, educational qualifications)

Several participants described once they had accepted their diagnosis and treatment (at
diagnosis), experiencing acceptance helped them to feel in control and subsequently go on
to self-manage their symptoms.

R I just took it in my stride. I mean, I don’t worry about things. So to put it into
context, if I went to the doctor tomorrow and he said I had cancer. I would accept
it. It wouldn’t worry me and the older I get the longer I know… well you’ve got to
accept these things as you get older
I Hmm. So have you always been that way then?
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R Yeah it’s just a frame of mind…. I mean I could think, the likes of the days when
I’ve got irritable bowel and I’m like ‘oh why’s this me’ and ‘I’m fed up’ but
basically I know within a couple of days it’s going to settle down and I’m gonna go
on as normal (P12, type diabetes/ irritable bowel syndrome, female, no educational
qualifications)

R A lot of people wouldn’t be like me. They’d be upset about all this and erm
thinking, they’ve got something that they’ve got to live with and all the rest of it
and I just think ‘oh you’ve got to live with it’. To be told they’ve got something
like this, depending on how they accept things or get on with life, they might be
completely opposite to me (P01, COPD, female, no educational qualifications)

In contrast, practitioner accounts of empowerment were focussed on giving and receiving
of information. Enabling patients to understand the long-term implications of the
diagnosis and staged information-giving was used by practitioners’ to test patients’
interpretation and understanding of their long-term condition.

“I think for me, empowerment of a patient would be giving them as much
information as they need and want about the condition. I would hope that they’d
understand what the medication was, what it was doing and why we were giving it
and what risks we were hoping to prevent. Just general education really. I think
education as knowledge is very powerful at the end of the day” (GP 06)

207

I How would you facilitate empowerment?
R Um, by explanation really; by information, as much information as you can
possibly give. Probably not all in one go, probably in a staged manner so it's a
certain; you can assimilate it or the patient can assimilate it and at each stage
double check with them at a period of time. 'Okay that stuff I gave you on diet…
how you getting on with it?’ ‘What does it mean? ‘How do you understand it?' So
it's testing their ideas that they've received from you, and then if they've picked up
that little lot okay then you can move on to the next bit um, whatever that might be.
So incremental drip-feeding of information and education- I can't see another way
of doing it, apart from the Expert Patient Systems and I have little experience of
Expert Patients and the experience I have got is not good (GP 02)

Practitioners commented on how patients need to accept the diagnosis in order to be able to
make lifestyle changes and to participate in the management of their health problems.
Different types of patients were described - those who understand medical information and
those who struggle understanding the long-term implications of the diagnosis, which
altered the speed of information-giving.

Practitioners spoke of managing the later type of patient as particularly challenging and
tended to drip-feed information to suit the learning style of the patient.

“So there’s 2 types of patients really that are probably a challenge. I mean it can be
with the first lady who’s just not taking any interest and not taking medication. I
think you’ve just got to be careful you’re not getting angry and exasperated with
her and you’ve still got that role as her sort of primary care doctor, sort of meant to
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be supportive but you feel… you know, you’re prescribing this medication. You’re
trying to provide a good service, you’re trying to look after her… she’s just not
interested and then you think ‘am I failing’, ‘am I not sort of, giving her the correct
education’” (GP 06)

I Do you use any particular strategies to decide a level of self-management for a
patient?
R I think again, it depends, on the actual patient – there’s guidelines that you can
follow but sometimes it’s too fast or slow for a patient. I think it depends on that
person - do they live alone, do they have a good network of people around them,
what’s their knowledge level like, are they taking in what you’re explaining to
them – it depends on each individual patient how fast or sort of slow you go, you
always give a pack out – a starting with diabetes pack. It’s got lots of things - lots
of information in it but, but giving that sometimes, if they go home and read it all at
once they come back and they’re baffled by it all so you know, sometimes I’ll just
say to them, just read the first couple of sheets then we’ll go through the rest when
you come back. So it depends how they’ve taken the diagnosis really” (PN 04)

However, practitioners were aware of the impact and the effect the diagnosis of a longterm condition has on the patients’ ability to understand information.

“I think sometimes you put people off having tablets, you give them this diagnosis
which is a lifelong condition, they’ve got to get their head round that, that they’re
being labelled with something, they’ve got to start taking a tablet lifelong… erm so
I tend to, sort of see them a couple of times and go sort of gently, maybe one type
of tablet, ask them if that’s OK. I mean, you will get a patient who’ll say ‘no I’m
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fine, I’ll take 3 tablets, I’m quite happy with that, I know what’s going on’, but
that’s more unusual I have to say [laughs]... usually you have to sort of negotiate,
say ‘so you’re going to take Metformin’ and they say ‘yes’, they’re not terribly
happily about it, you explain why - so it’s doing it in stages” (GP 06)

GPs and practice nurses recognised some disruption to a patient’s life during the diagnosis
period but that this would be controlled by the dissemination of staged-information. In
general, it was felt that providing information in this staged manner would assist a patient
to feel more in control of their condition over time.

“Some people come in and you can tell that they’re not taking anything in – it’s a
complete shock and some people want to come in and know more and more so
everybody’s completely individual. I mean, we have a diabetes pack that secondary
care have provided – we sort of, tend to go through that as well and that’s got all
different sheets in it and then they get referred for group education sessions which
are two sessions at the hospital” (PN 04)
“This gives you all the information you need to know about Type 2 diabetes; I
would give them that with a printout from my clinical system and then invite them
back at a week or two week's interval and then rehearse the whole thing because it's
very interesting then to see if and when they've read the information and then you
ask them 'well what do you think it means?' Just to make sure their interpretation of
the information you've given them is what you want it to be because people are
quite good at reading things and interpreting them in different ways than you
expect because of their own belief systems and illness beliefs and they will skip
read and pick up alternate sentences; we all do it so it's worth going back and just
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exploring that” (GP 02)

In sourcing information, the practice computer system was relied upon to print out written
information and recorded on the clinical system as having been given to the patient.

“Certainly in terms of empowerment, I’m very keen on providing written
information for patients. There’s very good evidence that patients remember very
little of consultations, so it’s important to have information to take away with them
and our IT system supports a range of patient leaflets which are up-to-date and
would support what we’re trying to do in terms of helping patients make decisions
for themselves” (GP 03)

Practitioners’ described having the ability to empower some patients, where as others
spoke of patients having particular levels of empowerment in relation to having the
capacity to understand and engage with their medical condition. For instance,
empowerment was said to be facilitated by stepped information giving- ‘rehearsing
information at two week intervals’ (PN 01) and ‘chipping away’ (GP 02) which were
empowering strategies designed to reinforce patients’ understanding of their long-term
conditions.

“I would tend to use a sort of breaking bad news thing to start off with, something
along the lines of ‘spikes’, so I’d make sure that they’re fully informed, find out
what they actually know about it first, and then give them a good explanation of
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what the condition actually entails, taking it step by step, making sure they sort of
re-iterate back, and ask any questions at that point as we go through. And then what
I try and do is lay out a sort of structure of the things that we can do and the steps
that we might end up needing to take. Say well this is obviously in the future, but
we’re going to try such and such medication and see how you go with it, you come
back in a couple of weeks and we’ll re-assess you, make sure you’re happy with it
and make sure it’s controlling the symptoms” (GP 05)

There was agreement between patients’ and practitioners’ perspectives that empowerment
in long-term conditions is a patient-led process. Disagreement occurred between the two
groups over the content of the process of empowerment. Practitioners’ understood
empowerment more simplistically to be knowledge-based, whereas patients understood
empowerment as a wider-concept involving more concepts than having knowledge and
understanding to feel in control of their long-term conditions.

For instance, empowerment was characterised by practitioners’ as a process that could only
be facilitated by themselves and that had to come from the individual: ‘it is their disease’
(GP 03), and ‘it’s something you’re going to actually have to do yourself’ (GP 05) emphasising patient participation in long-term conditions. Conversely, empowerment was
exemplified by patients as process that may or may not lead to participation and
emphasised the importance of other empowering outcomes such as perception of self and
personal control (inside and outside of the consultation).
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“I’m very keen to explain to patients that their destiny is sometimes in their own
hands and that I’m not taking the responsibility for their disease off them, erm... it’s
very important that they make changes. I think one of the things that we’ve created
is a sort of a degree of passivity amongst patients who feel that management of
their conditions is someone else’s responsibility and this is I think one of the areas
where the health service has lost its way. And it’s important we actually give that
back to people” (GP 03)

Acknowledging the unchangeable

Patient participants described the need to acknowledge the unchangeable nature of living
with a life-long condition. This was characterised by recognising the inevitability of the
diagnosis in relation to acknowledging a lack of participation in activities which
participants used to do.

“The thing about diabetes is that I think can really get you down is, no matter how
hard you try, you can never beat it. It is a chronic progressive condition, so no, I
would say no matter how well you take your medication, how you control your
diet, what you do with your exercise, you will deteriorate and that really gets you
down. I know my head tells me, it doesn’t matter how much I comply, how good a
patient I am in terms of compliance, it will get worse, because that’s the nature of
the diabetes and that is a terrible frustration, because you are fighting a losing
battle, and it’s how long you can stave off the problems” (P14, type 2 diabetes/
chronic back pain, female, educational qualifications)
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“I mean there are things which do get me down of course but it’s like when my
husband died that was a terrible time and obviously I was depressed and all the rest,
but er normally illness - as long as I feel that it can be rectified - I always say that
it’s no good to worry about things which you can fix and it’s no good to worry
about things that you can’t fix” (P11, type 2 diabetes, female, no educational
qualifications)

Several patient participants expressed fear of becoming dependent on family and becoming
a burden. Staying in control externally in front of other people was important to
maintaining an inner sense of control and autonomy and this was despite being limited in
participation in physical activities that they used to do daily.
“I have always been active and one of the frustrating parts I found was I couldn't do
the things that I used to just take for granted, and that's the frustrating part - I
honestly don't know how I would have gone on if my wife had still been here… I
don't know it's difficult. I have often sat and thought about it and thought, ‘well
would I have coped with her fussing’, not that she was that type of person, but do
you understand what I mean?” (P09, type 2 diabetes/ lung transplant, male,
educational qualifications)
The youngest (32 years) female patient in the sample described how she feels in control by
engaging in an internal dialogue. By doing so, she describes how she can balance her
negative thoughts with positive thoughts and results in feeling able to continue to selfmanage.
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“I can't do anything about it, so it's when you have to pick yourself up, dust
yourself down and go 'okay, it is what it is’ um you know, and ‘tomorrow's a new
day’, so you know, ‘tackle it again tomorrow, I hope that tomorrow is a better
day’” (P04, type 1 diabetes, female, educational qualifications)

She continues to explain how acknowledging her inner thought processes helps her to
maintain a normal life by exercising control in a way that works for her. Here she
expresses how she only has herself to compare to and she admits to occasionally struggling
with that process.

“Sometimes it definitely controls me, other times I control it. It's like having good
days and bad days where if I'm on a bad day, it definitely controls me, but that's
always going to happen. You only have one day at a time and not a bad week, you
just try and make those days less way more insignificant then all the fabulous good
days. It's quite difficult to know because I can only compare to myself… I think
even if I didn't have diabetes, I would be having shit days. This is just an added
complication and I probably have more bad days then maybe an average person
would, but maybe try to know that I have them, know that's okay and keep going
kind of thing” (P04, type 1 diabetes, female, educational qualifications)

Practitioner accounts reflected patients’ need to acknowledge the unchangeable nature of
being diagnosed with, managing and living with a long-term condition, but also
emphasised an enabling and supportive role to aid patient empowerment.
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“I think I usually put it that this is a disease, it’s something we can manage but it’s
not something we’re going to be able to cure. These are the medical managements
but these are things that you’re going to need to do in terms of lifestyle changes and
the things to think about and try and put into place. It is something that we can
help you with but it’s something you’re going to actually have to do yourself as
well. That’s normally how I put it for anything chronic” (GP 05)

“I mean, you know as clinicians we make assumptions - you just say 'do these
major lifestyle changes and everything will be okay' and it's not. I mean if you've
ever tried to change your own lifestyle, it is very difficult to do - so when someone
comes in and says and the (inaudible 01:10:08) has dropped by two points say, then
I will you know shake them by the hand, put my arm around them, give them a kiss
and say 'You are fantastic. You really have done this very well indeed and I'm
proud of you' and that's so paternalistic isn't it and I should be shot for saying that,
but that's what I do” (GP 02).

However, there was evidence across practitioner accounts that empowerment involved an
element of decision-making on their part, and this was based on their clinical experience
and patient characteristics on display during the consultation.

“One of the things that it’s important to establish right at the beginning is the level
of commitment patients have got to take in responsibility for their own condition. I
think smoking’s a good proxy for that you know; people are willing to seriously
consider stopping smoking and take the first steps - that’s a pretty good sign. I
suppose one tends to make decisions about patients on the basis of, very often of
previous acquaintance their appearance, their life, what you know about their

216

lifestyle to date, and very often about family background - how well supported they
are” (GP 03)

Practitioners described making professional judgements concerning patients’: perceived
attitude to take on board medical knowledge; their overall commitment to making lifestyle
behaviour changes; and their capabilities of maintaining control of their conditions. This
decision-making determined whether or not they continued to give more information to
empower patients.

R Some patients are avid collectors of information and others just don't want to
know. And and it's difficult to actually know - all you can do is offer snippets of
information and see how good they're taken up. You can soon pick up if someone
wants to know or not.
I What about people who don't want information?
R Um, it's their choice but by definition in order to get some control there they're
going to have to be more closely monitored by us clinicians. I don't see how you
can empower someone to look after a condition when they don't understand the
basics of the condition. Well you can, but it's not a very safe thing to do because
they could have abnormal illness beliefs that you don't know about, and that's how
they're going to monitor the long-term condition and that could be very dangerous
(GP 02)
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Factors which hindered practitioners’ ability to empower patients’ were related to: illness
perceptions and health beliefs; health literacy; socio-economic status; and lack of social
support from family and friends. Patient beliefs concerning past and current health
experiences and social support from significant others were factors which supported
empowerment in patients’ accounts complementing the practitioners understanding of
empowerment.

“We just see them regularly and keep trying to sort of educate and not convince
them but try to get them to take on some responsibility of their own because we can
only go so far as practitioners, we can only give you know, all the advice and
education and medication, but they have to take on board, they have to take on their
own role as well which is quite difficult, especially in this area as well I think. It’s
quite an area of low income and a lot of the time their health isn’t the most
important issue” (PN 04)

Creating a feeling of balance

Creating a feeling of balance was a theme that was prominent in those patients who
demonstrated having a self perception of sense of control over their long-term condition.
This was characterised by patients’ engaging in an internal dialogue involving weighing up
their thoughts in relation to accomplishing routine tasks in their lives.
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“I don't let it run my life for me. It hasn't really impeded what I do. I don't
automatically think ‘I can't do that because I have diabetes’. I am much more
likely to think ‘is it possible for me to do that?’ You know, if I fancy doing
something, I'll do that. Like as you would do with anything - weigh up the benefits
of it against the downside and we all have some sort of, risk management and how
we engage with our lives, whether you choose to do something or not” (P14, type
2/ chronic back pain, female, educational qualifications)
“I would like always like to be doing better. I always think I should be much better
controlled then what I actually am. I don't think I'll ever be truly satisfied. But I
guess at the moment I do what I can and I try not to worry about it too much,
otherwise it will consume my life entirely and I don't want that. But I am in danger
of going in the other direction of – ‘I'm not worried about it and I don't want to
think about it either, so I'm not going to do anything, I'm going to get completely
out of control - it's a fine line” (P04, type 1 diabetes, female, educational
qualifications)

Creating a balance between managing a long-term condition and continuing a normal life where there are times when the condition is not at the fore front of the patients’ mind, was
not a common feature of practitioners’ accounts. Practitioners’ described initiating the
process of patient empowerment by disseminating medical information (to meet clinical
targets), and requiring the patient to take ownership and the day-to-day management of
their long-term conditions; thus empowerment was up to the patient to find ways of feeling
in control.
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I How do you understand the concept of empowerment within the management of
long-term conditions?
R My understanding is that once the physician/nurse has stabilised the condition
and I think that is something that has to be done by us, then as much management
as can be handed over to the patient, should be handed over. So they should
control their own insulin; they should control their own diet and it's up to them. As
long as they have enough information to do that, then they're empowered as far as
I'm concerned to do anything they want. Um, I think you need say (inaudible
00:42:15)… 'these are the circumstances under which I would like you to talk to
me, but otherwise just get on with it and I'll see you in six months' - so that's how I
understand it. So crisis management and initial stabilisation are 'our' the clinician's
responsibility. The day-to-day management of the disease is nothing to do with us
- it's the patient's responsibility (GP 02)

One practice nurse hinted that she was aware of the differing priorities within the patient
and practitioner relationship. For instance, she described the importance of being able to
identify patients’ concerns and balancing those concerns with her clinical targets to
facilitate empowerment.

“Sometimes it’s a case of listening to their side of it and how they are actually
feeling and how it is impacting on their life and I think that is really important to
get a feel of how their condition is impacting on them and then you can start to
unravel that and sort of say ‘well what can we do to improve that’ because what
might be important to us- I mean, well we might say FEV1 might be important but
to them they probably don’t give a monkeys about their FEV1 they’re concerned
that they can get to the shops and that- So we might be concerned about their
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FEV1- their drop in their lung function- but for the patient their main concern may
be that they can’t actually get to the shops and back or in this gentleman’s case - ‘I
want to be able to go on holiday’- so that was his worry, not particularly what his
lung function was doing, but how it was impacting on him” (PN 01)

However, this was a deviant case in the practitioner data set - it is possible that this case
may be due to the practitioner data being limited due to the small sample which limits the
interpretation of this finding (see Chapter 11).

Developing coping strategies

Patients’ described preferred ways of feeling in control through developing their own
coping strategies. Preferred coping strategies to manage a long-term condition were
related to ways of keeping physically and cognitive active. For example, having a routine
each day was described by many participants as a physical and a cognitive coping strategy.

“I take some pills in the morning and some in the afternoon, some after lunch and
some in the evening. So I’ve got it spread on different tables. The pills on that table
are for the morning, and on another table are for the evening, it’s because I’m on a
lot of pills, unfortunately I’m on about sixteen a day… when my memory fails me I
will have to write it down but so far it’s good just by placing them in different
rooms” (P11 type 2 diabetes, female, no educational qualifications)
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Of particular note, coping strategies that were cognitive in nature were described by those
patients who demonstrated a self perception of sense of control over their long-term
condition. Such coping strategies seem to be related to past and current experiences of
feeling in control of situations (that were not necessarily health related).

“It might sound funny that but if it's pouring down you're stuck inside, bit bored,
not much to do, and then I smoke more. If I'm out - I keep pottering. Now if
normally, just imagine you're not here, this afternoon I've cut the grass, have a good
hour's rest, which I'm doing now, and then I'll probably have a walk round and pull
a few weeds… have a sit down, half an hour, another walk round, pull a few more.
Just generally work like that and er not attempt too much at once, because I have
tried it in the past and you get too tired, you get ratty, fed up and you can mess of a
job so - and you can always go back to it. But I like new challenges, finding things
to do you know” (P06 type 2 diabetes/ arterial sclerosis, male, no educational
qualifications).

Distraction techniques were described by patients as a cognitive strategy to maintain an
internal sense of control by finding thing’s to do, creating tasks for accomplishment and
keeping busy.

“I think reading is the best thing for me. I’ve got be able to you know read to keep
this [points to head] going all the time because I’m not concentrating then my brain
starts thinking about all sorts of things – family matters and what have you” (P15
type 2/ hypertension, female, no educational qualifications)
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“You’ve just got to keep yourself moving you know - keep yourself busy” (P12
type 2 diabetes/ irritable bowel syndrome, female, no educational qualifications)
“I like to think and do things and make models and stuff like that - their winter
jobs. I have winter jobs, summer jobs. I make matchstick models in winter. You've
gotta keep the brain going” (P06, type 2 diabetes/ arterial sclerosis, male, no
educational qualifications)
According to patients’ accounts, there were few examples where the health services had
offered coping strategies that patients had managed to incorporate into their daily routine.

“I’ve had a couple of DVD’s you know. Angela Rippen made one ‘living with
COPD’ and sort of exercises that you can do. Well, it was everything, I already
knew, I mean, there were gentle exercises and all the rest of it. And I thought well
I’m doing keep fit and I’m doing more than that, you know what I mean, so I
hadn’t got it. I borrowed it from somebody. Because you couldn’t get it from your
surgery, they hadn’t even heard of it. They couldn’t supply me with it, so
somebody else at keep fit - she said she’d got COPD so she gave it to me…” (P01,
COPD, female, no educational qualifications)

This finding was supported in the practitioner data. There was evidence to suggest that
patients’ coping strategies were both acknowledged and accepted by practitioners’ –
especially so, if those strategies made patients’ feel in control of their long-term
conditions.
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“Type 2s - it's now become almost a religious ritual measuring your sugars and
there's quite a lot of evidence to say that it's unnecessary; you could probably
manage a Type 2 without ever taking their blood sugar but it makes a lot of people
very happy if you measure their blood sugar, so I try and talk them into not doing it
too often but doing it because the very activity of doing your blood sugars gives
you a control feeling that, you know 'I am measuring my sugar and as a response to
the sugar I will change my activities that day’. That's absolutely fine and some
evidence suggested that it doesn't really make that much difference to long term
sugar control but it certainly makes that particular person feel that they're actually
controlling their illness” (GP 02)
In terms of patient devised coping strategies, practitioners’ described the need to match
their clinical agendas with those of their patients’ during consultations. As a result, what
might be seen as collusion occurred, this was suggested to involve giving in to the patient
in order to maintain the relationship.

“I mean, basically it's whatever the punter wants. If they're happy with something
and it works for them; even if it's me just sort of patting them on the head saying
'you're doing a great job' that's fine. If they want me to take blood every week and
do all sorts of, I must say, mysterious tests, if it makes them feel better and they
actually control their illness; I'm happy with that because it really is "their
problem". It's whatever gets them better really and if that means I have to have a
role I'm not comfortable with, I'm still okay with that” (GP 02)
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Limiting or gaining medical information

The majority of patient participants actively sought to limit their access to medical
information as a strategy to increase feelings of control. This component was different
from the previous components to the internal process of empowerment (having acceptance
of diagnosis and acknowledging the unchangeable nature of having a long-term condition)
because patients’ described having accepted the diagnosis and having acknowledged the
connotations of living with a long-term condition - yet chose to limit their medical
knowledge.

For example, a smoker with type 2 diabetes (and arterial sclerosis) described having a
preference to be told by his GP of any existing medical problems. As previously discussed
in relation empowerment as an internal process, by limiting his medical information, he
manages to compartmentalise his medical problems and keeps these separate to his life
resulting in a self perception of sense of control.

“I don’t have the internet but what I’m saying is that I don’t like looking into
illnesses because you can start thinking all sorts then so I’d rather him [GP] just say
‘right, I’ve got diabetes two’, ‘right, you tell me what to do diet-wise’, ‘fine’ that’s
it. I don’t want to go in to it too much. If I happen to go and have a chest x-ray,
with talking about cigs and he says ‘you’ve got a bad spot, you’re going to have to
pack up smoking’ I’d say ‘right fine, that’s it, tell me no more’, I wouldn’t want to
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know anything else. All I want to know off him is what medication he’ll be giving
me, what effect it will have, and that’ll be it. Any other details I would not want to
know” (P06, type 2 diabetes/ arterial sclerosis, male, no educational qualifications)

When probed later in his interview on this point, his account reveals that limiting medical
information in this way is a method of minimising the impact of his condition and losing
control of inner thoughts.

“You bring it up and it could relate to this and it could relate to that and you’re
coming out with all these technical terms and it gets a bit baffling and I’d just
rather not have it in my head and I just plod on” (P06, type 2 diabetes/ arterial
sclerosis, male, no educational qualifications)

This finding applied to those patients in the sample that chose only to have what might be
assumed to be a basic level of knowledge and understanding, and that level was enough for
them to manage and feel in control of their conditions.

I You’ve never looked at any health information online?
R No.
I Have you ever thought about it?
R No. I think I know enough about me. So that’s the way I work
(P12, type two diabetes/ irritable bowel syndrome, female, no educational
qualifications)
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Those patients who chose to limit medical information in this way also described looking
up medical information on the internet and reading medical books as potential sources of
disruption to the self.

“I think sometimes, I think it could be a bad thing [looking on the internet] because
I don't think, I think people can get the wrong impression and the wrong idea. I
would rather wait until I go to the clinic and ask the person straight out (inaudible
00:59:04) they all know me, now they don't cover, they tell me the truth and I
would sooner know that” (P09, type 2/ lung transplant, male, educational
qualifications)
“I don’t have medical books in the house because I’ll end up with everything that’s
in the book
R2 [husband] I’ll tell you now – they had a relation and she looked up everything
on the computer, and looked it up in books and she used to say ‘oh you’ve got this,
you’ve got that and you haven’t got it’ and then she’d be at the doctor’s – ‘you’ve
got this, you’ve got that’ and in the end even the doctor said…
R [interrupts] ‘Will you get rid of that bloody book!’” (P13, angina/ asthma/
sciatica, female, no educational qualifications)

This contradiction causes dilemmas for practitioners who openly described making
judgements based on patient characteristics and behaviours to decide how much
information to disseminate to each patient (as previously discussed).
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I Um, what about the different types of patients then, how do you decide what level
of self-management is acceptable to each patient?
R Um, I don't have rules. It's purely a 'via judgement' on my part um, and the 'via
judgement' would be on their apparent understanding of the disease process; their
apparent ability to comply with modifications in lifestyle; some people just don't
get it full stop. You know, it’s something that's happened to them and other people
(inaudible 00:11:55) it depends on the person how much understanding and
motivation that they seem to have; it makes a big difference about how much effort
I put into that side of things (GP 02)

I What sorts of things influence you when you decide how much information to
give to a particular patient?
R (Deep breath) A lot of it I think is down to experience really and it’s very hard to
sort of quantify that really. Erm, you’ve been doing the job a long time, you just
tend to get a feel for what a patient is capable of taking in really and I will often go
with what type of questions the patients are asking me. If they don’t, if they are not
asking me a lot of questions and they are just going ‘yes yes yes yes’, I feel that I
am beginning to lose them and that, you know, maybe that’s enough. Where as if
somebody’s saying ‘oh yes and what about’ and ‘can you just go over that again’,
then obviously you get an indication that they might want a little bit more (PN 01).

A minority of patient respondents in the sample described preferring to have more
information, and by doing so felt confident about managing their conditions - supporting
the health services perspective of empowerment. Moreover, these patient participants’ also
described actively seeking and gaining medical information to increase feeling in control.
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“My first port of call probably would be the Internet, because it's the greatest
source of knowledge… If I saw something that I would want to look into and check
it out I make sure it's valid information… I'd probably go to the internet first and
then I would probably go, if I did have a burning issue or anything, then I would
email - there is a diabetes nurse - or I'm trying to think who else I know, because I
lived in America for a while, and there are Diabetes Educators they call them there”
(P04, type 1 diabetes, female, educational qualifications)
“Knowledge is power, and I think that you know, whilst people with a chronic
long-term health condition tend to be quite knowledgeable about that condition,
because they live with it. My clinical background is working with children. I have
been constantly amazed over my nursing career, how many adults treat their own
health with a cavalier attitude, they sign consent forms for surgery that afterwards
they ask the nursing staff 'what's happening to me?' And you say, 'you have just
signed a consent form, you should know what's happening to you.' 'Oh, I didn't
understand it, I just signed it', is often the response, which is worrying” (P14, type
2 diabetes, chronic back pain, female, educational qualifications)

Practitioner accounts complemented the above perspective - they spoke of looking for
signs of patient participation inside and outside of the consultation, including consulting
the internet.

“It’s probably a patient that will ask questions, that will initiate a conversation, and
would also want to know a little bit more and somebody who would ask if they
didn’t understand something and will be quite prepared to say, ‘oh actually can you
just go over that again? I didn’t understand it’. Some people will actually say, ‘oh
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where can I find out more information about this?’ And as I said before we use
visual aids, literature as well and we also refer as well to other places as well where
they can access literature. You know like the patient UK websites - if people have
got access to the internet” (PN 01)

The process of analysis of the patient data suggests empowerment in long-term conditions
as a self perception of sense of control. Agreement occurs between patient and practitioner
perspectives that empowerment is a patient-led process but the content of this process
seems to differ. Practitioners understand empowerment more simplistically as
disseminating medical and lifestyle knowledge to encourage patient participation. To
continue to be empowered, practitioners’ accounts suggest patients’ need to demonstrate a
positive attitude towards self-managing, and this is judged by their apparent understanding
and interest to what is happening to them.

7.4 Summary

To help clarify the patient findings in relation to the aims of the qualitative study, this
section concludes with a conceptual model of the internal process of empowerment in
patients with long-term conditions in primary care (Figure 7.1)
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The internal process underlying a self perception of sense of control has 5 components
including: accepting the diagnosis; acknowledging the unchangeable nature of having a
condition; developing coping strategies; creating a feeling of balance; and limiting or
gaining medical information.

Within patient participants’ descriptions, empowerment was interpreted as a feeling of
control. It was exemplified by patients having the ability to making personal decisions
concerning the management of their conditions.

Developing coping
strategies
Creating a feeling
of balance

Acknowledging the
unchangeable

Self perception of
sense of control

Acceptance of
the diagnosis

Limiting or gaining
medical information

Figure 7.1 A conceptual model of self perception of sense of control in patients with longterm conditions
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7.5 Empowerment as an external process

The process of analysis also suggests that empowerment is an internal process and an
external process. The external process is characterized by a relational process in which
support and understanding from friends and practitioners are important and played a
central role in empowerment in living with long-term conditions. Two sub themes were
identified: having support from significant others, such as with friends and family, and
having a relationship with a practitioner in primary care. In the following presentation of
results, patient data is supported and complemented by practitioner accounts of
empowerment.

Relational support from significant others

The influence of having relational support from significant others seemed to be central to
the external process of empowerment. The concept of relational support was important to
those persons of who participated in a shared understanding with the patient in terms of
what it was like to have a long-term condition. Descriptions of relational support from
significant others involved phrases such as ‘being helpful’ (P03, type 2 diabetes/ chronic
pancreatitis, male, no educational qualifications), ‘being aware’ (P014, type 2 diabetes/
back pain, female, educational qualifications), ‘have a talk’ (P06, type 2 diabetes/ arterial
sclerosis, male, no educational qualifications) and ‘she understands’ (P07, asthma, female,
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no educational qualifications). Significant others were described as friends or family
members that were ‘mindful’ (P14, type 2 diabetes/ chronic back pain, female, educational
qualifications) to the individual having a condition and extended to patients with similar
long-term conditions.

“She [friend] is not diabetic, she understands about it - the question to ask her is ‘do
my symptoms affect me?’ because she probably realises that more than I do, if you
are going a bit hypo she might notice things like that. If you are out on holiday, you
stop and have a drink, have something to eat regularly like that and she's mindful of
that. She likes exercise, we share the common interest and that's helpful, and I
have said to her ‘in the future at some point you will have to learn about insulin’
and I think it's making your friends aware. I mean, obviously I've got friends who
are health care professionals. I've got another close friend who is and she would
know exactly what to do with me because that would just be her approach. But it's
not something that you should keep hidden - people need to know that you have it
in case you are unwell” (P14, type 2 diabetes/ chronic back pain, female,
educational qualifications)

Having relational support was especially important for those patients whose family was
unavailable (having moved away) where other support networks emerged. Moreover,
patients revealed that having a friend to talk to and share self-management experiences
helped them to feel in control of their long-term condition experience. Patients also spoke
of confiding in other patients with similar long-term conditions and gathering bits of
condition-related knowledge in this way. Furthermore, those patients’ who perceived
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themselves to be in control of their conditions, felt that they could speak to others with
similar conditions and share their personal experiences of how they managed – by doing
so, patients’ described feeling empowered.

“Erm because of experience, er because of life’s experience of what I’ve done you
know, - people who say ‘I can’t do such a thing’, ‘well have you had a go?’, ‘No’,
‘well how do you know you can’t do it?’, ‘well I don’t think I can do it’, ‘well have
you tried?’ ‘well no’, ‘well try it’, ‘well what if I can’t do it?’ ‘Then sit down and
think is there a way around it’. You know- you keep keep the brain going. And
‘what was the problem?’ ‘well it was this’, ‘right well I have found a way around
that, so try such a thing’” (P06, type 2 diabetes/ arterial sclerosis, male, no
educational qualifications)
“I didn't get any information from him [GP], I just picked it up as you're sitting in
the waiting room as you're talking to different people and if there was another
woman there with her husband and you'd sit and you'd talk, and it's just a matter of
picking up snippets everywhere you go” (P12, type 2 diabetes/ irritable bowel
syndrome, female, no educational qualifications)

A female patient participant with type 2 diabetes mellitus (who also happened to have a
nursing qualification) described being knowledgeable regarding her condition and was the
only participant to use the word ‘empowered’ within her interview account. However she
also described the benefits of talking to others who have similar conditions and this was
regardless of her own knowledge base.
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“There is a group that I think runs in North Manchester sometimes - the Expert
Patient Programme and all that. Well I have never attended because the dates have
never fitted with the work schedule - I could never fit them in. I looked at some of
the things they were looking at and I thought, ‘I could probably teach that rather
than going and sitting as a participant’, so I have never attended. I wouldn't say
they would be of no benefit, because I think whenever you meet with any group of
people you can always learn from each other, but they are not run when I can
attend. It's not the sort of, thing that I think has sufficient priority that I'd move
heaven and earth with my work schedule to accommodate it” (P14, type 2 diabetes,
chronic back pain, female, educational qualifications)

Enabling other patients with similar conditions to cope better, increased a patients’ social
support network, personal control and increased their knowledge and understanding of
their condition to be a good self-manager. As a result, patients described becoming more
aware of the needs of others and experienced a genuine sense of wanting to help. A
number of patients described being asked by practitioners to talk to other people who were
coping less well.

“‘Do you mind going and having a word with them and see if you can answer any
questions for them?’ - the idea of that guy was a good thing because you can ask
questions, like I said before, you can ask questions without feeling embarrassed
that you are looking foolish and you are not asking somebody official like a doctor
or a nurse; you are asking another person like you, another patient, another person
that's gone through it all...” (P09, type 2 diabetes/ lung transplant, male, educational
qualifications)
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The importance of patients providing relational support to other patients with similar
conditions was also reflected in the practitioners’ account of empowerment. Those
patients who demonstrated a sense of control in relation to their condition were frequently
asked by practitioners’ to meet with patients who were perceived to be struggling coping
with their long-term condition, in one-to-one relaxed situation (such as in a coffee shop)
and this was suggested to aid empowerment. This was a preferred method of patient
empowerment that practitioners described using, rather than referring patients who were
perceived to be coping less well to self-management groups, such as the EPP.

“Occasionally people have got other serious diseases, not like cancer but often
things like bowel disease or (inaudible 01:26:11) I will approach one of my patients
and say 'I know you're coping really well, someone here's not coping very well.
Would you have a talk to them?' And they say 'yes' they say 'no' usually they say
'yes' and I use them as a resource” (GP 02)

Some patient participants who demonstrated a self perception of sense of control reported
being involved in volunteering at local hospitals, offering car lifts to other people (who
were without transport) and engaging in social clubs (that were not health related). The
process of analysis suggests a reason for engaging in these activities was associated with
enabling or helping others and empowerment.
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R I get up in the morning, do my breakfast, do my work, go shopping, come back,
have a read and as I say I don’t know if the children are doing so much now
because they’re older but I can say that out of the week, I can say that I’ve got them
about four days out of the seven… so that keeps me going, and I go to my club, I
go to clubs
I What clubs do you go to?
R I go to the pensioners club on a Tuesday, it’s a Tuesday afternoon and I go to the
ladybirds that’s once a fortnight, that’s old ladies and we have different people
come and talking and demonstrations etc - oh and they have trips out as well (P12,
type 2 diabetes/ irritable bowel syndrome, female, no educational qualifications)

Patients also described the importance of having continuous and relational support of a
family member or partner, and described the benefits of sharing their concerns with family
members.

I Do you ever off load onto someone close?
R Of course! Well no not offload but moan about it! [Laughs]
I Who do you moan to then?
R To my friends most and my sons [laughs] Yes, I must not forget them because
they get the biggest load [giggle] (P11, type 2 diabetes, female, no educational
qualifications)
“My mother bears a lot of it. They are there to listen to me which I guess is the
biggest thing and then - I think that's probably the biggest thing” (P04, type 1
diabetes, female, educational qualifications)
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However there were some elderly patients’ in the sample who expressed a preference not
to offload their health issues onto family members or ask for help, and managed their longterm conditions on their own. In these accounts, patients’ described family members also
having long-term conditions of their own. This seemed to be a patient strategy to maintain
internal control in relation to acknowledging the unchangeable nature of living with a longterm condition and to minimise the burden on the self and other people (as described
previously in this chapter).

“I’m the type of person - I shut myself away from everyone and just get on with my
life. I’ve always done that because I’ve had quite a lot of trauma in my life from
one thing and another… and I’ve thought, ‘well what the hell get on with it’. No
use moaning about it - I mean you can’t burden people with all your personal things
can you, because everyone has their own life to live and you just have to… you
know, get on with it” (P15, type 2 diabetes/ hypertension, female, no educational
qualifications)

There was evidence across elderly patients’ accounts that factors associated with older age
(such as, past experiences of having to manage on their own and not having anyone who
regularly provided support), played a role in patients’ maintaining independence and
empowerment - this was even though family members were described to be now present in
their lives.
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I: How do you think your friends view your diabetes?
R I don’t think it makes any difference to them… they just accept that I have got it
full stop. You see, my friends - this is an age group of old people, so everybody’s
got their own worries and everybody has their own problems, so they are more
involved with their tablets than anybody else’s (P11, type 2 diabetes, female, no
educational qualifications)

Maintaining a relationship with a practitioner

Maintaining an interpersonal relationship with a primary care practitioner was described by
all patients’ in the sample as an important part of the external process of empowerment.
Having an interpersonal relationship with a practitioner was described as particularly
important to empowerment in elderly patients who managed their long-term conditions
alone and in patients who had support from family members. In particular, the qualities of
their own GPs and nurses were important sources of relational support and empowerment.
Patients’ accounts of quality of care in primary care focused on practitioners’ being
approachable, warm and understanding, and this was made possible by practitioners’
providing a psychosocial rather than biomedical approach to care, which facilitated
empowerment in long-term conditions.
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“She listens to you and she’s very kind, you feel as though you’re the only patient
at the time - you know what I mean - she listens to you because she tries to explain
things. I was very upset over something very personal and then I lost my sister
which was absolutely awful - very suddenly just [clicks fingers] like that. She [GP]
said, ‘if ever you do get really fed up or a bit depressed’, she said ‘you can always
come and talk to us’ – which I thought was really nice” (P15, type 2 diabetes/
hypertension, female, no educational qualifications)

Maintaining a relationship with a practitioner was also a central process of empowerment
to patients who demonstrated a self perception of sense of control – illustrating
empowerment in long-term conditions is both an internal and external process.

“Well I think it’s my place to take keep charge of myself really. I’ve been given the
tablets to take, I take them on a regular basis, and I think what it is, is as you get
older, your organs are deteriorating and you’ve got to accept that and if you find
that something’s not working the best place to go to is your doctor and tell him and
I don’t mind talking to my doctor about anything” (P12, type 2 diabetes/ irritable
bowel, female, no educational qualifications)

Moreover, there were instances in patients’ accounts (particularly around time of
diagnosis) where practitioners were described to be supportive, but there was often a lack
of psychosocial care and acknowledgement of impact on long-term condition on the self.
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“I think the main message that they [HCP] kept trying to drive across was you'll
still be able to do everything, that your life won't change that much and it's not a
big deal. But actually that's not true. Your life changes immensely. It's never ever
going to be the same… so I think at the time if I'd had from the clinical point of
view, from like the nurses and they'd all explained it very well and all that, but I'd
had no psychological support to deal with that, to deal with everything that was
going on - so that's the thing that's always been missing from my care” (P04, type 1
diabetes, female, educational qualifications)

Practitioners’ accounts resonated with those of the patients’ in relation to the importance of
maintaining a respectful and trustful patient - doctor relationship. Moreover, practitioners’
indicated that their empowering role involved offering medical knowledge and support,
and being there as a confidant for patients. The importance of the GP and practice nurse
appearing approachable to patients’ in order to facilitate the process of empowerment was
emphasised across practitioner participants. Furthermore, the role of the practice nurse
was described by practitioners as central to the routine management of long-term
conditions; thus practice nurses needed to be particularly supportive and approachable.

“I think support and support from family but especially support from their
clinicians in that they know that we are accessible. They must know that if they've
got a bit of a niggle, they don't have to think 'oh he's going to think I'm a fool'
they've got to know, that actually you know what to do, its use the nurses. They
know they can ring the nurse and say 'I know this sounds stupid but...' and they can
say that without feeling daft and say something and they know that's there - so
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support, availability of support and certainly family that help” (GP 02)

Many patients described how seeing a GP of their preference was important to
empowerment in long-term conditions. Not seeing a preferred GP had the potential to
hinder the internal and external process of empowerment. Moreover, failing to have the
sole attention of the practitioner during the consultation and a visible lack of support and
understanding from the practitioner in relation to patients’ past experiences of living with a
long-term condition, were perceived sources of disempowerment described across patients’
accounts.

“If you’re dealing with somebody – it’s like I used to in work. It’s easier to deal
with that person all the way through than it is to go and see somebody else. Cos’
then you have to start from the beginning, tell them all the history, and I think
‘well, yes it’s on the computer’” (P09, type 2 diabetes/ lung transplant, male,
educational qualifications)
“If she’s [GP] on then I’d prefer to see her like because there’s more understanding
like you know, well she more or less knows what I’ve been through. I know that
she will see me and she can treat me like you know. I mean, when I went with me
back pain, there was no problem treating me - ‘you try this and try this for a week
and if it doesn’t work you come back and then we’ll try something else’” (P02,
silicosis/ chronic back pain, male, no educational qualifications)
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Likewise, practitioners’ described preferring to see their own patients as important to
empowerment in long-term conditions - continuity of care was regarded as potentially a
powerful behaviour change strategy used to empower patients in primary care.

“I think the thing that you capitalise most on, is that long-term relationship. It’s
something you don’t have the first year you’re here but when you’ve been around
for a few times and you’ve actually supported people through a few bad times,
there’s a tremendous amount of trust – and it’s terrifying really how much people
trust you because you sometimes don’t feel up to it, but it’s very powerful tool in
terms of getting people to behave in a particular way because they have reasonable
expectation that you’ll be there next year and the year after. And you will continue
to support them - very different from going to hospital where you see someone and
they discharge you or you go to an outpatient watch and you see a different doctor
each time so it’s again, it’s one of the strengths of general practice that we have this
longitudinal relationship which is not only with the individual, but with the family”
(GP 03)
“I hope it [relationship] gets better with time - I hope understanding on both sides
gets better with time. Certainly I find because I've been here a long time that I can
say things to people that perhaps one of the new doctors couldn't say um, because
they've no relationship with them. I mean, if I've got a twenty year relationship
with someone I can actually say, 'well look, you know really I do think you should
be doing this. We've known each other for a long time and I've not told you a lie in
the past' sort of thing… so I think a long-term relationship helps enormously continuity of care helps enormously” (GP 02)
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In addition, having the support of a practitioner was described by the younger patients’ in
the sample as resourceful to self-management and empowering.

“About six years ago, maybe even seven years ago… they [NHS] ran a course because I was living in London at the time and it was called the Daphne Course. It
was dose adjustment for normal eating. And that was another big change - but it
basically taught about how to manage food and insulin in a completely different
way then what I'd been trained to do originally. So that was a very big change, and
that was really quite liberating as well” (P04, type 1 diabetes, female, educational
qualifications).

Professional accounts complemented patients’ descriptions of the importance of the patient
- practitioner relationship in supporting empowerment in long-term conditions in primary
care. In particular, the relationship was an important facilitator in the process of
empowerment, and the psychosocial approach to care was emphasised in relation to
acknowledging the impact of the condition on the patient.

“I think it’s about - when you’re talking about empowering patients - it is about
getting that good working relationship with that patient and building up a certain
amount of trust with that patient as well. And I think that if they sort of learn to
trust you a little bit, and they’re willing to sit and talk to you and sometimes it’s
about listening as well, and not always about talking… and sometimes it’s a case of
listening to their side of it and how they are actually feeling and how it is impacting
on their life and I think that is really important to get a feel of how their condition
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is impacting on them and then you can start to unravel that and sort of say ‘well
what can we do to improve that’” (GP 01)

7.6 Summary of understanding empowerment in long-term conditions

In summary, empowerment in long-term conditions was described by patients’ as a feeling
of control over a long-term condition. Empowerment involves both internal and external
processes. The internal process involves 5 components: acceptance of the diagnosis;
acknowledging the unchangeable; creating a feeling of balance; developing cognitive
strategies; and gaining or limiting access to medical information. The external process
involves 2 components: having relational support from significant others and maintaining a
relationship with a primary care practitioner. An empowered patient was characterised by
having the perceived ability to make personal decisions concerning the management of
their conditions.

Patients and practitioners agree that empowerment as a concept is a patient - led process,
yet the content of the empowerment process and empowerment outcomes differ between
the two perspectives.
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Practitioners’ in this sample understood empowerment in long-term conditions as
predominantly the giving and receiving of medical information. The process of
empowerment was facilitated by patients’ accepting the diagnosis and information was
disseminated in a staged-manner and patients’ knowledge and understanding was tested
along the way. Empowerment was characterised as a longitudinal process, and the speed
of this process was dependent on patient participation (inside and outside of the
consultation). Decisions to empower patients were based on: characteristics on display
during the consultation; lifestyle to date; ability to understand medical knowledge and
understanding; taking ownership; capabilities of maintaining control; and support from
family and friends.

An empowered patient was described by practitioners’ as one who demonstrates: good
control, compliance, and actively seeks out information. A disempowered patient was
described by practitioners’ as one who shows a lack of interest in what is happening to
themselves and disengagement in the practitioner - patient relationship.

7.7 Factors of empowerment in long-term conditions in primary care

The key factors which support or hinder empowerment in long-term conditions, as viewed
by the participants in the study, is show in Table 7.3.
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Table 7.3 Factors which support or hinder empowerment in long-term conditions in
primary care, as viewed by the interviewed patient and practitioner participants
Patients with long-term conditions
Support empowerment

Acknowledgment of patients past and
current experiences of feeling in
control

Quality of care which incorporates
patients priorities in terms of being an
insider (living with a long-term
condition)

Assessing patients level of
commitment and attitude to
behaviour change (including
testing their interpretation of what
is happening to them)
Using staged-information giving
(and altering the speed of this
process in relation to types of
patients)
Need to match clinical and
patient priorities within the
consultation using a
biopsychosocial model of care

Having and maintain a relationship
with a primary care practitioner
(including seeing a preferred GP)
Having a lack of visible support from a
practitioner during the consultation
(including not taking into account
patients history)
Quality of care which may disrupt
patients sense of inner control
(including having more medical
information than felt necessary)

Having and maintaining a
relationship with one’s own
patients (continuity of care)
System constraints within the
consultation (such as the use of
written templates on the computer
– i.e. QOF).
Patients illness perceptions,
health beliefs, health literacy that
cannot be picked up in
consultation

Disruption of the relational/
interpersonal support from the patientpractitioner relationship

Continuity of care – a barrier to
encouraging behaviour change

Feeling like a burden to the family
disrupting an internal sense of control

Lack of relational support from
patients family/ friends

Quality of care which acknowledges
the impact of the disruption of the self

Hinder empowerment
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GPs/practice nurses

Disagreement occurs over care which fails to acknowledge the impact of the
disruption of the self – something that is not currently practised within the health care
model. Instead, practitioners valued factors which helped them to assess patients’ level of
commitment to behaviour change, and techniques used to assess their ability to take on
board medical information which facilitated the speed of information-giving and
empowerment.

Agreement occurs over the importance of having quality of care within the consultation in
terms of practising a biopsychosocial model of care which incorporates patients’
biological, psychological and social needs. From the practitioner perspective this
supportive factor is also extended to matching clinical needs (i.e. QOF) with patient
priorities when managing a long-term condition. There is also agreement concerning
having and maintaining a relationship with a practitioner and practitioners seeing their own
patients.

However, continuity of care was found to be a key barrier in relation to facilitating
empowerment in practice. Practitioners placed importance on maintaining the relationship
over encouraging patient behaviour change – this was especially prominent in the elderly
patients in the sample where a trusting and longitudinal relationship had developed with a
particular practitioner.
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Having a visible lack of support from a practitioner during the consultation and
practitioners feeling not being able to offer the amount of support needed for
empowerment due to system constraints was another shared hindrance.

The interpretation of the mis-match in the perspectives of patient and practitioner views of
empowerment is discussed in detail in Chapter 11.

7.8 Implications for the development of an empowerment instrument

As outlined in Chapter 3, the main findings of this qualitative study will assist in the
development of a patient-reported outcome measure that assesses a broad
conceptualisation of empowerment grounded in the patient perspective. This chapter
concludes with a conceptual model (Figure 7.2) that accounts for an explanation of
empowerment in patients with long-term conditions in primary care.

As a result of this qualitative study, data which supports each of the five dimensions of an
empowered patient can be found in Appendix 11. As a summary, the five dimensions of
an empowered patient with long-term conditions in primary care developed from the
qualitative findings are described in Box 7.1.
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Internal process:
Developing coping strategies
Acknowledging the unchangeable
Creating a feeling of balance
Acceptance of the diagnosis
Limiting or gaining medical information
Empowered patient:
Self perception of control
Knowledge and Understanding

Long-term

Personal Control

condition

Personal Decision-Making
Enabling other patients with
similar conditions

External process: Relational
support from significant others

Figure 7.2 A conceptual model of the process and outcome of empowerment as described by patients’ with long-term conditions in
primary care.
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Box 7.1 The five dimensions of an empowered patient with long-term conditions in
primary care developed from the qualitative findings.
A patient may feel empowered (or have a perception of being in control) of their
long-term condition(s) through experiencing one of five dimensions:
1) a self perception of sense of control (i.e. an identity);

2) the necessary level of condition-related knowledge and understanding;

3) a perception of having influence and personal control outside of the consultation;

4) the ability to make decisions with health care with professionals, having both the
choice to participate actively in the personal decision-making process and being
able to change preferences over time;

5) a sensitivity and a desire to help and enable others with similar long term
conditions to be persistent in coping with their condition.

The next chapter describes the development of a new empowerment instrument based on
theory and the qualitative findings for patients with long-term conditions in primary care.
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Chapter 8
Methods for the development of a new empowerment instrument
for patients with long-term conditions in primary care

8.1 Introduction

The purpose of this chapter is to outline the process of developing the new empowerment
instrument. This involved a number of steps: operationalising the core constructs from the
conceptual model; scaling items in relation to a measurement model; and item generation
and selection to represent those dimensions.

8.2 Principles of instrument development

Operationalising the concept

Based on the literature and the results from Chapter 7, empowerment was defined as a
process of control - having a perception of self with a long-term condition and having
relational support with significant others were important attributes of the process.
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Five dimensions were identified:
1) a perception of self as being in control (i.e. identity);

2) the necessary level of condition-related knowledge and understanding in relation to
managing your condition;

3) a perception of having influence and personal control of the long-term condition
outside of the consultation, to produce desirable outcomes;

4) the ability to make personal decisions about health care with professionals- having
both the choice to participate actively in the decision-making process and being
able to change preferences over time;

5) a sensitivity to others and a desire to help and enable others with similar long term
conditions to be persistent in coping with their illness.

Measurement Theory

Measurement theory advocates the development of a measurement model to relate
indicators (a common measurement term for an item) of the construct to a latent variable
to show how the observable variables are captured by the items in an instrument. To do so,
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item selection and scale evaluation requires consideration of the directional relationship
between the indicators and the latent construct [169].

An effect model is where the latent variable determines scores on indicators (see Model (a)
Figure 8.1). For example, the latent variable might be anxiety and the indicators four
indicators of anxiety: sweatiness, worry, sleep disturbance, and irritability.

In Figure 8.1, the arrow drawn from one variable to another indicates that the two are
related and the direction of the relationship is indicated by the error. The construct (latent
variable) is a circle and the measured or observed variables are in rectangles. The
observed variables are called ‘effect indicators’ because they reflect the effect of the
construct [73, 169].

The effect model in Figure 8.1 assumes that indicators or items are highly correlated with
each other [73]. Causal indicator models may in some cases be more suitable when the
measured variables define the construct rather than being defined by it [73]. A causal
model is where the observed indicators determine the latent variable and the arrows point
to a composite variable rather than away from it (see Model (b) Fig 8.1).
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Anxiety

Sweatiness

Worry

Sleep
disturbance
SES

Irritability
SES

Model (a)

Education

Prestige

Income

Type of
neighbourhood

Model (b)

Figure 8.1 Model (a) is an example of an ‘effect’ model; Model (b) is an example of a
‘causal’ model
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For example the causal model (Figure b), illustrates when the latent variable represents
socio-economic status (SES), the four indicators might be education, occupational prestige,
income, and type of neighbourhood. In this model the indicators determine SES rather
than the reverse. For instance, if income increases, SES increases even if education, job,
and neighbourhood stay the same. Equally, an increase in SES does not require a
simultaneous increase in all four indicators.

This distinction has important implications, as causal indicators can have positive,
negative, or no correlation at all. In this model, the specific items per subscale do matter.
For example, if the SES scale omitted specific items on income, the summated score would
likely underestimate a recent change of occupation; thus affecting an individual’s SES
level.

8.3 The empowerment model

To recap, five dimensions of empowerment were identified from the qualitative findings
and empowerment theory. A measurement model of empowerment was developed in line
with measurement theory (see Figure 8.2).
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Empowerment

Knowledge and understanding

Enabling others

Personal control
Identity

Figure 8.2 The measurement model of empowerment
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Personal decision-making

The model in Figure 8.2 hypothesises that empowerment items are causal indicators of
empowerment rather than effect indicators. For instance, ‘I actively manage my condition’
and ‘I am aware I can choose different treatment options’ will both increase an individual’s
level of empowerment, rather than empowerment causing an overall increase across all
these dimensions. In hypothesising that these are causal indicators, each of the five or
dimensions need not be highly correlated.

8.3.1 Item generation and selection

The empowerment items were created by the author and discussed during item
development meetings attended by three supervisors and a Research Fellow with extensive
research in the field of psychometric development. Candidate items were generated to
reflect as far as possible the construct of interest and subjected to an iterative process of
development and selection [170]. The wording of items was taken as far as possible
directly from the interview data. Some item wording was also taken from a review of
existing literature on empowerment as presented in Chapter 2, and a review of item content
of existing instruments as presented in Chapter 5. Full item content is listed in Table 8.1
alongside each dimension.
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Table 8.1 Candidate items with corresponding empowerment dimension.
1)
2)
3)
4)
5)
6)
7)
8)
9)
10)
11)
12)
13)
14)
1)
2)
3)
4)
5)
6)
7)
8)
9)
10)
11)
12)
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Item content
I have a positive outlook towards my condition
I feel useful in my daily life despite my condition
I accept that I have to live with my condition
My health problems stop me from enjoying life
I feel I have a very good life despite my health problems
I am still doing interesting things in my life despite my health problems
I try to make the most of my life despite my condition
I have plans to do enjoyable things despite my health problems
I feel like I am actively involved in life despite my health problems
I feel there is a purpose and meaning in my life despite my health problems
I have a hopeful outlook towards my condition
I can live a normal life despite my condition
I find my health problems take over my life
Without my health problems I could achieve more
Knowing more about my illness helps me to manage it
I know enough about my condition
I understand my condition
I have all the knowledge I need to manage my condition
I have information to handle difficulties related to my condition
I know what my test results mean
I often request additional health information from my doctor
I’m not bothered about understanding health information
I know where to go to find something out about my condition
I am satisfied with the level of health care information that I have available to me
I would acquire more health information when needed
I need to know why what is happening to me

Dimension
Dimension 1: Identity

Dimension 2:
Knowledge and
understanding

Table 8.1… Candidate items with corresponding empowerment dimension.
1)
2)
3)
4)
5)
6)
7)
8)
9)
1)
2)
3)
4)
5)
6)
7)
8)
9)
1)
2)
3)
4)
5)
6)
7)
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Item content
I am capable of handling my condition
I feel a sense of control over my condition
I know how to handle difficulties related to my condition
I can minimise the impact of my symptoms on my life
I have the skills that help me to feel in control of my condition
I know how to control my health problems
I actively manage my condition
I am satisfied with my control over the symptoms of my condition
I live my life one day at a time because of my condition
I participate in decisions concerning my health care
I am aware I can choose different treatment options
I would refuse a treatment if I thought it was not the best thing for me
I sometimes take health information that I have found to my doctor
I am aware I can change my mind about a treatment
I can talk to my doctor if I change my mind concerning my treatment
I find it difficult to ask my doctor to change my treatment
I am confident choosing among different options related to my condition with my doctor
I would feel able to refuse a decision made by my doctor concerning my treatment
I have helped people who have similar conditions find different ways to cope
I have shared with others how I keep myself well
I have shared my experience of managing my condition with other people with health problems
People who are struggling with similar health conditions ask me for advice
My own experience has increased my understanding of what it is like for other people to have this condition
I feel frustrated with other people who are coping less well with similar conditions
I have shared my understanding with people who are coping less well with similar conditions

Dimension
Dimension 3:
Personal control

Dimension 4:
Personal
decision-making

Dimension 5:
Enabling other
patients

Items were selected from a pool of 60 on the basis of the following criteria: they captured
one of the five domains of empowerment; reflected a single idea; were unambiguous; and
were short in length [171].

Five items were negatively worded to protect against acquiescence, affirmation or
agreement bias (i.e. any mechanical response patterns). Items were randomly arranged to
ensure items from a specific dimension were not next to one another.

The draft empowerment instrument included 51 items reflecting the 5 domains of
empowerment:

Identity (14 items);
Knowledge and Understanding (12 items);
Personal Control (9 items);
Personal decision-making (9 items);
Enabling others (7 items).
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8.3.2 Scaling format and scoring

Many formats for measurement exist. Likert scales are widely used to score subjective
responses to instruments measuring opinions, beliefs, and attitudes as they are easy to
construct and administer [170]. When a Likert scale is used, the item is presented as a
declarative sentence, followed by a response which relies on an intensity measurement for
each item to produce a summated score. The Likert response options always have equal
intervals with respect to agreement. A common Likert response option is to include five
possible options including a neutral midpoint: ‘strongly disagree’, ‘disagree’, ‘neither
agree nor disagree’, ‘agree’, and ‘strongly agree’. The neutral midpoint is used to capture
those respondents who equally agree and disagree or who have a disinterest in the item
[170].

A summated self-report Likert scale was selected as the most appropriate format for
measurement for the empowerment instrument. The 51 item empowerment instrument
was designed to measure responses to each item on a 5-point Likert scale ranging from
‘strongly disagree’ (score of 1) to ‘strongly agree’ (score of 5), with high scores indicting
higher levels of empowerment. A neutral midpoint ‘neither’ was used in the Likert scale
to assist in gathering respondents true differences of opinion [170].
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8.3.3 Pilot testing of items

Preliminary testing of the instrument was conducted to ensure it was both understandable
and acceptable. Two patients with long-term conditions (colleagues of the researcher)
were asked to read the cover sheet and complete the questionnaire in the presence of the
researcher and afterwards comment on acceptability, understandability and completion
time.

Members of the Primary Care Research Group Patient and Public Involvement Group
(PRIMER) were also consulted during the development phase. The group gave helpful
comments on the formatting of the questionnaire; including the cover letter and wording of
the 51 items which resulted in the re-wording of some items. No items were omitted
because of the nature of the exploratory study to try and find the best way of phrasing
individual items. The fact that some items were similar was explained to respondents on
the covering letter of the survey. Therefore, all of the 51 items were included in the
preliminary scale.

The next chapter details the principles involved in testing the new instrument and the
methods of a cross-sectional study conducted to collect preliminary data on its
measurement properties.
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Chapter 9
Methods for the testing of a new empowerment instrument
for patients with long-term conditions in primary care

9.1 Introduction

The purpose of this chapter is to outline the principles involved in testing the proposed
empowerment instrument. Instrument testing involves assessing three core measurement
properties: dimensionality, reliability, and construct validity. The chapter details the
meaning of each of these properties, their importance and the statistical methods used to
explore each property. The final section describes the development of the new instrument
and the methods of a cross-sectional study conducted to collect preliminary data on its
properties.
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9.2 Principles of testing a new instrument

Dimensionality of an instrument

The dimensionality of an instrument refers to the dimensions or ‘latent variables’ that
underlie responses to the specific items in the instrument scale [171, 172]. A dimension or
latent variable has been defined as an unobserved variable (i.e. something that cannot
directly be measured), a psychological construct (i.e. an abstract concept or phenomena
that eludes direct measurement) or a factor that is not present directly in the data set [169].

For example, experts in psychometrics within the field of personality investigated the
dimensionality of many personality instruments [173]. The structure of personality was
hypothesised to involve two dimensions in the Eysenck Personality Questionnaire (EPQ),
which were labelled extraversion-introversion and neuroticism [173]. One set of
personality items in the EPQ was hypothesised to relate to the factor ‘extroversion’, and
contain all the items that are strongly associated (i.e. correlated) with being an extrovert
[173]. Extraverts are sociable people, and introverts are introspective, and the dimension
of neuroticism represents people who are anxious at one end, and calm at the other end
[173].
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Methods for assessing dimensionality

The dimensionality of an instrument can be investigated through a data reduction
technique commonly known as ‘factor analysis’. The aim of factor analysis is to reduce a
large set of items to a more manageable set of dimensions which are known as ‘factors’.

A ‘factor’ is a construct defined by the loadings of the variables on that particular factor
[174]. A ‘factor loading’ is the correlation of an item with a particular factor [174].

There are two basic types of factor analysis which allow the identification of the main
dimensions of an instrument: exploratory factor analysis and confirmatory factor analysis.
Exploratory factor analysis aims to ‘explore’ the data and fit the best factor structure to the
data, while confirmatory factor analysis aims to ‘test’ hypotheses about the dimensions
underlying an instrument.

There are different kinds of factor analysis. The two kinds widely used in instrument
development are ‘principal components analysis’ and ‘principal factor analysis’.

Factor analysis produces common factors which are estimated from all of the items within
the matrix and their common variance (that is, shared variance between the items).
Principal components analysis results in ‘components’ which are taken from the actual
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correlations among items. These components account for all of the variance in a matrix
(that is, including both the error and unique variance). Each component is a linear
combination of the original items [174].

Principal components analysis is a method used to extract maximum variance from a large
set of items reducing these down to a more manageable set of components [175]. A
statistical package such as SPSS orders the components extracted by size, with the first
component extracting the most variance. Eigenvalues are displayed for each component
which is a measure of how much variance each component accounts for within the matrix.
A unique feature of principal components analysis is that the components match the
number of items and the solution reproduces the observed correlation matrix.

Principal factor analysis is another method that can be used to extract maximum variance
from a large data set. A unique feature of principal factors is that only the variance that
each observed variable shares with other variables is available for extraction (that is, the
method excludes error and unique variance). Shared variance is instead estimated by
‘communalities’ and the sum of the commonalities is the variance that is distributed among
factors (i.e. which is less than the total variance in the set of variables). Each factor is a
linear approximation of the original items, and does not duplicate the correlation matrix.
The choice between principal components analysis and principal factors depends on the
research question, the data set and assessment of fit between the models [175]. The
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advantage of principal factors is that the method is ideal for assessing the theoretical
underlying processes of a data set by eliminating error and unique variance by analysing
covariance (communality). However, the disadvantage of principal factors is that it is not
as efficient as principal components analysis at reproducing the correlation matrix [175].
In practice, principal components analysis is often used as a first step in factor analysis, as
it offers a glimpse of the number of components likely to be retained in a large data set.

9.2 Procedures in factor analysis

Factor analysis involves the following steps:

determine the number of factors
rotate factors to ease interpretation
examine the content of each factor

A ‘scree test’ is a conventional method of identifying a reasonable number of factors or
components [171]. Alternative methods for factor retention exist (i.e. a criterion of
eigenvalues greater than 1) but the scree method is generally regarded as appropriate. The
scree test involves a plot of eigenvalues along the Y axis and principal components along
the x axis. Eigenvalues reflect the total amount of variance for each component. Only the
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components whose eigenvalues appear on the left-hand, steep-descent of the slope are
retained, and those that appear on the flat ‘scree’ are excluded from ongoing analysis
[174].

After identifying the number of factors, components need to be rotated before they can be
interpreted [174]. Rotation is necessary because there are an infinity of equivalent factor
solutions, and criteria need to be set for identifying the optimal solution. Rotating the
factors retains the underlying mathematical properties of a matrix but simplifies the factor
structure making them easier to interpret [174].

A simple structure for the rotation of factors is defined as a matrix which has a few high
loadings on each factor [174]. The process of rotation is necessary to maximise high
correlations and minimize low correlations onto one factor to attain a simple structure
[175]. A simple structure makes it clear which variables belong to a factor and also
enables replication of factors in subsequent matrices. Simple structure is more likely to be
attained through good item selection; a large enough sample size (minimum 100 subjects)
that is representative of the sample; more subjects to variables (at least 2:1); a
heterogeneous sampled group to increase the variance; specifying the number of factors to
be rotated as identified by the scree test [174].
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Two main types of rotation exist: orthogonal and oblique. The type of rotation depends
upon whether or not the underlying factors are related. An orthogonal rotation creates
factors that are uncorrelated with each other and produce a loading matrix of correlations
between variables and factors. The sizes of the loadings on the correlations can be
interpreted as the size of the relationship between the variable and factor.

An oblique rotation creates factors that are correlated with each other and produce three
corresponding matrices: the factor correlation matrix which contains the correlations
between the factors; a structure matrix which contains the correlations between factors and
variables; and a pattern matrix between each factor and observed variable. The pattern
matrix is used to examine the factor and item loadings and to interpret the meaning of
factors; this matrix is not affected by the overlap of a number of factors [175].

The loading matrix is inspected to help determine which best fit the theory and data. If the
mathematical factor produced by the analysis represents a real-world construct then
common themes among highly loading questions can help to define and measure the
underlying construct. For example, if six questions that load highly onto factor 1 seem to
all relate to how a confident an individual is in performing self-care of their long-term
condition, this factor may be labelled ‘self-efficacy in long-term conditions’. The matrix
should reveal a simple factor structure, which are factors that have high loadings, few
cross-loadings and no factors with less than three items. A ‘cross-loading’ item is one that
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loads higher on two or more factors and items can be considered for deletion if there is
cross-loading [175].

Extraction and rotation produce factor score coefficients matrix that can be used to predict
scores on factors from scores on the items for each person, enabling the validity of the
factors to be tested (see below).

9.4 Reliability of an instrument

The reliability of an instrument has been defined as ‘the proportion of variance attributable
to the true score of the latent variable’ (p27 [170]).

As a first step in instrument testing, it is important to provide evidence that a scale is
reliable. If an instrument is deemed as reliable, this means that measurements of people on
different occasions, or by different observers, or by similar tests, are reproducible [73].
Testing that an instrument is reliable is a necessary preliminary to testing validity i.e. that it
is measuring what is intended.
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Methods for assessing reliability

Reliability is most often tested through the assessment of internal consistency and testretest reliability. A reliability coefficient is used as an index to indicate the ratio of the
variability between the scores which were due to true differences between individuals [73].
An index of 1 is evidence of perfect reliability and 0 is evidence of no reliability [73].

Internal consistency

Internal consistency reliability is a widely used indicator used to assess how well the items
of an instrument reflect an underlying construct [170]. An instrument is considered to be
internally consistent if the items related to the dimension or latent variable have a strong
relationship to each other (that is, items are highly correlated to each other) in a
unidimensional instrument or a single dimension of a multidimensional instrument.

Internal consistency is usually assessed by calculating Cronbach’s coefficient alpha [84]
but other methods of internal consistency yield similar results [73]. It is good practice to
calculate and report coefficient alpha each time an instrument is used in different samples
of data, even though there should be little variation in the magnitude of coefficient alpha
[73]. Coefficient alpha should be at least 0.8 for the scale to be deemed internally
consistent and reliable for future use in a research setting [176].
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Internal consistency testing only requires a single administration. However the coefficient
alpha fails to consider any other forms of variation (i.e. any variation from day to day)
which may result in an overestimate of reliability of an instrument [73]. Alpha is also
greatly influenced by the length of the instrument, with higher reliability associated with a
greater number of items (all other things being equal).

Test-retest

Test-retest reliability or the stability of an instrument is a widely used reliability method of
assessing measurement consistency over time [170]. It is a measure of how well an
instrument correlates with itself in repeated administrations of the scale using the same
sample of individuals. A correlation coefficient is calculated between the administrations,
and coefficients above 0.5 are generally regarded as a measure of stability [73]. Test-retest
reliability coefficients are often calculated for shorter periods of time (i.e. two weeks) but
the optimal period will depend on the construct under consideration.

Test-retest is deemed an appropriate measure of reliability when the construct to be
measured is stable (for example, an enduring trait that does not change over time), and the
test-retest correlations actually reflect the nature of the scores of the measure and not other
variables that may change the score (for example, social desirability [170]).
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9.5 Validity of an instrument

Validity is an empirical assessment of the ability of an instrument to measure what it is
intended to measure (as discussed in Chapter 4). There are many different types of
validity. A new instrument is expected to demonstrate empirical evidence of construct
validity. This depends on a framework of hypothesis testing based on the information that
is known about the underlying construct (e.g. empowerment), and this is especially
important to demonstrate when no comparable instrument exists in the literature [73, 177].
A ‘construct’ is defined as a mini-theory that explains the relationships between variables
or dimensions that support hypotheses that can be derived from theory [73].

Construct validity is demonstrated by examining the relationship between items or
dimensions in an instrument and other relevant constructs to which it is expected to show
different patterns of associations. Instrument validation is designed to demonstrate
empirical evidence of construct validity through a series of on-going studies. New
hypotheses are formed and tested to support or refute hypotheses about relationships
between an instrument and other relevant measures. The number of validation studies
performed determines the degree of confidence that can be placed on making inferences
about people based on their scores from that measure in that particular context [73]. For
example, a single empirical study with negative findings might call into question the
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validity of that particular instrument [177], but a series of failures to support a hypothesis
would have greater importance.

Methods of assessing validity

Validity is based on assessing relationships between an instrument and other related
instruments. Multiple regression is a set of statistical techniques used to predict a score on
one variable (the dependent variable Y) from a score on other variables (the independent
variables X) and can be used to assess validity.

In regression, a statistical model is fitted to the data described by the equation:

Yi = (b0 + b1 Xi1 + b2 Xi2 + … + bn Xn) + εi

Yi is the dependent variable;
b0 is the Y intercept (that is, the value of Y when all the X values are 0);
b1 is the coefficient of the first independent variable;
Xi1 is the ith score on the first independent variable;
b2 is the coefficient of the second independent variable;
Xi2 is the ith score on the second independent variable;
bn is the coefficient of the nth independent variable;
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Xn is the ith score on the nth independent variable;
εi is the residual term which represents the difference between the score predicted and
observed score [175].

In regression, a straight line (the regression line) is fit to the data that minimizes the sum of
the squared distances between the observed data points and the predictions of the statistical
model. A regression line is characterised by a slope (b1) and an intercept (b0). The slope
indicates the relationship between the dependent variable and the independent variables: a
regression slope with a positive value describes a positive relationship between the
outcome and the predictor, a slope with a negative value defines a negative relationship.
The intercept is the value of the dependent variable when all the independent variable
values are 0.

There are three ways of building a regression equation. Each differs in terms of selection
and entry of independent variables into the equation.

Standard multiple regression involves entering all the independent variables into the
equation at once (regardless of their importance). Each one is assessed individually in
terms of its unique contribution to the dependent variable [175]. This method is most
useful when the aim is to explain as much of the variance in the dependent variable as
possible and there is no concern about those independent variables which add only a small
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amount of variance to prediction. However, entry of independent variables is not based on
any theoretical or conceptual criteria.

Sequential (or hierarchical) regression involves specifying the order of entry of
independent variables according to their importance in relation to theory. Each
independent variable is assessed in terms of what it adds to prediction at its point of entry
[175]. This more clearly allows entry of independent variables based on theoretical or
conceptual criteria.

Statistical (or stepwise) regression involves entering the most important independent
variables according to statistical criteria (such as the highest correlation with the dependent
variable [175]). In this method, entry of independent variables is based on statistical
criteria (i.e. the ability of independent variables to predict variance).

These different approaches to building a regression equation lead to different solutions
because of the order of entry of independent variables, the correlations of the independent
variables with the dependent variable, and correlations among independent variables.
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9.6 Procedures in multiple regression

Figure 9.1 is an example output of a regression analysis using data from the current study.

In the example, length of time (or duration) with a long-term condition and total number of
long-term conditions were two independent variables used to predict the total
empowerment score.
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Variables Entered/Removedb
Model
1

Variables
Entered

Variables
Removed

LENGTH_LTC,
TOT_LTCSa

Method
. Enter

a. All requested variables entered.
b. Dependent Variable: TOTAL_EMP

Model Summary

Model
1

R

R Square
.289a

.084

Adjusted R

Std. Error of the

Square

Estimate
.074

30.616

a. Predictors: (Constant), LENGTH_LTC, TOT_LTCS

Figure 9.1 An example of a regression model SPSS output
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Change Statistics
R Square Change
.084

F Change
8.846

df1

df2
2

Sig. F Change
194

.000

ANOVAb
Model
1

Sum of Squares
Regression

df

Mean Square

16583.362

2

8291.681

Residual

181845.420

194

937.348

Total

198428.782

196

F

Sig.

8.846

.000a

a. Predictors: (Constant), LENGTH_LTC, TOT_LTCS
b. Dependent Variable: TOTAL_EMP

Coefficientsa
Unstandardized Coefficients
Model
1

B
(Constant)
TOT_LTCS
LENGTH_LTC

Std. Error

152.084

5.147

-5.150

1.497

.494

.191

a. Dependent Variable: TOTAL_EMP

Figure 9.1 An example of a regression model SPSS output
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Standardized
Coefficients
Beta

95% Confidence Interval for B
t

Sig.

Lower Bound

Upper Bound

29.550

.000

141.934

162.235

-.237

-3.440

.001

-8.102

-2.197

.178

2.587

.010

.117

.870

The Model Summary table provides important information about the regression model:

R is the value of the multiple correlation coefficient between total long-term
conditions (TOT_LTCS) and length of long-term condition (LENGTH_LTC)
independent variables and the dependent variable (0.29).
R Square (R2) is a measure of how much variability in the outcome is accounted for
by the independent variables (0.08). This means that TOT_LTCS and
LENGTH_LTC accounts for 8% of the variation in empowerment scores.
Adjusted R Square (R2) is a measure of how well the model generalises and is the
value mostly reported in regression analysis. The two independent variables
explain 7.4% of the variance in overall empowerment. This value should be as
close to the value of R2 as possible.

The ANOVA table provides information on the overall fit of the regression model and
whether or not the model has improved the ability to predict the dependent variable:

Sig. is the value which indicates whether the model is a significant fit of the data
overall. In the current example the model is significant at p< 0.001. This means
that the model is significantly better at predicting the change in empowerment
scores than having no model.
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The Coefficients table displays the parameters of the regression model. The first column
of the table gives estimates for the unstandardized b values (B) and these values indicate
the individual contribution of each predictor to the model and the direction of the
regression slope (i.e. positive or negative slope). The unstandardized b values describe the
relationship between empowerment and each independent variable. For these data, the
first independent variable has a negative relationship with the dependent variable which
means the greater number of long-term conditions, the decrease in overall empowerment
score in an individual. The second independent variable has a positive relationship with
the dependent variable indicating the longer an individual has had a long-term condition,
the greater the empowerment score.

The model can now be defined as:

Empowerment i = b0 + b1TOT_LTCS i + b2LENGTH_LTC i
= 152.08 + (-5.15TOT_LTCS i) + (0.49 LENGTH_LTC i)

282

The unstandardized b values provide an estimate of the degree to which each independent
variable predicts empowerment:

TOT_LTCS (b = -5.15): This value indicates that as total numbers of long-term conditions
increase by one unit, empowerment scores decrease by -5.15 units. This is true only if the
effects of LENGTH_LTC are held constant.

LENGTH_LTC (b = 0.49): This value indicates as the length of having a long-term
condition increases by one unit (one year), empowerment scores increase by 0.49 units.
This is true only if the effects of TOT_LTCS are held constant.

Independent variables may be categorical or continuous. The regression coefficient of a
dichotomous categorical variable represents the change in the dependent variable
associated with moving from people in one category to another (e.g. from male to female).
Categorical variables with more than one category (such as ethnicity) are represented by
‘dummy’ variables, where one category (i.e. White) is taken as a reference category and
dummy variables are created to compare the reference category and each other category
(i.e. White versus Black and White versus Asian).

Other columns in the coefficients table give the standard error of the b values and the
associated t statistic which are used to assess whether or not the b value differs
significantly from zero. In the current example, TOT_LTCS (t = -3.44; p< 0.001) and
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LENGTH_LTC (t = 2.59; p< 0.01) are both significant predictors of overall empowerment
scores.

The standardized Beta values in the third column of the table are designed to be easier to
interpret, as they are not dependent on the units of measurement. The standardized Beta
values are measured in standard deviation units and provide insights into the relative
importance of each independent variable. The standardized Beta values for TOT_LTCS
indicate that this independent variable leads to greater reductions in empowerment (Beta =
-.237) so this independent variable has a higher degree of importance in the model than
LENGTH_LTC (Beta = .178).

The 95% confidence intervals of the unstandardized b values represent the precision of the
estimate (that is, in 95% of samples these intervals will contain the true value of b in the
population).
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9.7 Practical issues in multiple regression

Required sample size

Required sample size in multiple regression depends on a number of issues: the number of
predictors in the equation (k); expected effect sizes (how well the independent variables
predict the dependent variable); desired power (how much power we want to detect these
effects); alpha level [84, 175]. General guidance for testing the individual predictors
suggest a minimum of 104 cases plus the number of independent variables entered into the
regression equation [175].

Outliers

Cases which have extreme values on one variable or a combination of variables are defined
as outliers [175]. Outliers can have an impact on the value of the regression coefficient
greater than other cases. For example, if the relationship between patient enablement and
empowerment is positive except in a number of outliers where the relationship is reversed,
those outliers would result in a very different regression slope.

Inspection of frequencies, histograms and boxplots can help identify univariate outliers.
Residual plots show the difference between the predicted and obtained values on the
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dependent variable and can help to identify a number of problems in regression. Outliers
can be removed from the regression if this is justified (e.g. there is evidence that the
response is invalid), or the scores transformed to reduce their impact.

Multicollinearity

Multicollinearity occurs when there are high correlations between two or more
independent variables in the regression equation making it difficult to assess the
importance of each independent variable.

Screening the correlation matrix helps to identify any predictors which are highly
correlated (r >0.8). It is possible to have multicollinearity without high correlations and
the Variance Inflation Factor (VIF) is viewed as a better diagnostic as it indicates whether
an independent variable has a strong relationship with other independent variables in the
equation. If the average VIF value for each independent variable is greater than 1, then
multicollinearity may be present [178].
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Normality

A key assumption of regression is that each independent variable and all combinations of
the variables are normally distributed and the residuals are also normally distributed and
independent [175].

Normality can be assessed by examining the relationships between pairs of independent
variables and through inspection of residual plots. Nonnormality can be diagnosed if
distributions of residuals deviate from a straight line by curving above or below the line
depending on the direction of skew.

Linearity

Another key assumption of regression analysis is that there is a straight line or linear
relationship between independent variables and predicted dependent variable scores.

Linearity can be assessed through bivariate scatterplots and through examination of plots
of standardized residuals plotted against predicted values. A curvilinear relationship is
evident when most of the residuals are above the zero line on the plot at some predicted
values and below zero at other predicted values [175].
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Heteroscedasticity

In a regression equation if normality is met, there is an underlying assumption that the
relationship between variables are homoscedastic. This means that the variability in scores
for one continuous variable is the same variability in scores of other continuous variables
on a bivariate scatterplot [175]. Heteroscedasticity will be present if the variance of the
residuals about predicted dependent variable scores is not the same for all predicted scores
[175].

Heteroscedasticity is diagnosed through inspection of bivariate scatterplots of standardized
residuals plotted against predicted values and if heteroscedasticity is present the
relationship between variables will be skewed.

Independence

Another key factor in multiple regression is that all predictor variables are independent of
one another. This means that one outcome score of a participant provides no information
about outcome scores for other participants. Independence may be violated when data are
clustered (i.e. patients are from the same general practitioner or practice). Where
assumptions of independence are violated, confidence intervals and assessments of
statistical significance can be inappropriately precise.
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9.8 Methodology

Factor analysis methods

The dimensionality of the empowerment instrument was assessed using exploratory factor
analysis. This involved several steps [174] :

Using principal components analysis as a preliminary extraction technique and
extracting a number of components from the unrotated matrix;

Establishing the number of factors to extract via a scree plot;

Conducting a principal factor analysis, specifying the number of factors to be
extracted from the scree plot;

Orthogonal rotation to gain simple structure ;

Assessment of the magnitude of loadings, number of cross-loading items, the
numbers of items per factor, and items that failed to load;

Examining the content of each factor to label the factor;

Comparison of the empirical factor structure to the conceptual model on which the
instrument was based.
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Reliability assessment methods

Internal consistency was chosen as the measurement property to assess the reliability of the
scale as the testing of the scale involved a single cross-sectional survey only. Following
the factor analysis, the factors and the total empowerment instrument was tested for
internal consistency, using Cronbach’s alpha [84].

Validity assessment methods

External measures were chosen for validation based on existing theory and previous
empirical work, as presented in Chapter 2 and Chapter 5, and justification for each choice
of measure is outlined below in relation to the model of empowerment.

Identity

The Constructed Meaning Scale was used to measure the role of constructed meaning in
adaptation to the onset of an illness [179, 180]. The theoretical underpinning of the scale
involves the impact of the illness on the individual’s perception of his/her sense of identity,
on interpersonal relationships, and on the individual’s sense of purpose in the future [179].
Meaning is a construct that is proposed to incorporate a core dimension of personal

290

identity and is important to measure in relation to psychological and social adjustment to
illness.

The scale was developed from interviews conducted with individuals undergoing treatment
for cancer to measure the meaning of the experience of living with cancer. The patientreport measure has 8 items measured on a 4 point response scale (strongly disagree to
strongly agree) and a high score is indicative of the most positive meaning.

Two versions of the Constructed Meaning Scale have been developed; an eight item
version and an eleven item version but both share five common items [179, 181]. The
eight item version was chosen because it was the shortest in length and it has since
demonstrated evidence of reliability and construct validity in different groups of patients
with long-term conditions [179, 181, 182].

In the current study, one item was removed from this scale as the item content referred to
the onset of a life-threatening illness (‘I feel I have made a complete recovery from my
illness’). The word ‘cancer’ was replaced with the word ‘condition’ in six of eight items to
be applicable to patients with different long-term conditions.
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Knowledge and understanding of having a long-term condition

The Patient Assessment of Chronic Illness Care scale (PACIC [183]) was used to assess
the patients’ perception of the quality of chronic illness care given to them that is
congruent to the dimensions of the Chronic Care Model (as discussed in Chapter 1). The
theoretical underpinning of the scale is designed to complement an existing scale
developed to measure the extent to which chronic health care professionals and teams are
using elements of the Chronic Care Model in routine consultations (the Assessment of
Chronic Illness Care: ACIC [184]. The PACIC is designed to assess the patients
perspective of receiving chronic care in the past six months in terms of specific actions and
patient-centred care (e.g. elements of self-management support and patient empowerment),
and planned, proactive, and population-based care [183].

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 a priori dimensions based on those dimensions of
the Chronic Care Model that most patients would be able to report on.

292

The patient-report 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. The measure has demonstrated
preliminary reliability and validity [183].

Personal control (outside of the primary care consultation)

This construct was not directly measured in this study. This was because personal control
is one of the most frequently associated constructs to empowerment within the empirical
literature. Therefore it was decided to include those measures that were less frequently
associated with empowerment (such as identity), but have been theoretically and
empirically associated, to investigate the gaps in the literature (see Chapter 2).

Personal decision-making (within the primary care consultation)

This dimension was also not directly measured in this study due to the above justification
and to reduce respondent burden. This dimension was assessed indirectly through the
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PACIC ‘Patient Activation’ subscale [183] which asks about actions that involve an
individual’s input and involvement in decision-making.

Enabling other patients with long-term conditions

This dimension was not directly measured in this study as no measure was found in the
literature.

Continuity and interpersonal care in primary care

The General Practice Patient Survey (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 [185]. 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 [186]. Two sections from the GPPS, having the ability to see the doctor of your
choice and doctor’s interpersonal and communication skills were used to assess patient
experience of general practice. This decision was taken to reduce respondent burden to
only use the questions relating to continuity of care and interpersonal communication, as
both of these questions related directly to the theory of empowerment (that is, having
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continuity and good interpersonal communication with your doctor is important to
increasing feelings of control).

The scale relating to having continuity has two items: one item is measured on a 3 point
scale (there is usually only one doctor in my GP surgery or health centre to yes) and the
other item is measured on a 5 point scale (not tried at this GP surgery or health centre to
always or almost always). The scale relating to interpersonal communication has two
items; one item is measured on a 6 point scale (very poor to very good) with a does not
apply option, and the other item is measured on a 4 point scale (don’t know/can’t say to
yes, definitely).

The GPPS has been used extensively in postal surveys of general practice populations and
has demonstrated evidence of reliability and validity [187].

Self-efficacy

The Self Efficacy in Long-term Conditions 6-item Scale was used to measure self-efficacy
(that is, a person’s confidence to perform certain health related activities scale [188]).
Self-efficacy theory states: the strength of an individual’s capability to do a task is a good
predictor of motivation and behavior; an individual’s self-efficacy belief can be enhanced
through behavior and role-modeling techniques; and an individual’s enhanced self-efficacy
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leads to positive behavior change and greater well-being [188]. Self-efficacy was
measured in the current study as it was hypothesized that greater self-efficacy leads to
greater levels of empowerment.

There is a longer (33-item) and many shorter versions of the scale (6-items) to assess
different self-management behaviours [188]. The Self-efficacy in Long-term Conditions
Scale was chosen as the most appropriate scale to use in the study as it measures selfefficacy to manage disease in general and has 6 items measured on a 10 point likert scale
(not at all confident to totally confident) with labelled end points. The scale is scored by
averaging scores across all six items, with a higher score indicating greater self-efficacy.
The scale has demonstrated good reliability and construct validity and is frequently used in
research in long-term conditions [189].

Patient enablement

The criterion measure in the study was the PEI [85]. Following a review of the literature,
the PEI was the only empowerment instrument that was developed and validated within the
primary care setting for the patient to complete following a consultation, although it was
considered insufficient in some ways (see Chapter 4).
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The PEI was developed to measure the construct ‘enablement’ that was loosely defined
using the themes of empowerment, patient centredness, and the patents’ ability to
understand and cope with their illness but was different from satisfaction [85, 111].

The PEI measures a patients’ ability to understand and cope with their condition after
seeing their doctor, and the degree to which they feel able to cope with life, keep
themselves healthy, feel confident about their health and help themselves [85, 111]. The
scale has 6 items measured on a 3 point scale (same or less to much better), and a ‘does not
apply’ response option is provided.

The PEI has demonstrated reliability and construct validity [85, 99, 111, 113].

Long-term condition patient characteristics

Patient clinical characteristics, including number and type of long term condition(s), and
length of time since diagnosis were used that have been validated in research in long-term
conditions [189].

A patients’ general health was measured using one item with a 5-point scale (poor to
excellent health) which has demonstrated validity in previous research in long-term
conditions [189].
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Demographic characteristics

Patient demographic characteristics, including sex, age, ethnicity, education, current work
situation, and home accommodation were used that have also been validated in research in
long-term conditions [189].

The hypothesized relationships with empowerment are outlined in Table 9.1.
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Table 9.1 Hypothesized relationships with empowerment dimensions
Predictor
Presence of depression as a long-term condition
Number of long-term conditions
Duration of long-term condition
General health
Identity (Constructed Meaning Scale) [179]
Self-efficacy (Self-efficacy in Long- Term Conditions
Scale)[188]
Patient enablement (PEI) [85]
Quality of chronic care (PACIC) [183]
Continuity of care (GPPS) [187]
Continuity of care (Having a preference of doctor GPPS)
[187]
Interpersonal care (GPPS) [187]
Confidence and trust in doctor (GPPS) [187]
Gender
Age
Ethnic minority
Accommodation
Education
Employment

Predicted relationship with:
Total score
Dimensions
+
+
+
+
+ (Identity)
+
+
+
+
+
+
+

+
+
+
+

Supporting empirical and theoretical references
[87, 104, 124, 190]
[92]
[87, 92, 105, 107, 124]
[87, 105, 106]
[128, 191]
[88, 90, 126, 131, 192]
[42, 72, 85, 111, 193]
[50, 87, 106, 130, 190, 194-196]
[112, 119, 197]
[112, 198]

+ (Knowledge) [48, 85, 129, 196-198]
[40, 42, 48, 68, 197, 199]
+
0
[32, 50, 86, 87, 90, 106, 107, 121, 124, 130, 190]
0
[87, 104, 106, 107, 124, 130, 132, 190]
0
[32, 50, 86, 90, 106, 130]
0
[86, 106, 124]
[87, 88, 90, 92, 106, 107, 121, 124]
+
+ (Knowledge
[86, 87, 121, 124, 200]
and enabling
others)
Note: (+) Predicted positive relationship; (-) Predicted negative relationship; (0) Predicted no relationship; Dimension in brackets relates to a single predicted
relationship with empowerment
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+
+
0
0
0
0
+
+

9.9 Regression analysis

Dependent variables

Empowerment items were used as dependent variables (total and subscales) in the analysis

the total (overall) empowerment score, composed of the subscale factor scores
summed (as reported in the previous section);
each subscale score composed of summed factor scores.

Independent variables

The choice of independent variables in each analysis was based on hypotheses concerning
relationships with empowerment, as reported in the previous section (Table 9.1).

A total of eighteen independent variables were used in the univariate and multivariate
analyses. Independent variables included a range of continuous and categorical variables.
Continuous variables were entered into the equation in that form. To ease interpretation, a
number of categorical variables were recoded as dichotomous variables. Table 9.2 shows
how the independent variables were recoded to be used as predictors across in the
univariate and multivariate analyses.
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Table 9.2 The independent variables and how they were recoded to be used as predictors of empowerment in the univariate and
multivariate analyses
Independent variable
1. Type of long-term condition

2. Number of conditions
3. Length of having a condition
4. General health
5. Constructed meaning [179]
6. Self-efficacy [188]
7. Patient enablement [85]
8. Chronic care [183]
9. Continuity [187]
10. Continuity [187]

11. Interpersonal care [187]
12. Interpersonal care [187]
13. Gender
14. Age
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Original categories
10 Categories including:
Diabetes
COPD
CHD
IBS or abdominal problems
CFS, ME or fibromyalgia
Arthritis or painful joints, back
trouble, osteoporosis
Heart problems or high BP
Anxiety, depression or stress
Multiple sclerosis
Other conditions
Count of 10 categories
Count of number of years seeing
doctor/ nurse with condition
Total of 1 item on 5 point scale
Total of 7 items on 4 point scale
Average of 5 items on 10 point scale
Total of 5 items on 5 point scale
Average of 20 items on 5 point scale
Having a preference of seeing a
particular doctor
How often see a doctor

Type of variable
Dichotomous

Recoded categories
Anxiety, depression
or stress vs. other types of
long-term condition

Continuous
Continuous

Not recoded
Not recoded

Continuous
Continuous
Continuous
Continuous
Continuous
Dichotomous

Total of 7 items on 6 point scale
Having confidence and trust in the
doctor last saw at GP practice
Male or female
Count of years

Continuous
Dichotomous

Not recoded
Not recoded
Not recoded
Not recoded
Not recoded
Having preference for continuity vs
not having preference for continuity
Seeing a doctor ‘always’ or ‘a lot of
the time’ vs. not seeing a doctor
‘never’ or ‘almost never’
Not recoded
Having confidence in doctor
Having no confidence in doctor
Not recoded
Not recoded

Dichotomous

Dichotomous
Continuous

Table 9.2 The independent variables and how they were recoded to be used as predictors of empowerment in the analyses
Independent variable
15. Ethnic group

16. Education

17. Work

18. Accommodation
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Original categories
9 Categories including:
White
Black – Caribbean
Black – African
Black – other
Indian
Pakistani
Bangladeshi
Chinese
Other
7 Categories including:
1 or more O levels/CSE/GCSES
1 or more A levels or AS levels
Degree
NVQ
Other trade qualification
A professional qualification
No qualifications

Type of variable
Dichotomous

Recoded categories
White ethnic group vs.
Non white ethnic group

Dichotomous

8 Categories including:
Paid work
Unemployed
Retired from paid work
Unable to work because of long term
disability or ill health
Looking after the family/home
In full-time education or training
Voluntary work
Other
4 Categories including:
Owner-occupied/mortgaged
Rented (local authority)
Rented (private landlord)
Other arrangements

Dichotomous

Qualified = ‘1 or more O
levels/ CSE/ GCSEs (any
grade)’ or ‘1 or more A
levels or AS levels’ or
‘degree’ or ‘NVQ’ or ‘other
trade qualification’ or ‘
professional qualification’ vs
unqualified = ‘No
qualifications’
Paid work ‘full or part-time
including self-employed’ vs
Other

Dichotomous

Owner- occupied/mortgaged
vs Other

Those variables recoded included: type of long term condition (represented by those
people who reported mental health problems such as: depression, anxiety, and stress)
versus other types of long term condition [189]; continuity with the doctor (GPPS[187]);
seeing a preferred doctor (GPPS[187]); having confidence and trust in a doctor (GPPS
[187]); ethnicity, accommodation, current work situation and educational qualifications.

9.9.1 Building the regression model

The function of the regression analyses was to assess the validity of the empowerment
scale by examining the relationships between scores on the scale and external measures
that are theoretically and empirically related.

The total empowerment, identity dimension, knowledge dimension and enabling others
dimension scores were used in a series of univariate regression models, using the core set
of eighteen predictor variables listed in Table 9.1, to test hypothesised relationships
between empowerment scores and external measures.

The choice of variables to be included in the equation was based on a combination of
statistical and theoretical criteria. A regression model was built using all the independent
variables found to be significantly associated in the univariate regressions, as well as any
variables identified as having theoretical relationships to empowerment. The order of
their entry was based on the standard approach to building a regression model.

303

The regression was also run without the independent variables constructed meaning and
self-efficacy. This was because these scales were conceptually similar to empowerment
(even though they used different item wording) as the dependent variable.

9.9.2 Practical issues in the analyses

Required sample size

The sample size was based on current recommendations required for validation for
testing individual predictors and involved 197 cases over the minimum required for
multiple regression (104 cases plus the number of independent variables [175]).

Removal of outliers

All data were checked that the variable data points were within range, and the standard
deviations were plausible and no univariate outliers were found.

Examination of residual plots identified few problematic outliers in the regression
solution. The analysis was run with these outliers present; because there were no strong
reasons for excluding them (i.e. it was not clear that their responses were invalid).
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Multicollinearity

Examination of the correlation matrix of independent variables revealed no variables
were highly correlated (r< 0.8). The VIF statistic for each predictor variable included in
the equation indicated no problems with any of the variables included in the analysis.

Normality, linearity and heteroscedasticity

Inspection of residual plots from the regression analysis was used to assess normality,
linearity and heteroscedasticity and no substantial deviations were found.

Independence

In the current study, the assumption of independence in regression was invalidated to the
degree that patients are potentially clustered within practices and GPs.
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9.10 Methods of the cross-sectional study

Aim

The aim of this survey study is to validate the empowerment instrument by conducting a
preliminary test of the psychometric properties (i.e. dimensionality, reliability, and
validity) of the new instrument.

Design

The validation study used a cross-sectional design, surveying primary care patients with
long-term conditions by post. The postal design was thought to be the most appropriate
to validate the instrument due to the length of the survey, and it enabled the survey to be
completed in the patients’ own time.

Ethics approval was obtained for the survey study (REC no: 10/H1011/25: Appendix 12).

A copy of the Living with Long-term Conditions survey is in Appendix 13.
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Sampling

Three general practices in the North West of England that participated in earlier phases of
the research were invited to participate in this phase of the study. These practices were
already aware of the overall aims of the research to design an empowerment instrument
in patients with long-term conditions in primary care. Two practices were located in
areas which are deprived with practice list sizes of 9 250 and 3 272, and the third practice
was in an area of higher deprivation with a practice list size of 8 614 (as outlined in
Chapter 6).

Patients with long-term conditions were selected randomly by the researcher from the
disease registers. The registers sampled were those for diabetes mellitus, chronic
obstructive pulmonary disease, and coronary heart disease in line with the qualitative
study.

Practice managers screened the lists for appropriateness, excluding patients inappropriate
for the survey (e.g. recent bereavement and terminal illness). GPs kept the list of
surveyed respondents within their practices. Each survey was mailed out with a replypaid envelope from each practice by the researcher. ‘Implicit consent’ was sought
through the return of the completed survey. One reminder survey was sent to all
participants after two weeks to increase response rates. The survey was posted again
with a note to all participants explaining that as the survey was anonymous there was no
way of knowing who had returned the completed surveys.
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A final sample size of 200 was based on current recommendations on cases-to-variables
ratio in factor analysis and multiple regression. Based on previous surveys in this
population [187, 189] it was estimated that 33% of patients would respond, and therefore
600 respondents were surveyed.

The next Chapter outlines the results of the survey study.
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Chapter 10
Results of the survey study

10.1 Introduction

The purpose of this chapter is to present the results of the preliminary validation of the
scale. The chapter begins by describing the key characteristics of the survey sample and
considering acceptability of the instrument. Item and scale scores are presented for the
empowerment instrument and associated measures. Finally, key findings relating to
dimensionality, reliability and construct validity are presented.

10.2 Survey sample

The response rate was 33%, with 197 surveys returned and included in the main analysis.
Because the survey was anonymous, data were not collected on the characteristics of nonresponders.

Completion of the survey

The minimum and maximum values, means, and standard deviations of all responses
were screened and out of range values were corrected. In terms of completion of
demographic data, there were: 4.1% missing values for age; 2.5% missing values per
ethnic group, education, and current work; and 2% missing values for accommodation.
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In terms of rate of completion for health care utilisation, there were 6.6% missing values
for the amount of time in years since seeing GP/ practice nurse with a long-term
condition, and 10.2% missing values for the number of months since last seen a GP/
practice nurse.

Demographic characteristics

Table 10.1 shows that just over half of the responders were female (52.8%) with a mean
age of 62.8 years (sd: 14.3), and were of white ethnicity (89.6%).

Socio-demographic characteristics

Table 10.2 shows that almost half of the responders had no educational qualifications,
with 1 or more O levels/CSE/GCESs (any grade) the next most frequent response. Just
over half of the respondents were retired from paid work (53.1%), and were home owners
(57.3%).

310

Table 10.1 Demographic characteristics of survey responders
Number (%) mean (sd) range
Gender
Female
Male
Age
22-31 years
32-41 years
42-51 years
52-61 years
62-71 years
72+

Mean age (sd)
Age range
Ethnic group
White
Black-Caribbean
Black-African
Black-other
Indian
Pakistani
Bangladeshi
Chinese
Other ethnic group

104 (52.8)
93 (47.2)
(n = 197)
9 (4.7)
9 (4.7)
22 (11.6)
37 (19.7)
57 (30.2)
55 (29.1)
(n = 189)
62.82 (14.3)
22- 88 years

172 (89.7)
1 (0.5)
2 (1.0)
0 (0)
3 (1.6)
7 (3.6)
0 (0)
1 (0.5)
6 (3.1)
(n = 192)
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Table 10.2 Demographic characteristics of survey responders
Number (%)
a

Education
1 or more O levels/CSE/GCSEs
1 or more A levels or AS levels
Degree
NVQ
Other trade qualification
A professional qualification
No qualifications
Current worka
In paid work (full or part-time including self-employed)
Unemployed
Retired from paid work
Unable to work because of long-term disability or ill health
Looking after the family or home
In full-time education or training
Voluntary work
Other current work
Accommodation
Owner-occupied/mortgaged
Rented from local authority/housing association
Rented from a private landlord
Other accommodation arrangements

60 (31.2)
28 (14.6)
26 (13.5)
22 (11.5)
35 (18.2)
42 (21.9)
71 (37.5)
(n = 192)
44 (22.9)
12 (6.2)
102 (53.1)
44 (22.9)
15 (7.8)
0 (0)
14 (7.3)
8 (4.2)
(n = 192)
110 (57.3)
65 (33.9)
12 (6.2)
5 (2.6)
(n = 192)

a

Number and percentages total more than 197 (100%) as these are equal to the frequency
met in each category

312

Long-term conditions in the survey sample

Table 10.3 highlights that there was considerable variation in the number of diagnoses of
long-term conditions in the sample, with almost half reporting circulatory, diabetes or
joint problems. There was evidence of multimorbidity in the sample, with over a third of
the sample having more than one long-term condition (mean: 2.8 conditions; sd: 1.5;
range 1-7).

Levels of general health were quite low in the sample, with the majority of patients
reporting poor to fair general health (mean: 2.4; sd: 1.1; range 1-5).

Table 10.4 shows that there was variation in the number of years seeing a GP/ practice
nurse with a long-term condition(s) (mean: 14 years; sd: 11; 1-11 years). Approximately
half of the patients in the sample had visited their GP surgery to see GP or practice nurse
seven to nine months ago, and 96% of these visits were in the year 2010. Of these visits,
73.6% were to see their GP only.
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Table 10.3 Long-term condition characteristics of the survey responders
Number (%)
a

Diagnosis of long-term condition
Diabetes
Chronic obstructive pulmonary disease (COPD)
Coronary heart disease (CHD)
Irritable bowel syndrome (IBS) or abdominal (tummy) problems
Chronic fatigue syndrome, myalgic encephalomyelitis (ME)
or fibromyalgia
Arthritis or painful joints, back trouble, osteoporosis
Heart problems or high blood pressure
Anxiety, depression or stress
Multiple sclerosis
Asthma
Other long-term conditions not listed
Total number of long-term conditions
1 condition
2 conditions
3 conditions
4 conditions
5 conditions
6- 7 conditions
None of the listed conditions

91 (46.2)
26 (13.2)
33 (16.8)
43 (21.8)
6 (3.0)
103 (52.3)
104 (52.8)
53 (26.9)
2 (1.0)
31 (15.7)
49 (24.9)
(n = 197)
42 (21.3)
46 (23.4)
49 (24.9)
28 (14.2)
21 (10.7)
7 (3.5)
4 (2.0)

Mean number of conditions (sd)
Range

2.75 (1.46)
1- 7

General health status (1= poor; 5= excellent)
% scoring 1- 2
% scoring 3- 5

113 (59.1)
78 (40.8)

Mean (sd)
2.41 (1.04)
Range (sd)
1- 5
a
Number and percentages total more than 197 (100%) as respondents may have more
than one long-term condition.
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Table 10.4 Health care utilisation data on survey responders
Number (%)
Time in years seeing GP/ practice nurse with long-term condition(s)
1-5 years
6-10 years
12-16 years
17-21 years
22 or more years

Mean years since seeing GP/ practice nurse with the diagnosis (sd)
Range
Number of months since last seen GP/ practice nurse
1-3 months ago
4-6 months ago
7-9 months ago
10-11 months ago

Mean months since last seen GP/ practice nurse (sd)
Range
Year of last visit to GP/ practice nurse
2011
2010
2009

45 (24.4)
57 (30.9)
29 (15.7)
26 (14)
27 (14.2)
(n = 184)
14 (11)
1- 74 years

38 (21.5)
41 (23.1)
88 (49.8)
10 (5.7)
(n = 177)
6 (3)
1- 11 months

1 (0.6)
172 (95.6)
6 (3.3)

Last visit was to GP surgery to see GPa
Last visit was to GP surgery to see practice nursea

145 (73.6)
64 (32.5)
(n = 197)
a
Number and percentages total more than 197 (100%) as last visits to GP survey may
have been to see both the GP and practice nurse.
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10.3 Acceptability

Analysis showed less than 5% of the response to the 51 empowerment items were
missing. The frequency of missing responses can be seen in Table 10.5. The highest rate
of missing responses (n=16) were to item 1 (I often request additional heath information
from my doctor), and item 5 (I feel frustrated for other people who are struggling with
similar conditions). In comparison, the following items had only 4 missing responses:
item 8 (I am satisfied with the level of health care information that I have available to
me); item 11 (I have a hopeful outlook towards my condition); item 21 (I feel I have a
very good life despite my health problems); and item 33 (I accept that I have to live with
my condition).

Missing responses were addressed for scales by computing the average score per
completed item.

10.4 Descriptive data on empowerment items

All fifty one empowerment items were utilised for initial analysis. Five negatively
worded items (9, 14, 16, 35, and 48) were reverse scored.

Table 10.5 summarises the descriptive statistics for the initial item pool.
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Table 10.5 Acceptability and descriptive statistics for empowerment item pool
Empowerment item
1. I often request additional heath information from my doctor
2. I am aware I can change my mind about a treatment
3. I actively manage my condition
4. I am still doing interesting things in my life despite my health problems
5. I feel frustrated for other people who are struggling with similar conditions
6. I am capable of handling my own condition
7. I am aware I can choose different treatment options
8. I am satisfied with the level of health care information that I have available to me
9. I’m not bothered about understanding health information
10. I am satisfied with my control over the symptoms of my condition
11. I have a hopeful outlook towards my condition
12. I have helped people who have similar conditions find different ways to cope
13. I would acquire more health information when needed
14. My health problems stop me from enjoying my life
15. I can minimise the impact of my symptoms on my life
16. I find it difficult to ask my doctor to change my treatment
17. I have shared my experience of managing my condition with other people with health problems
18. I know where to go to find something out about my condition
19. I have plans to do enjoyable things despite my health condition
20. I feel a sense of control over my condition
21. I feel I have a very good life despite my health problems
22. I have information to handle difficulties related to my condition
23. I have shared with others how I keep myself well
24. I have the skills that help me feel in control of my condition
25. I would refuse a treatment if I thought it was not the best thing for me
26. Knowing more about my condition helps me to manage it

Dimension
Knowledge
Decision-making
Personal control
Identity
Enabling others
Personal control
Decision-making
Knowledge
Knowledge
Personal control
Identity
Enabling others
Knowledge
Identity
Personal control
Decision-making
Enabling others
Knowledge
Identity
Personal control
Identity
Knowledge
Enabling others
Personal control
Decision-making
Knowledge

N
181
185
187
190
181
191
183
193
185
192
193
184
190
189
185
186
189
190
189
188
193
188
186
191
188
188

Missing
16
12
10
7
16
6
14
4
12
5
4
13
7
8
12
11
8
7
8
9
4
9
11
6
9
9

Mean
2.79
3.46
3.68
3.49
3.17
3.62
3.20
3.66
3.76
3.53
3.40
2.60
3.89
3.02
3.30
3.40
3.10
3.51
3.51
3.28
3.51
3.33
3.04
3.24
3.70
3.71

SD
1.37
1.32
1.31
1.40
1.33
1.19
1.35
1.13
1.40
1.18
1.25
1.20
1.00
1.43
1.31
1.28
1.18
1.24
1.28
1.29
1.22
1.20
1.22
1.23
1.25
1.18
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Table 10.5… Acceptability and descriptive statistics for item pool
Empowerment item
27. I feel useful I my daily life despite my condition
28. My own experience has increased my understanding of what it is like for other people to have this
condition
29. I can talk to my doctor if I change my mind concerning my treatment
30. I know what my test results mean
31. I can live a normal life despite my condition
32. I am confident choosing among different options related to my condition with my doctor
33. I accept that I have to live with my condition
34. I find my health problems take over my life
35. I live my life one day at a time because of my condition
36. I need to know what is happening to me and why
37. I feel like I am actively involved in life despite my health problems
38. I have shared my understanding of my condition with people who have similar conditions
39. I participate in decisions concerning my health care
40. I sometimes take health information to my doctor
41. I know how to handle difficulties related to my condition
42. I try to make the most of my life despite my condition
43. I understand my condition
44. I would feel able to refuse a decision made by my doctor concerning my treatment
45. I have a positive outlook towards my condition
46. People who are struggling with similar health conditions ask me for advice
47. I have all the knowledge I need to manage my condition
48. Without my health problems I could achieve more
49. I know how to control my health problems
50. I know enough about my condition
51. I feel there is purpose and meaning in my life despite my health problems

Dimension
Identity
Enabling others

N
192
190

5
7

Missing

Mean
3.56
3.90

SD
1.25
1.04

Decision-making
Knowledge
Identity
Decision-making
Identity
Identity
Identity
Knowledge
Identity
Enabling others
Decision-making
Knowledge
Personal control
Identity
Knowledge
Decision-making
Identity
Enabling others
Knowledge
Identity
Personal control
Knowledge
Identity

190
188
191
187
193
187
189
186
192
187
184
183
185
188
189
185
189
184
188
189
186
186
188

7
9
6
10
4
10
8
11
5
10
13
14
12
9
8
12
8
13
9
8
11
11
9

3.75
3.61
3.37
3.43
4.10
2.92
2.81
3.64
3.51
3.04
3.39
2.62
3.41
3.88
3.74
3.43
3.46
2.45
3.12
2.26
3.46
3.32
3.68

1.10
1.18
1.31
1.17
0.94
1.38
1.40
1.22
1.24
1.23
1.27
1.24
1.24
1.20
1.12
1.31
1.22
1.12
1.24
1.20
1.22
1.28
1.26
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It can be seen that the majority of mean scores were towards the positive end of the scale.
The highest mean scoring item in the sample was item 33, an identity dimension item (I
accept that I have to live with my condition; mean: 4.10 out of 5; sd: 0.94). In comparison,
the lowest mean scoring item in the sample was item 48, which was also an identity
dimension and a negatively worded item (Without my health problems I could achieve
more; mean: 2.26; sd: 1.20).

10.4.1 Descriptive data for empowerment scales and validation instruments

Table 10.6 displays the missing data for the six external measures used in the study –
altogether 14.2% were missing.

The variation in scores for the empowerment scales and the validation instruments are
given in Table 10.7.

The table shows mean score, standard deviation, range, minimum and maximum (and the
theoretical range value in brackets).
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Table 10.6 Missing data on external instruments
External instruments

Number of items;
Likert scale scoring (response options)

Constructed Meaning
[179]
Self-efficacy [188]

Seven items
1 – 4 (strongly disagree - strongly agree)
Six items
1 – 10 (not at all confident - totally confident)
Twenty items
1 – 5 (almost never - almost always)
Seven items
1 – 6 (does not apply - very good)
0–2
Six items (not applicable - much better)
One item
1 – 5 (poor - excellent)

PACIC total [183]
GPPS Interpersonal
communication [187]
Patient Enablement
Index [85]
General Health

Missing
values across
items (%)
10.4
36
12.9
10
13.3
3
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Table 10.7 Descriptive data on empowerment scales and validation instruments
Instrument
(dimension of empowerment)
Overall empowerment
Identity
(dimension 1)
Knowledge and Understanding
(dimension 2)
Personal Control
(dimension 3)
Personal Decision-making
(dimension 4)
Enabling others
(dimension 5)
Constructed Meaning [179]
Self-efficacy [188]
PACIC total [183]
GPPS Interpersonal
communication [187]
Patient Enablement Index
[85]
General Health

Likert
scale scoring
(response options)
1–5
(strongly disagree - strongly agree)
1–5
(strongly disagree - strongly agree)
1–5
(strongly disagree - strongly agree)
1–5
(strongly disagree - strongly agree)
1–5
(strongly disagree - strongly agree)
1–5
(strongly disagree- strongly agree)
1–4
(strongly disagree - strongly agree)
1 – 10
(not at all confident - totally confident)
1–5
(almost never - almost always)
1–6
(does not apply - very good)
0–2
(not applicable - much better)
1–5
(poor - excellent)

Mean score
(max score)

Standard
deviation

Range

Min - max score
(poss min - max)

171.6 (255)

37.1

229

50.4 (70)

13.9

67

42.8 (60)

9.2

60

27.6 (45)

7.3

40

27.7 (45)

7.3

40

21.3 (35)

5.9

33

15.6 (28)

4.7

27

34.2 (50)

11.1

50

45.9 (100)

18.3

99

35.7 (42)

6.9

42

2.9 (12)

3.5

12

2 (5)

1

5

13 - 242
(51 - 255)
8 - 75
(14 - 70)
0 - 60
(12 - 60)
0 - 40
(9 - 45)
0 - 40
(9 - 45)
0 - 33
(7 - 35)
0 - 27
(7 - 28)
0 - 50
(5 - 50)
0 - 99
(20 - 100)
0 - 42
(7 - 42)
0 -12
(0 -12)
0-5
(1 - 5)
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10.5 Dimensionality of the instrument

The factor structure of the empowerment instrument was examined. The principal
components analysis applied to the item pool indicated 11 components with eigenvalues
larger than 1. Total variance explained with 11 components was 70.4%. The scree test
was somewhat ambiguous, and could be seen to indicate a minimum of 1 component up to
a maximum of 5 components (see Figure 10.1).
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Figure 10.1 Scree plot for the initial item pool

323

Principal axis factoring, using Varimax rotation, was run using one, three and five factors
(see Appendix 13 for the result of five components). .Simple structure was best achieved
when specifying three factors, as this solution had fewer items with cross-loadings. The
three factor solution explained 45.7% total variance.

Table 10.8 displays the results of the loading matrix for the three factor solution.

Four items failed to load on any factor. The three factors were labelled based on the
content of the items loading on them. The factors were labelled ‘identity’, ‘knowledge and
understanding’, and ‘enabling others’. The empowerment instrument resulted in 47 items.
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Table 10.8 Factor loadings of the empowerment items
Empowerment factor label, item, (dimension)
Factor 1
Factor 2
Factor 3
Identity
I feel useful in my daily life despite my condition (I)
.814
I feel I have a very good life despite my health problems (I)
.802
I feel like I am actively involved in life despite my health problems (I)
.790
I can live a normal life despite my condition (I)
.785
I am still doing interesting things in my life despite my health problems (I)
.744
I have plans to do enjoyable things despite my health condition (I)
.739
My health problems stop me from enjoying my life (I)
.703
I have a positive outlook towards my condition (I)
.701
I find my health problems take over my life (I)
.673
I feel a sense of control over my condition (PC)
.672
I have a hopeful outlook towards my condition (I)
.668
I am capable of handling my condition (PC)
.661
I can minimise the impact of my symptoms on my life (PC)
.655
I feel there is purpose and meaning in my life despite my health problems (I)
.623
I live my life one day at a time because of my condition (I)
.581
I actively manage my condition (PC)
.553
I am satisfied with my control over the symptoms of my condition (PC)
.553
Knowing more about my condition helps me to manage it (K)
.521
I have the skills that help me feel in control of my condition (PC)
.518
I try to make the most of my life despite my condition (I)
.493
Without my health problems I could achieve more (I)
.489
Knowledge and Understanding
I know enough about my condition (K)
.747
I have all the knowledge I need to manage my condition (K)
.704
I understand my condition (K)
.657
I would feel able to refuse a decision made by my doctor concerning my treatment (D)
.590
I know how to handle difficulties related to my condition (PC)
.582
Note: Component extraction method was Principal Axis Factoring, with a cut-point for including factor loadings (>0.4) in table; Empowerment tested
empirical dimensions: (I) = Identity; (PC) = Personal control; (KU) = Knowledge and understanding.
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Table 10.8… Factor loadings of the empowerment items
Empowerment factor label, item (dimension)
Knowledge and Understanding
I find it difficult to ask my doctor to change my treatment (D)
I have information to handle difficulties related to my condition (K)
I know how to control my health problems (PC)
I participate in decisions concerning my health care (D)
I am confident choosing among different treatment options related to my condition with my doctor (D)
I know what my test results mean (K)
I know where to go to find something out about my condition (K)
I can talk to my doctor if I change my mind concerning my treatment (D)
Enabling others
I need to know what is happening to me and why (K)
I have helped people who have similar conditions find different ways to cope (E)
I have shared my experience of managing my condition with other people with health problems (E)
I feel frustrated for other people who are struggling with similar conditions (E)
I have shared with others how I keep myself well (E)
I would acquire more health information when needed (K)
I am aware I can change my mind about a treatment (D)
I am aware I can choose different treatment options (D)
I’m not bothered about understanding health information (K)
I often request additional health information from my doctor (K)
I would refuse a treatment if I thought it was not the best thing for me (D)
I have shared my understanding of my condition with people who have similar conditions (E)
People who are struggling with similar conditions often ask me for advice (E)

Factor 1

.425
.448

Factor 2

.543
.517
.494
.493
.490
.442
.426
.407

.406

Factor 3

.430

.686
.627
.627
.611
.585
.558
.541
.506
.498
.487
.458
.423
.421

Note: Component extraction method was Principal Axis Factoring, with a cut-point for including factor loadings (>0.4) in table; (K) = Knowledge and
understanding; (D) = Decision-making; (PC) = Personal control; (E) = Enabling others; Four items failed to load any factor = ‘I am satisfied with the level of
health information that I have available to me’ (KU); ‘My own experience has increased my understanding of what it is like for other people to have this
condition’(E); ‘I accept that I have to live with my condition’(I); ‘I sometimes take health information to my doctor’(D).
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The results of the factor analysis suggested that empirical responses to the instrument
were best summarised empirically in terms of three dimensions rather than five
dimensions.

Factor 1 was predominately related to ‘identity’ but also corresponded to the dimension
of personal control. Factor 2 emerged as a dimension related to ‘knowledge and
understanding’ but also tapped the dimension of personal decision-making. Factor 3
corresponded with the ‘enabling others’ dimension, but also was associated with the
dimensions of knowledge and decision-making.

Personal control and decision- making were the two missing dimensions from the five
dimension concept definition, and items from these dimensions appeared as a mixture
across all three factors. There were four cross-loading items which loaded on more than
one factor.

10.6 Reliability

Cronbach’s alpha of the total empowerment score was 0.87 (47 items), with values for
the subscales of 0.85 (‘Identity’, 21 items), 0.62 (‘Knowledge and Understanding’, 13
items), and 0.75 (‘Enabling Others’, 13 items) [84]. Overall the scale is internally
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consistent (>0.7), although the knowledge and understanding dimension demonstrates
lower than adequate reliability [176].

10.7 Construct validity

Univariate analysis

To assess the construct validity of the empowerment instrument, the results from the
univariate regression analyses involving eighteen predictors and four dependent variables
(overall empowerment, identity, knowledge and understanding, and enabling others) are
displayed in separate Tables 10.9 – 10.11

The first table shows that there were no significant univariate associations between
overall empowerment score and 4 variables including type of long-term condition (a
dichotomous variable, depression vs. other types of condition), continuity of care (a
dichotomous variable, preference for continuity vs. no preference for continuity),
interpersonal care (a dichotomous variable, having confidence and trust in your GP vs.
having no confidence or trust in your GP), and current work (a dichotomous variable,
paid work vs. unpaid work). These findings were not in accordance with pre-specified
hypotheses. There were also no significant univariate associations between overall
empowerment score and gender and age supporting the pre-specified hypotheses for these
variables (Table 10.9).

328

However, as hypothesized there were significant associations between overall
empowerment score and 12/18 variables including total number of long-term conditions,
duration of long-term condition(s), general health, constructed meaning, self-efficacy,
patient enablement, PACIC, continuity (a dichotomous variable, seeing a preferred GP
ns. not seeing a preferred GP), interpersonal care, ethnicity (white vs. different ethnic
group), accommodation (home owner versus home renter), and education (qualifications
vs. no qualifications).

Table 10.9 also shows the largest increase in overall empowerment score was associated
with seeing a preferred GP (‘always or a lot of the time’ vs. ‘never or almost never’).
The biggest decrease in overall empowerment score was associated with being a home
owner (‘owner-occupied/mortgaged’ vs. ‘rented or other arrangements’).

The second table shows that there were no significant univariate associations between
‘identity’ score and 6 variables including type of long-term condition, duration of longterm condition, continuity (and no continuity), and ethnic group (Table 10.10). These
findings were not in accordance with pre-specified hypotheses. There were also no
significant univariate associations between identity score and gender supporting the prespecified hypotheses for these variables.

In line with hypotheses, there were significant associations between ‘identity’ score and
10/16 variables including total number of long-term conditions, general health score,
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constructed meaning score, self-efficacy score, patient enablement score, PACIC score,
seeing a preferred GP , having confidence and trust in your GP , being a home owner and
having educational qualifications

The table shows the largest increase in ‘identity’ score was associated with seeing a
preferred GP, and the largest decrease in ‘identity’ score was associated with being a
home owner.

The third table shows that there were no significant univariate associations between
‘knowledge and understanding’ score and 7 variables including total number of long-term
conditions, continuity (and no continuity), having confidence in GP , gender, age, ethnic
group, and paid work (Table 10.11). These findings were not in accordance with prespecified hypotheses.

However in line with hypotheses, there were significant associations between ‘knowledge
and understanding’ score and 10/17 variables including type, duration, general health
score, self-efficacy score, patient enablement score, PACIC score, seeing preferred GP ,
interpersonal care score, being a home owner , and having qualifications.

The largest increase in knowledge and understanding score was associated with seeing a
preferred GP. The largest decrease in knowledge and understanding scores was
associated with being a home owner.
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The fourth table shows that there were no significant univariate associations between
‘enabling others’ score and any of the 9 variables including type, number, general health
score, patient enablement score, continuity, having confidence in GP (gender, age,
ethnicity, being a home owner, and being in paid work (Table 10.12).

There were only significant associations between enabling others score and 5/16 variables
of duration, self-efficacy score, PACIC score, seeing a preferred GP, and having
educational qualifications.

However, even though the largest increase in enabling others score continued to be
seeing a preferred GP, there was no significant reduction in enabling others scores across
all sixteen variables.
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Table 10.9 Univariate regression analyses involving eighteen predictors of overall empowerment score
Variable
Type of condition(s)
Number of
conditions
Duration of
condition(s)
General Health
Constructed
Meaning [179]
Self-efficacy [188]
Patient Enablement
[85]
PACIC [183]
Continuity [187]
Continuity [187]

Type
Dichotomous
Continuous

Predictor
Depression vs. other types of conditions
Total number of conditions

B
-6.98
-4.96

(95% CI)
(-15.92, 1.96)
(-7.95, -1.97)

P value
0.13
0.00

Continuous

0.46

(0.07, 0.85)

0.02

Scale
Scale

Total length of time in years seeing
doctor/nurse with condition
Scale total
Scale total

11.65
4.64

(7.92, 15.38)
(3.96, 5.33)

0.00
0.00

Scale
Scale

Scale total
Scale total

1.76
2.09

(1.44, 2.08)
(0.85, 3.33)

0.00
0.00

Scale
Dichotomous
Dichotomous

Scale total
Continuity vs. no continuity
Seeing preferred GP vs. not seeing preferred
GP
Scale total

0.65
6.49
22.72

(0.42, 0.87)
(-2.87, 15.84)
(11.57, 33.86)

0.00
0.17
0.00

0.91

(0.28, 1.54)

0.00

Having confidence in GP vs. having no
confidence in GP
Female or male
Total age
White vs. different ethnic group
Home owner vs. home renter
Qualifications vs. no qualifications
Paid work vs. unpaid work

16.09

(-1.83, 33.99)

0.08

-0.01
-0.00
15.25
-17.73
19.18
14.41

(-0.04, 0.02)
(-0.03, 0.02)
(0.54, 29.97)
(-26.63, -8.83)
(9.83, 28.54)
(-8.21, 37.03)

0.49
0.51
0.04
0.00
0.00
0.21

Interpersonal care
Scale
[187]
Interpersonal care
Dichotomous
[187]
Gender
Dichotomous
Age
Continuous
Ethnic group
Dichotomous
Accommodation
Dichotomous
Education
Dichotomous
Current work
Dichotomous
Note: Hypothesized relationships not tested
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Table 10.10 Univariate regression analyses involving seventeen predictors of ‘identity’ score
Variable
Type of condition(s)

Type
Dichotomous

Predictor
Depression vs. other types of
conditions
Total number of conditions

B
-3.57

(95% CI)
(-8.55, 1.42)

P value
0.16

Number of
conditions
Duration of
condition(s)
General Health
Constructed
Meaning [179]
Self-efficacy [188]
Patient Enablement
[85]
PACI [183]
Continuity [187]
Continuity [187]

Continuous

-4.10

(-5.71, -2.49)

0.00

0.18

(-0.04, 0.40)

0.11

Scale
Scale

Total length of time in years seeing
doctor/nurse with condition
Scale total
Scale total

8.35
2.65

(6.41, 10.29)
(2.27, 3.02)

0.00
0.00

Scale
Scale

Scale total
Scale total

1.07
1.37

(0.89, 1.23)
(0.69, 2.06)

0.00
0.00

Scale
Dichotomous
Dichotomous

Scale total
Continuity vs. no continuity
Seeing preferred GP vs. not seeing
preferred GP
Scale total

0.23
4.81
12.68

(0.09, 0.36)
(-0.38, 10.00)
(6.47, 18.88)

0.00
0.07
0.00

Having confidence in GP vs. having
no confidence in GP
Female or male
Total age
White vs. different ethnic group
Home owner vs. home renter
Qualifications vs. no qualifications
Paid work vs. unpaid work

10.89

(0.95, 20.83)

0.03

-0.01
-0.01
7.88
-10.45
9.82

(-0.03, 0.01)
(-0.02, 0.00)
(-0.28, 16.05)
(-15.38, -5.51)
(4.58, 15.07)

0.32
0.43
0.06
0.00
0.00

Continuous

Interpersonal care
Scale
[187]
Interpersonal care
Dichotomous
[187]
Gender
Dichotomous
Age
Continuous
Ethnic group
Dichotomous
Accommodation
Dichotomous
Education
Dichotomous
Current work
Dichotomous
Note: Hypothesized relationships not tested

333

Table 10.11 Univariate analyses involving seventeen predictors of ‘knowledge and understanding’ score
Variable
Type of condition(s)

Type
Dichotomous

Predictor
Depression vs. other types of
conditions
Total number of conditions

B
-2.96

(95% CI)
(-5.37, -0.55)

P value
0.02

Number of
conditions
Duration of
condition(s)
General Health
Constructed
Meaning [179]
Self-efficacy[188]
Patient Enablement
[85]
PACIC [183]
Continuity [187]

Continuous

-0.58

(-1.41, 0.25)

0.17

0.17

(0.06, 0.27)

0.00

Scale
Scale

Total length of time in years seeing
doctor/nurse with condition
Scale total
Scale total

1.73

(0.65, 2.82)

0.01

Scale
Scale

Scale total
Scale total

0.37
0.43

(0.28, 0.47)
(0.09, 0.76)

0.00
0.01

Scale
Dichotomous

Scale total
Having continuity vs. not having
continuity
Seeing preferred GP vs. not seeing
preferred GP
Scale total

0.22
1.38

(0.16, 0.28)
(-1.17, 3.93)

0.00
0.29

Continuity [187]

Dichotomous

4.22

(1.12, 7.32)

0.00

0.34

(0.18, 0.51)

0.00

Having confidence in GP vs. having
no confidence in GP
Female or male
Total age
White vs. different ethnic group
Home owner vs. home renter
Qualifications vs. no qualifications
Paid work vs. unpaid work

2.86

(-2.04, 7.76)

0.25

-0.01
-0.01
2.71
-3.75
4.57
3.60

(-0.01, 0.01)
(-0.01, 0.01)
(-1.29, 6.71)
(-6.19, -1.32)
(2.00, 7.15)
(-2.56, 9.77)

0.28
0.29
0.18
0.03
0.00
0.25

Continuous

Interpersonal care
Scale
[187]
Interpersonal care
Dichotomous
[187]
Gender
Dichotomous
Age
Continuous
Ethnic group
Dichotomous
Accommodation
Dichotomous
Education
Dichotomous
Current work
Dichotomous
Note: Hypothesized relationships not tested
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Table 10.12 Univariate analyses involving sixteen predictors of ‘enabling others’ score
Variable
Type of condition(s)

Type
Dichotomous

Predictor
Depression vs. other types of
conditions
Total number of conditions

B
-0.22

(95% CI)
(-2.64, 2.21)

P value
0.86

Number of
conditions
Duration of
condition(s)
General Health
Constructed
Meaning[179]
Self-efficacy[188]
Patient
Enablement[85]
PACIC[183]
Continuity[187]
Continuity[187]

Continuous

0.22

(-0.61, 1.05)

0.60

0.12

(0.01, 0.22)

0.03

Scale
Scale

Total length of time in years seeing
doctor/nurse with condition
Scale total
Scale total

0.45

(-0.65, 1.55)

0.42

Scale
Scale

Scale total
Scale total

0.19
0.06

(0.08, 0.29)
(-0.28, 0.40)

0.00
0.73

Scale
Dichotomous
Dichotomous

Scale total
Continuity vs. no continuity
Seeing preferred GP vs. not seeing
preferred GP
Scale total

0.17
0.07
4.37

(0.10, 0.23)
(-2.46, 2.60)
(1.30, 7.43)

0.00
0.96
0.00

Having confidence in GP vs. having
no confidence in GP
Female or male
Total age
White vs. different ethnic group
Home owner vs. home renter
Qualifications vs. no qualifications
Paid work vs. unpaid work

0.29

(-4.58, 5.15)

0.91

0.49
0.66
3.25
-1.87
3.41
3.03

(-0.00, 0.01)
(-0.01, 0.01)
(-0.77, 7.26)
(-4.35, 0.61)
(0.83, 5.99)
(-3.07, 9.13)

0.00
0.00
0.11
0.14
0.01
0.33

Continuous

Interpersonal care
Scale
[187]
Interpersonal care
Dichotomous
[187]
Gender
Dichotomous
Age
Continuous
Ethnic group
Dichotomous
Accommodation
Dichotomous
Education
Dichotomous
Current work
Dichotomous
Note: Hypothesized relationships not tested
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Summary of univariate associations

Table 10.13 displays a summary of the results of univariate regressions testing
hypothesized relationships with empowerment (in relation to the hypotheses in Table 9.1,
Chapter 9). Overall, the majority of hypotheses were supported in the study.

The table shows the pattern of relationships that were significant (p<0.05) by the
univariate regressions, and those relationships are bolded.

Three predictors (self-efficacy, PACIC and education) were significantly associated with
higher levels of empowerment across all four empowerment variables. Three predictors
(general health, patient enablement, and accommodation) were significantly associated
with total empowerment, ‘identity’ and ‘knowledge’. Seeing a preferred doctor was
significantly associated with total empowerment, ‘identity’ and ‘enabling others’.

Five predictors (duration of having a long-term condition, continuity, gender, age and
work) did not predict any empowerment variables.
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Table 10.13 Summary of the results of the univariate regressions testing hypothesized
relationships with empowerment dimensions
Predictor

Empowerment
total score
P value
0.13
0.01
0.02
0.00
0.00
0.00
0.00
0.00
0.17

1. Type
2. Number
3. Duration
4. General Health
5. Identity [179]
6. Self-efficacy[188]
7. Enablement [85]
8. PACIC[183]
9. Continuity with doctor
[187]
10. Doctor preference [187]
0.00
11. Interpersonal care [187]
0.00
12. Doctor confidence [187] 0.08
13. Gender
0.49
14. Age
0.51
15. Ethnicity
0.04
16. Living arrangements
0.00
17. Education
0.00
18. Current employment
0.21
Note: Hypothesized relationships not tested;

‘Identity’
score
P value
0.16
0.00
0.11
0.00
0.00
0.00
0.00
0.01
0.07

‘Knowledge/
Understanding’
Score P value
0.02
0.17
0.00
0.01

‘Enabling’
Score
P value
0.87
0.60
0.03
0.42

0.00
0.01
0.00
0.29

0.01
0.73
0.00
0.96

0.00

0.08
0.00
0.25
0.27
0.28
0.18
0.03
0.00
0.25

0.05

0.03
0.31
0.43
0.06
0.00
0.00

0.91
0.49
0.66
0.11
0.14
0.01
0.33
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In terms of predictors of total empowerment score, 12/18 hypotheses were supported.
Two predictors (ethnic group and accommodation) failed to meet hypotheses involving
the direction and significance of association with total empowerment. Four predictors
(type of condition, continuity vs. no continuity, having confidence in GP vs. no
confidence in GP, and current work) demonstrated the correct direction to total
empowerment but gave non-significant results.

In terms of predictors of ‘identity’ dimension score, 14/16 hypotheses were supported.
One predictor (accommodation) failed to meet hypotheses involving the direction and
significance of association with ‘identity’ score. Three predictors (type of condition,
duration of condition, and continuity vs. no continuity) demonstrated the correct direction
to ‘identity’ score but gave non-significant results.

In terms of predictors of ‘knowledge and understanding’ dimension score, 13/17
hypotheses were supported. Four predictors (number of conditions, continuity vs. no
continuity, confidence in GP vs. no confidence in GP, and current work) demonstrated
the correct direction to ‘knowledge and understanding’ score but gave non-significant
results.

In terms of predictors of ‘enabling others’ dimension score, 8/16 hypotheses were
supported. One predictor (number of conditions) failed to meet hypotheses involving the
direction and significance of association with ‘enabling others’ score. Seven predictors
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(type of condition, number of conditions, general health, patient enablement, continuity
vs. no continuity, confidence in GP vs. no confidence in GP, and being in paid work vs.
being in unpaid work ) demonstrated the correct direction to ‘enabling others’ score but
gave non-significant results.

Multivariate analysis

The results of the multivariate analyses undertaken in order to identify predictors of
overall empowerment score are displayed in Table 10.14. The table shows which
independent variables were entered into one of three regression models.

Model 1 included all 11 significant variables entered into the regression equation; Model
2 included 9 significant variables minus self-efficacy and constructed meaning variables;
Model 3 included Model 2 predictors plus continuity and type of long-term condition
(these were non-significant variables previously identified as having theoretical
relationships with empowerment). The table also shows the type of independent variable,
B value, confidence interval, and corresponding P value and association to overall
empowerment score.
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Table 10.14 Results from the multivariate analysis with total empowerment as the dependent variable
Variable

Type

Predictor

Type of condition(s)

Dichotomous

Number of conditions
Duration of
condition(s)
General Health
Construct Meaning
[179]
Self-efficacy [188]
Patient Enablement
Index [85]
Quality of Chronic
Care (PACIC) [183]
Continuity (GPPS)
[187]
Continuity (GPPS)
[187]
Interpersonal care
(GPPS) [187]
Interpersonal care
(GPPS)[187]

Continuous
Continuous

Dichotomous

Confidence in GP vs. having no
confidence in GP

Gender
Age
Ethnic group
Accommodation

Dichotomous
Continuous
Dichotomous
Dichotomous

Female or male
Total age
White vs. different ethnic group
Home owner vs. home renter

Model 1: All significant
predictors entered

B, 95% CI, P value
Model 2: Without SE and
CM predictors

Model 3: Model 2 + nonsignificant predictors
-1.69, (-9.29, 5.90) 0.66

Scale
Scale

Depression vs. other types of
conditions
Total number of conditions
Total length of time (years) seeing
GP/nurse
GH total
CM total

Scale
Scale

SE total
PEI total

0.89, (0.57, 1.20) 0.00
-0.33, (-1.21, 0.55) 0.46

0.52, (-0.64, 1.69) 0.38

0.53, (-0.62, 1.67) 0.36

Scale

PACIC total

0.28, (0.12. 0.44) 0.01

0.46, (0.24, 0.67) 0.00

0.46, (0.25, 0.68) 0.00

Dichotomous

Continuity vs. no continuity

Dichotomous

Seeing preferred GP vs. not seeing
preferred GP
GPPS total

Scale

-0.04, (-2.33, 2.25) 0.97
0.20, (-0.06, 0.45) 0.13

-1.31, (-4.34, 1.72) 0.39
0.31, (-0.03, 0.65) 0.07

-1.13, (-4.15, 1.88) 0.46
0.33, (-0.01, 0.66) 0.06

1.32, (-1.95, 4.58) 0.43
3.07, (2.35, 3.80) 0.00

6.99, (2.84, 11.15) 0.00

5.93, (1.77, 10.09) 0.01

12.12, (3.62, 20.61) 0.01
8.98, (1.29, 16.69) 0.02

13.01, (2.77, 23.26) 0.01

19.13, (8.03, 30.22) 0.01

0.17, (-0.26, 0.60) 0.44

0.18, (-0.40, 0.76) 0.54

0.15, (-0.42, 0.72) 0.61

-3.84, (-9.90, 2.23) 0.21

-9.01, (-17.04, -0.99)
0.03
10.89, (2.35, 19.43) 0.01

-9.22, (-17.13, -1.32)
0.02
11.41, (2.99, 19.84) 0.01

Education
Dichotomous
Qualifications vs. no qualifications
5.00, (-1.48, 11.49), 0.13
Current work
Dichotomous
Paid work vs. unpaid work
Note: β = Standardized coefficient of the model; CI = 95% Confidence interval; *P<0.05; **P<0.01; Hypothesized relationships not tested
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The table shows that there were no significant associations between overall
empowerment score and 7/11 variables including total number of conditions, duration of
condition, general health score, patient enablement score, interpersonal score,
accommodation and education in Model 1. There were significant associations between
overall empowerment score and 4 variables of constructed meaning score, self-efficacy
score, PACIC score, and seeing a preferred doctor. The largest increase in empowerment
score was significantly associated with seeing a preferred GP (or not seeing a preferred
GP). These 11 variables accounted for 80.9% of the variation in overall empowerment
scores.

The results from Model 2 show that there were no significant associations between
overall empowerment score and 4/9 variables including number of long-term conditions,
duration, patient enablement score, and interpersonal score.

There were significant associations between overall empowerment score and 5 variables
including general health score, PACIC score, seeing a preferred doctor, being a home
owner (and a home renter) and having educational qualifications (and not having
educational qualifications). The largest increase in empowerment score continued to be
significantly associated with seeing a preferred GP (and not seeing a preferred GP). The
largest decrease in empowerment score was being a home owner (and a home renter)
reflecting the univariate findings. These 5 variables accounted for 61.1% of the variation
in overall empowerment scores.
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The results from a final regression model (Model 3 in Table 10.14), show that were no
significant associations between overall empowerment score and 5/11 variables including
type of long-term condition, number of long-term conditions, duration, patient
enablement score, and interpersonal score.

However in Model 3, there were significant associations between overall empowerment
score and 6 variables including general health score, PACIC score, continuity, seeing a
preferred GP, home owner, and educational qualifications. The largest increase in
empowerment score was associated with seeing a preferred GP and the largest decrease
was being a home owner. These 11 variables accounted for 63.3% of the variance in
overall empowerment scores.

Finally, across all three models, two predictors of empowerment (PACIC, preferred GP:
continuity) were significantly associated with increases in overall empowerment score.
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Chapter 11
Discussion and conclusion

11.1 Introduction

This final chapter will begin by outlining the aims and objectives of the thesis and
summarise the main findings. The methods used in the three phases of work (review,
qualitative study; and psychometric assessment) will next be considered. The chapter
will compare the development of the current instrument with others identified by the
review and discuss the interpretation of the main findings of the study. Finally, the
chapter will discuss ideas for further testing of the new instrument and consider
implications for practice and policy.

11.2 Objectives and main findings

As outlined at the end of Chapter 2, the objectives of the study were to: identify, describe
and appraise the quality of existing patient empowerment instruments in healthcare;
understand the concept of empowerment from the perspective of patients with long-term
conditions and practitioners in primary care; develop a new empowerment instrument,
and undertake preliminary testing of the new instrument.
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11.2.1 Summary of results from the systematic review

The purpose of the review was to systematically identify relevant instruments that have
been developed to measure empowerment from the patients’ perspective within health
care. Nine instruments were identified which had been developed for various contexts
(mental health, oncology, intervention self-help programmes, secondary care and primary
care).

The instruments were critically appraised in relation to their development, content and
psychometric properties (see Box 4.4 and Table 4.1, Chapter 4). Reasons why the
instruments were not appropriate for measurement of empowerment in patients with
long-term conditions in primary care were outlined (Table 5.18, Chapter 5). One
instrument (PEI [85]) in particular was developed to measure empowerment in long-term
conditions in the context of primary care. However, the instrument was felt to be
insufficient due to the following reasons: it was developed to measure empowerment
relating to a single consultation only; it was not specific for patients with long-term
conditions; and the 6-item instrument did not cover the full range of concepts of
relevance to empowerment (as outlined in Chapter 2).

The results highlighted that to date, there is no appropriate instrument to measure
empowerment in patients with long-term conditions in primary care, and there was scope
for the development of a new instrument.
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11.2.2 Summary of results from qualitative study

What is empowerment to patients and practitioners in primary care?

Empowerment was described by patients with long-term conditions as a feeling of control
over a long-term condition. The process of empowerment was described as an internal
and an external process.

The internal process was described in terms of five components: (1) acceptance of the
diagnosis; (2) acknowledging the unchangeable; (3) developing coping strategies; (4)
creating a feeling of balance; (5) gaining appropriate medical information.

Empowerment was facilitated through an external process of existing social support and
maintenance of interpersonal relationships with significant others (such as with a primary
care practitioner).

In contrast, empowerment from the practitioner perspective was more restricted in scope
and focussed on information-giving. Judgements of who to empower were based on
patient characteristics. Empowerment in long-term conditions was described as a patientled process, with the practitioner as the facilitator of the process.

On the basis of the qualitative work, a model was presented of empowerment in longterm conditions in primary care (see Figure 7.2, Chapter 7).
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11.2.3 Summary of results from survey study

Clarifying the construct of empowerment

The results from the cross-sectional study demonstrated an interpretable (though
imperfect) factor structure consisting of three dimensions (‘identity’, ‘knowledge and
understanding’, and ‘enabling others’). These dimensions were internally consistent
(albeit ‘knowledge and understanding’) and largely demonstrated predicted relationships
with external measures. However, the factor analysis supported three empirical factors,
compared to the five dimensions in the conceptual model.

The first empirical factor was an amalgamation of the ‘identity’ and ‘personal control’
dimensions. Inspection of item content showed that this factor encompassed being
empowered through having an ‘identity’ and a feeling of personal control outside of the
consultation.

The second empirical factor related to patient reports of having sufficient ‘knowledge and
understanding’ to manage their condition and being able to use that level of knowledge to
participate appropriately in decision-making inside the consultation with the practitioner.
The third empirical factor related to reports of feeling able to ‘enable others’ with similar
conditions who may be coping less well.
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It should be noted that the analysis used was exploratory to uncover the underlying
factors rather than confirmatory, which may be preferable when an investigator has a set
of hypotheses about scale structure. However, the technical requirements of a
confirmatory analysis were beyond the scope of the current study, and the sample size
may have been insufficient to provide a valid test [175].

Construct validity results

Key predictors of overall empowerment score and three empowerment dimension scores
were reports of seeing a preferred GP (GPPS [187]) and patient assessment of quality of
care for long-term conditions (PACIC [183]).

However, reports of continuity of care (GPPS [187]) was not a key predictor of
empowerment.

Patient enablement (PEI [85]) was significantly associated with overall empowerment
and two empowerment dimension scores (‘identity’ and ‘knowledge and understanding’)
only. The PEI [85] was not related to the ‘enabling others’ dimension.
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11.3 Findings in the context of previous research

The current measure and the relationship to published measures

The current instrument was developed using three phases of work involving: (1) a
systematic review of published instruments (Chapters 4 and 5); (2) qualitative interviews
with patients and practitioners (Chapters 6 and 7); (3) a cross-sectional survey to test
dimensionality, reliability and construct validity (Chapters 8, 9 and 10).

Chapter 5 highlighted that seven of nine published instruments used a similar combined
qualitative and quantitative approach in their development, but none reported a
systematic review of instruments. The following section compares and contrasts the
current instrument’s dimensionality and construct validity with published instruments.

Content of published instruments

How does the current instrument’s scale structure (with three dimensions of
empowerment ‘identity’,’ knowledge and understanding’, and ‘enabling others’) compare
to published instruments who have used factor analysis to establish factors or dimensions
of empowerment?
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Tables 11.1- 11.4 compares factors or dimensions of empowerment in the instruments the PEI is not included in the comparison of dimensions of empowerment because this
instrument was not developed using factor analysis.

Four of seven instruments (PEQ, PES2, CES, and PRES) are most comparable to the
current model [87, 91-93]. For example, these instruments each have two comparable
dimensions to ‘identity’ and ‘knowledge and understanding’, whereas the other three
instruments (ES, DES, and EMP) each have one comparable dimension which relates to
either ‘identity’ or ‘knowledge and understanding’ [86, 88, 90].

Some of the distinct dimensions in published instruments relate to a single dimension in
the current instrument. For instance, there are 3 dimensions (‘meaning’, confidence’, and
‘flexible optimism’) in the PEQ which relate to the ‘identity’ dimension in the current
model [87]. There are also three dimensions (‘informed confidence’, ‘awareness’, and
‘control’) in the CES [92] which collapse into the ‘knowledge and understanding’
dimension in the current model (see Table 11.4). Similarly, the PES2 has three items
(item 2 ‘I have all the information I need to manage my illness’; item 3 ‘I am capable of
helping health professionals reach decisions related to my illness’ and item 8 ‘health
professionals are happy to include me in decisions related to my illness’) that are
comparable to the ‘knowledge and understanding’ dimension [91].

Of these instruments, the content of the PEQ dimensions most closely resembles the
current instrument [87]. The PEQ was developed for Chinese patients with cancer and
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the instrument was validated using patients from a self-help group [87]. Although the
model of empowerment is comparable to the current instrument, the content of the items
reflect the Chinese context (see Table 5.3 in Chapter 5).
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Table 11.1 A comparison of the dimensions in the current instrument with those in published instruments
Instrument
(context)
ES (mental
health, selfhelp)

Dimensions included in the instrument
(1) self-esteem- selfefficacy
(2) power- powerlessness

(3) community activism
and autonomy
(4) optimism and control
over the future
(5) righteous anger

PEQ
(Chinese
patients with
cancer, selfhelp)

(1) meaning
(2) confidence

(3) knowledge and skills

a sense of self-worth and a belief that
one can control one’s destiny and life
events
having decision making power

the idea of acting in community
activities and valuing autonomy
being optimistic about the ability to
exert control over one’s life
having the ability and willingness to
harness anger to instigate social
change
the extent is to which one feels that
life makes sense emotionally
having confidence in oneself as well
as others and the belief that things
will be under control
in exerting influence over the illness

Link to current instrument

(2) knowledge and
understanding

(1) identity

using knowledge to participate or not to
participate in decision-making inside the
consultation

having an identity with a LTC and
having a feeling of personal control
outside of the consultation

(2) knowledge and
understanding

using knowledge to participate or not to
participate in decision-making inside the
consultation
(4) flexible optimism
accepts and adapts to things which are (1) identity
having an identity with a LTC and
not under control utilizing different
having a feeling of personal control
cognitive strategies
outside of the consultation
Note: dimension of empowerment not comparable to current instrument’s 3 dimensions; Instrument names: ES = Empowerment Scale [86]; PEQ =
Psychological Empowerment Questionnaire [87].
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Table 11.2 A comparison of the dimensions in the current instrument with those in published instruments
Instrument
(context)
DES
(diabetes, self
care)

Dimensions included in the instrument

Link to current instrument

the patient’s ability to obtain social
support, manage diabetes-related stress,
be self-motivated and make diabetes
self-care decisions
(2) assessing
the patients’ perceived ability to identify
dissatisfaction and
self-care areas they are unsatisfied with
readiness to change
and readiness to change
(2) knowledge and
using knowledge to participate or not
understanding
to participate in decision-making
(3) setting and achieving
the patients’ ability to identify relevant
inside the consultation
diabetes goals
and achievable goals and ability in
overcoming those goals
EMP (Eating
(1) appearance
the extent to which one’s body
conditions)
apprehension
dissatisfaction includes a lack of
confidence or shame, interferes with
success, or inhibits social life
(2) dietary control
the extent to which one exerts control
over dietary issues
(3) assertion efficacy
the extent to which one has a social
having an identity with a LTC and
assertion that one is in control of social
(1) identity
having a feeling of personal control
situations
outside of the consultation
(4) purpose confusion
the extent to which one has a sense of
self-identity, self-esteem, perceived
uselessness, and sense of confusion
about purpose in life
(5) interpersonal confines the extent to which one feels pressures,
limitations and confines perceived from
other people
(6) interpersonal pressure the extent to which one feels
dissatisfaction, stress and invalidation in
relation to social interactions
Note: dimension of empowerment not comparable to current instrument’s 3 dimensions; Instrument names: DES = Diabetes Empowerment Scale [88];
EMP= Empowerment Instrument [90].
(1) managing the
psychosocial aspects of
diabetes
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Table 11.3 A comparison of the dimensions in the current instrument with those in published instruments
Instrument
(context)
PES2*
(cancer)

Fit of items to the Rasch model
Item 1

I am capable of handling my illness

Item 2

I have all the information I need to manage my
illness
I am capable of helping health professionals reach
decisions related to my illness
My family are very supportive
I need the support of my family and friends
My family and friends still rely on me
I can adapt to the changes in my lifestyle

Item 3
Item 4
Item 5
Item 6
Item 7
Item 8

Item 10
Item 11

Health professionals are happy to include me in
decisions related to my illness
I want my family and friends to continue to rely on
me
My friends are always supportive
I still feel useful in my daily life

Item 12
Item 13

My spiritual beliefs help me cope with my illness
I accept that I have to change my lifestyle

Item 9

Link to current instrument
(1) identity

having an identity with a LTC and having a feeling
of personal control outside of the consultation

(2) knowledge and
understanding

using knowledge to participate or not to participate
in decision-making inside the consultation

(1) identity

having an identity with a LTC and having a feeling
of personal control outside of the consultation
using knowledge to participate or not to participate
in decision-making inside the consultation

(2) knowledge and
understanding

(1) identity

having an identity with a LTC and having a feeling
of personal control outside of the consultation

(1) identity

having an identity with a LTC and having a feeling
of personal control outside of the consultation

Item 14

Complementary therapies help me cope with my
illness
Item 15 I have a lot of confidence in my local GP
Note: dimension of empowerment not comparable to current instrument’s 3 dimensions; Instrument name: PES2 = Patient Empowerment Scale [91];
* The Rasch measurement model was used for item fit [97]. Two items encompassing ‘complementary therapies’ and ‘spiritual beliefs’ were omitted
for being too close in meaning. Items on support of friends and family were combined
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Table 11.4 A comparison of the dimensions in the current instrument with those in published instruments
Instrument
(context)
CES (self
help group)

Dimensions included in the instrument
(1) informed confidence

having self-confidence and knowledge

Link to current instrument
(2) knowledge and
understanding

using knowledge to participate or not to participate
in decision-making inside the consultation

(2) client-provider
relationship

having a therapeutic and caring
relationship with a health care
provider
(3) social advocacy
having the ability to negotiate and
communicate with government
officials
(4) awareness
having an awareness of one’s rights
during the healthcare encounter
(2) knowledge and
using knowledge to participate or not to participate
(5) control
having the right to stop taking
understanding
in decision-making inside the consultation
medication, to refuse a healthcare
provider’s decision and making the
final decision
(6) client-client support
sharing health experiences with other
(3) enabling other
having a sensitivity, a genuine sense of wanting to
chronic conditions who were part of a
patients with similar
enable other patients with similar conditions to be
support group
conditions
persistent in coping
PRES
(1) provider
having a sense of connectedness with
(pregnancy
connectedness
my midwife, doctor or other health
support
care provider and within pregnancy
group)
support groups
(2) skillful decisionfeeling able to make skilful decisions
(2) knowledge and
using knowledge to participate or not to participate
making
with my healthcare provider and with
understanding
in decision-making inside the consultation
other women in the support groups
(3) peer connectedness
sharing experiences with other women (3) enabling other
having a sensitivity, a genuine sense of wanting to
when they are pregnant and within the patients with similar
enable other patients with similar conditions to be
pregnancy group
conditions
persistent in coping
(4) gaining voice
gaining the capacity to gain voice in
relation to pregnancy and life
Note: dimension of empowerment not comparable to current instrument’s 3 dimensions; Instrument names: CES = Client Empowerment Scale [92];
PRES = Pregnancy Related Empowerment Scale [93]
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The current instrument’s third dimension ‘enabling others’ is comparable to the CES and
PRES dimensions of empowerment- ‘client-client support’ (CES) and ‘peer
connectedness’ (PRES) [92, 93]. However a key difference to the ‘peer connectedness’
dimension is that the ‘enabling others’ dimension in the current model is based on patients
with long-term conditions sharing their health experiences in a one-to-one situation. In the
current qualitative study, there was evidence that patients did not like support group
environments (a finding that was also reflected in the practitioner data).

Evidence of the instrument’s validity

How do the measures compare in terms of data on validity?

The current study is based on a single cross-sectional study with a small sample size (n =
197) which is a very limited evidence base. Five published instruments (PEQ [87], EMP
[90], PES2 [91], CES [92], and PRES [93]) are also based on single cross-sectional studies,
with sample sizes ranging from: n = 79 (PEQ); n = 1, 111 (EMP); and n = 318 (CES). In
terms of validity, each scale has been tested using both methods of factor analysis (EFA,
followed by PCA - see Chapter 9). However, one instrument (EMP [90]) has used CFA
alone to confirm its scale structure; another instrument (PES2 [91]) followed the principles
of the Rasch model to test item-fit [97].
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There were significant associations between empowerment as measured by the current
instrument, and self-efficacy in long-term conditions [188], quality of chronic care (PACIC
[183]), and patient preferences of care (Continuity GPPS [187] see Chapter 10). None of
these relationships with external measures were tested in the 5 single-based studies (PEQ
[87], EMP [90], PES2 [91], CES [92], and PRES [93]).

Comparable findings have been demonstrated in 3 instruments (PEI, ES and DES) that
have multiple validation studies- including prospective and cross-sectional designs [85, 86,
88]. For example, self-efficacy was significantly associated with overall empowerment
(ES [131, 201]); perceived health promotion (Perceived Health Promotion Intervention
Questionnaire: HPIQ [202]) was significantly associated with overall empowerment (ES
[196]); and patients preference for a patient centred approach was significantly associated
with higher enablement score (PEI [198]).

Most published instruments used different external measures, apart from the PEI [85].
Instead, general instruments (for example, the General Self-efficacy Scale [192] and the
Self-Perceived General Health Scale [203]) were preferred to test instrument validity. The
variable general health was mostly tested in relation to empowerment. In the current
study, patients self-reported general health was significantly associated with overall
empowerment, ‘identity’ and ‘knowledge and understanding’ dimensions of
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empowerment. Similarly, a multiple regression showed that patients who self-reported
having better physical functioning reported higher levels of empowering care (PES1 [89,
108]).

In terms of demographic relationships in the current study, higher levels of educational
qualification were significantly associated with overall empowerment and ‘identity’ and
‘knowledge and understanding’ dimensions of empowerment (see Chapter 10). Similarly,
other scales reported that education level was significantly associated with overall
empowerment (PEQ Total [87]; CES Total [92]) and the ‘interpersonal confines’ and the
‘interpersonal pressure’ subscales of the EMP [90]. Furthermore, this relationship between
education and empowerment has also been found in three instruments (PEI [85]; ES [86];
DES [88]) that have multiple validation studies [98, 107, 121].

The PEI [85] was used to test criterion validity in the current study, and significant
associations were found with the PEI [85] and overall empowerment and 2 of 3 (‘identity’
and ‘knowledge and understanding’) empowerment dimensions. In comparison, the only
single study to test criterion validity found significant associations with the Personal
Opinion Questionnaire (POQ [204]) and overall empowerment and 6 empowerment
subscales (EMP [90]). However, the POQ [204] was developed to measure empowerment

357

indirectly through the concept of personality (and was excluded from the current review of
published instruments on this criterion).

The relationship between interpersonal care (GPPS [187]) and overall empowerment in
long-term conditions is in line with previous associations from 2 instruments (PEI [85] and
ES [86]) that have a large amount of validity evidence [85, 129, 196, 198]. However,
having continuity with your doctor (GPPS [187]) was found to be a poor predictor of
empowerment in the current study. This finding is in contrast to published instruments that
have found significant associations between having continuity with your doctor and higher
enablement levels (PEI [112, 113, 119, 197, 205]).

11.4 Interpretation of the findings

The next section will consider two key findings from the empirical work and their
implications:

mis-match between patient and practitioner views of empowerment;

results from the survey that were not as hypothesised
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Mis-match between patient and practitioner views of empowerment

The qualitative study highlighted that patients and primary care practitioners do not have a
matching understanding of empowerment.

The process of empowerment from the patient perspective was seen to be an internal
process characterised by self perception of control, and an external process - having
relational support from significant others, including family members and primary care
practitioners. In contrast, the process of empowerment from the practitioner view was
more focussed on providing information pertinent to the medical problem to the patient.
Both patient and practitioner perspectives acknowledged the importance of having
relational support from others, including the patient – practitioner relationship to facilitate
empowerment in primary care, but there were few examples acknowledging the impact on
the changes in the perception of the self by practitioners (see Table 7.3, Chapter 7).

Patients and practitioners showed important differences in emphasis in their understanding
of an ‘empowered’ patient. The patient model of empowerment was exemplified by
having the ability to make personal decisions concerning the management of their
conditions. For instance, an empowered patient may choose how much to participate in
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their health care (by limiting their level of medical knowledge) and still feel in control of
the management of their conditions through their self-perception of control.

The ‘empowering others’ dimension of the empowerment instrument is a new and
interesting construct which no other published instrument measures. The construct is in
line with NHS self-management initiatives, such as the DOH EPP [189], and the Health
Trainers [206] initiative, as both of these interventions rely on non-professionals to teach
and empower patients who may be coping less well with their long-term conditions.
Patients who score high on the empowering others measure may be suitable candidates for
such initiatives.

However, it is important to note that the measurement model adopted does not mean that if
patients do not want to empower others, that they lack empowerment overall. The
dimension of ‘enabling others’ is one of three dimensions (‘identity’, ‘knowledge and
understanding’ and ‘enabling others’) of empowerment. What this means is that patients
may score high on two dimensions (‘identity’ and ‘knowledge and understanding’) of
empowerment but low on the third dimension (‘enabling others’) according to the causal
measurement model of empowerment in which the measure was developed from (see
Figure 8.1, Chapter 8). The model does not assume that a general feeling of empowerment
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leads to high scores on the individual dimensions and thus a low score on an individual
dimension does not imply low scores on other dimensions.

The current study has highlighted a potential tension between patients and practitioners
conceptualisation of empowerment in long-term conditions. The latter are operating
within the Quality and Outcomes Framework, a pay for performance scheme introduced in
2004 by the UK government, which rewards practices for quality of care in terms of
chronic disease management, practice organisation and patient experience [207]. This
focuses on good control and compliance, which may be less flexible in its requirements of
patients.

Relating the findings to existing literature

The concept of empowerment in patients with long-term conditions as a perception of
control over a long-term condition is consistent with psychological theory on the concept
at an individual level as discussed in Chapter 2 [36, 38, 40]. In terms of antecedents,
attributes and consequences of empowerment which have been previously identified from
the conceptual analyses (see Chapter 2); findings from the current study support the patient
– practitioner relationship as a core antecedent of empowerment in long-term conditions
[40, 42, 48, 64].
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In terms of attributes (i.e. the process of empowerment), findings from the current study
are closely aligned with two dimensions of empowerment as experienced in patients with
long-term conditions in Belgium [64]. In this published study, empowerment involved an
‘interpersonal process’ (characterised as practitioner communication and education with
the patient), and an ‘intrapersonal process’ (characterised as a personal transformation)
[63, 64].

Facilitating patients to become empowered via the practitioner – patient relationship in
primary care and self-empowerment were also findings which resonate with the most
recent concept analyses [48]. There was less in the data about empowerment via selfmanagement groups. This reflects the relatively low take up of programmes such as the
EPP [189] and has implications for current policy which advocates self-management
groups for all patients with long-term conditions in the NHS.

The findings in the current study support research outlined in Chapter 2, concerning the
concept of the self and how it is gradually becoming more recognised in the process of
patient empowerment in long-term conditions [87]. Previous qualitative research in
patients with various long-term conditions has suggested that patient’s experience a sense
of powerless in relation to the self, and a successful process of empowerment only occurs
after patients accept changes in their identity [64, 208]. Previous literature has alluded to
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the importance of the association between acceptance of diagnosis and empowerment in
patients with: cancer [87, 91], asthma [209], and patients with different long-term
conditions [64].

In the current study, patients experienced changes which involved five components:
accepting the diagnosis; acknowledging the unchangeable nature of having a condition;
developing coping strategies; creating a feeling of balance; and limiting or gaining medical
information (see Figure 7.1, Chapter 7). Some practitioners viewed acceptance as the first
stage of successful empowerment before disseminating information. However, this is a
potentially complex process and further research is required to explore how information
giving supports or facilitates empowerment in long-term conditions.

Throughout the thesis reference is made to patient acceptance of their diagnosis. This
concept (and the internal process of empowerment) may be considered in the context of the
psychological concept of denial.

The construct of denial has been found to be experienced in those patients with specific
illnesses who: (1) do not accept their diagnosis; (2) tend to minimise the implications and
symptoms of their condition; (3) delay seeking rehabilitation assistance; (4) avoid being in
situations where other patients with similar conditions may be in attendance; (5) refuse
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certain components of medical treatment; (6) appear detached to their self-concept when
talking about their condition and their life, and (7) limit medical information as a
psychological protection against the perception of having to deal with potentially
distressing information to the self [210, 211].

Paradoxically, there may be important similarities between the constructs of denial and
empowerment in patients with long-term conditions. Both constructs may be adaptive
(feeling able to cope and in control) and maladaptive (non-acceptance, becoming a danger
to oneself and others in terms of not complying to treatment by limiting medical
information) outcomes depending on: (a) the nature and severity of the condition; (b) the
cognitive style of the individual; and (c) support from others who are important to the
individual [210, 211].

Creating a balance between self-managing a long-term condition and continuing a normal
life was key in this qualitative study. This has been reported in previous studies to be an
attribute of empowerment in patients who feel in control of their cancer [52, 87].

There was evidence from both patients’ and practitioners’ accounts in the current study
concerning the role of coping strategies in empowerment. Patients devised their own
coping strategies which were based on past and current experiences of feeling in control.
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Having a routine each day, creating physical coping strategies (such as, exercise, resting
and gardening), and creating cognitive coping strategies (such as, self-initiated distraction
techniques - keeping the mind going) were aspects of work undertaken by patients in the
current study, to feel an inner sense of control over their long-term conditions.

Practitioners described incorporating patient-devised coping strategies into the routine
management of their condition - especially if those strategies made the patient feel more in
control. There was little evidence of patients incorporating practitioner-devised coping
strategies into their daily routines – a finding that is also reflected across the wider
literature [52, 64, 87, 179, 212, 213].

Patients’ described both coping strategies and self-management strategies separately to
feeling in control of their long-term conditions in the current study. Coping was defined
by patients and was characterised by informal expertise and was a component to having a
perception of control. Self-management is currently defined as a wider concept than
coping and incorporates the aspects of self-management that can be taught by practitioners.
As such, incorporating patient devised coping strategies may be an alternative
empowerment strategy that could be introduced within the current model of supporting
self-management.
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Despite the importance attached by health care professionals, to information provision, the
majority of patients in this study expressed a wish to have only a basic amount of medical
information. This has been found in previous empowerment literature [214] and amongst
other qualitative research where some patients have described feeling anxious if given too
much medical information [213]. A recent review of the role of information in supporting
long-term management in patients with vascular conditions has also highlighted that some
patients may be less amenable to information interventions [215].

Of those respondents who described wishing only limited medical information - verbal,
face-to-face information was preferred. Computer generated leaflets were often used by
practitioners to provide medical information. Yet the use of the computer within the
consultation was suggested by patients to be a barrier to empowerment and experienced as
disruptive to the patient – practitioner supportive dialogue. This finding is consistent with
growing primary care literature which alludes to the restrictive nature of addressing selfmanagement dialogue in the consultation when faced with system constraints (i.e. QOF
indicators [216-218]).

Patients’ and practitioners’ invested in having a longitudinal relationship in the current
study. However, there was evidence that this relationship may also be characterised as
disruptive and actually hinder empowerment in practice (see Table 7.3, Chapter 7).
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Further, practitioners used the patient relationship to make judgements over who to
‘empower’ and this finding is in common with previous qualitative nursing empowerment
literature as outlined in Chapter 2 [56, 59, 71].

Making professional judgements has been linked to the concept of ‘normalising
judgement’ where nurses have been found to compare patients to normative standards
[219]. Although confidence in the finding is limited by the small number of practitioners
interviewed, the data may suggest that some patients with long-term conditions may be
perceived as challenging and difficult to empower.

Results from the survey that were not as hypothesised

As outlined in the summary, the majority of hypotheses were supported from the
regression results. Seeing a preferred GP (GPPS [187]), quality of chronic care (PACIC
[183]), self-efficacy, and educational qualifications were strong predictors of increases in
total empowerment and three dimensions of empowerment. Hypotheses that were not
confirmed included the importance of continuity of care (GPPS [187]) - although seeing a
preferred GP was related, and the impact of duration of disorder on any dimensions of
empowerment. Possible reasons for these results are discussed below.
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Seeing a preferred GP (GPPS [187]), emerged as a strong predictor in the analysis, which
is in line with current policy which emphasizes the importance of patient preferences of
provider [2, 21]. It is also in line with published health services research into continuity of
care and the patient experience which has found that it is important that patients have
choice of practitioner and a good interpersonal relationship with that practitioner [220].

Having quality of chronic care (PACIC [183]) was another strong predictor of
empowerment. This is in line with the current policy definition of patient empowerment
which values the importance of practising ‘patient-centred care’ to all patients with longterm conditions [2, 48]. Patient-centred care as a concept is both mindful of patients’
preferences of participation level and decision-making [71], and is a central attribute to the
patient-practitioner relationship in primary care [221].

The importance of having high quality of chronic care resonates with the current
empowerment approach to diabetes management adopted in a health promotion context
[222, 223]. This approach recognises the way in which patients with diabetes are experts
in the management of their condition; therefore care is managed collaboratively with the
practitioner in relation to the context of patients’ social, cognitive, cultural, and
psychological lives [6]. This approach led to the development of the DES (a published
empowerment instrument included in the review in Chapter 5 [88]).
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However, the majority of empirical studies on this approach are based on research into
diabetes care and there remains limited research in other types of long-term conditions.
Although the sample size in the current study was small to generalise - 46% of patients had
diabetes which may explain the key predictors of empowerment that are in line with the
empowerment approach to care. Further, data from this study may suggest that
empowerment in long-term conditions is influenced by the model of care rather than the
type of condition.

An unexpected finding from the survey was that having continuity of care (GPPS [187])
and confidence in your doctor (GPPS [187]) were found to have generally non significant
relationships with empowerment in the current study. Having continuity with a
practitioner was found to be a weak but positive predictor of empowerment; having
confidence and trust in a practitioner was found to be a stronger positive predictor of
empowerment than having continuity. This finding is in line with a prospective study
which reported a direct positive relationship (using structural equation modelling) at
baseline and at 1 month between patients perception of GPs empathetic understanding and
action (measured by the Consultation and Relational Empathy Measure: CARE [118]) and
patient enablement (PEI [85]) in primary care consultations in a deprived area [114].
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Continuity of care was found to be a benefit and a barrier to facilitating empowerment (see
Chapter 7; Table 7.3). This finding is at odds with the results from the survey study which
found that continuity was not important to facilitate empowerment. In the qualitative
study, patients described the importance of having relational support in the form of
continuity from practitioners for the external process of empowerment. Likewise,
practitioners valued seeing their own patients and maintaining a long-term relationship.

However, practitioners described the importance of maintaining the patient-practitioner
relationship over facilitating empowerment, and this often resulted in what could be said as
‘colluding’ with patients in order to maintain good relations. Therefore, there was some
evidence that continuity could be a barrier as well as a facilitator of empowerment, which
might explain why the association was non significant in the quantitative analysis.

The idea that having continuity with your doctor has both positive [111, 197], and
negative impacts [224] is an ongoing debate within health services research. However,
these findings may also be explained by sample limitations - nearly half (49.8%) of
responders had not seen their GP/practice nurse for at least 7 to 9 months, which may have
introduced a bias in responses on empowerment items that related to their GP variables.
Moreover, only two aspects of continuity were included in this study: seeing the same GP
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and seeing a preferred GP (GPPS [187]). It is possible that another measure of continuity
may have given different results. For instance, twelve continuity instruments have been
developed to measure various types of continuity [225], each emphasising different
elements of the patient-practitioner relationship (for example, density of visits and
subjective perception of visit [226]).

Another unexpected finding of the survey related to having confidence in your doctor
(GPPS [187]) and decreases in empowerment. This finding may be related to the barrier to
empowerment identified in qualitative interpretation relating to the system constraints of
the consultation. In particular, patients described having lower confidence in their doctors
when there was a lack of visible support from a practitioner during the consultation, and
this included not taking notice of patients’ long-term history. Particularly so, as having
quality of chronic care (PACIC [183]) was a key predictor of empowerment in the study.

A further key finding which was not in line with predictions related to the impact of
duration of disorder on any dimensions of empowerment. Some research has found
significant associations by ANOVA with the amount of time patients have had to accept
their illness and increases in empowerment [87]. An ANOVA with post-hoc Tukey’s
Significant Difference test demonstrated a significant association between patients with
diagnosis between 4 and 6 months, and diagnosis from between 1 to 3 years, and being
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diagnosed more than 3 years ago [87]. However, other research has indicated the
magnitude and direction of this association - duration of diabetes was found to have a weak
but significant association with empowerment, thus indicating patients with a shorter
duration of long-term condition demonstrated increases in empowerment, supporting the
findings in the current study.

Finally, the finding that being a home owner was consistently associated with decreases in
empowerment across regression models is noteworthy. Previous studies have suggested no
relationship between home ownership and empowerment [124], and this issue may benefit
from further research.

To explore this result further, a crosstabulation was run looking at the relationship between
educational status (qualifications vs. no qualifications) and home ownership (owner/
mortgaged vs. rented from local authority/ housing association/ privately: see Appendix 15
for the SPSS Output).

The crosstabulation table produced by SPSS contains the number of cases that fall into
each combination of categories. Of the 132 patients who were educationally qualified 72
were home owners (54.5%). Of the 60 patients who reported no educational qualifications,
38 (63.3%) were home owners. The Pearson Chi Square statistic tests whether the two
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variables are independent. This value is not significant (p< 0.05), indicating that home
ownership was not associated with educational qualifications.

This analysis would suggest that home ownership was a problematic indicator of SES in
the survey, as the expected relationship between education and home ownership was not
supported. This may reflect the fact that much home ownership represented social housing
in these deprived areas.

11.5 Critique of systematic review

An extensive search strategy was used to identify existing instruments, involving the
searching of five electronic databases, browsing the reference lists from instrument
development and validation papers, contacting authors to identify existing instruments in
conference proceedings, and the inclusion of studies reported in unpublished dissertations.

Including unpublished dissertation studies can be seen as both a limitation and a strength
of a review [76]. Unpublished studies may be more likely to be open to methodological
weaknesses and potential biases in comparison to published studies, as poor quality may
mean that publication is more difficult [77]. However, it cannot be assumed that all
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published studies are poor quality, and including all studies and assessing their quality
systematically does provide a more comprehensive assessment.

The difficulties of defining empowerment and deciding on which associated concepts to
include in the search strategy is another limitation. A decision was made to include only
empowerment and those concepts that help to define empowerment by its absence (such
as, powerlessness and helplessness) and antecedents (such as, patient enablement).
However, instruments were only included in the review if the abstract met the definition of
empowerment as described at the end of Chapter 2 and empowerment was included in the
title of the instrument development paper. It is possible that the search may have missed
instruments that may not have mentioned empowerment within the title. For example,
empowerment instruments have been developed that measure empowerment through
associated concepts such as perceived personal control [227]. This was partly a reflection
of the limited resources available to the review part of the thesis.

The extraction of instruments by title and abstract was undertaken by a single author,
increasing the possibility of error or bias in missing potential instruments. The
conventional way of checking reliability of extraction is to use two reviewers. However,
this was not possible due to time and resource limitations of the study.
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The inclusion of only English language studies is another limitation of this study. Two
other instruments as they were written in non-English language and translations were
unavailable within the resources of this study [228, 229].

Since the review was conducted, two empowerment instruments have been identified [230,
231]. One Italian instrument has been developed to measure empowerment in patients
with psoriasis (the Psoriasis Empowerment Enquiry in the Routine Practice or PEER
questionnaire [230]) and fits the inclusion criteria of this current review. The psoriasisspecific instrument has been successfully translated into English but is awaiting further
validation tests in the dermatological setting.

Another newly developed instrument to measure empowerment from the perspective of
youths of mental health services (Youth Empowerment Scale- Mental Health YES- MH
[231]) has been developed from an adaptation of the Family Empowerment Scale (FES
[29]). However, this instrument measures empowerment from the individual, services, and
system levels and would be excluded from the current review.

A systematic review of empowerment instruments developed for a nursing context has
been published since the completion of the current review [232]. The main function of this
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published review was to provide a list of instruments that measure empowerment in health
from an individual (adult) and group level (families). In contrast, the main function of the
current review in Chapter 5 was to identify instruments that measure empowerment in
health from an individual only.

The scope of the search was bigger in the published review - more databases (nine) were
searched but dissertations (and non-published work) were excluded. Data was extracted
on: theory, number of items, population, data on reliability (internal consistency and testretest reliability), and data on content and construct validity, similar to the current review.

A key contrast to the current review was when an instrument was modified (for example,
translated into another language) from its original version of an instrument it was treated as
a separate instrument. As a result, more empowerment instruments (n = 50) were
identified by the published review. In comparison, different versions of the original
instrument were listed as evidence of content validity for each instrument under the scale
development process (see Box 4.4, Chapter 4), which resulted in the identification of 9
instruments in the current review.
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All of these 50 instruments were picked up by the current search strategy. Only three of
these instruments - the ES [86], the PES2 [91], and the DES [88] - met the current review’s
inclusion criteria of measuring empowerment at the individual level.

The published review had a broader remit in terms of their inclusion criteria. Definitions
of empowerment were included that related to concepts of personality (for example, the
Personal Opinions Questionnaire [204], and control (for example, the Perceived Control
Scale [37]), which were excluded in the current review.

In the published review, instruments were rated on criteria of reliability and validity in
relation to ‘good’ (coefficients above or equal to 0.8), ‘moderate’ (coefficients above or
equal to 0.7 but less than 0.8) and ‘no or limited evidence’ (coefficients less than 0.7 or did
not report any data) in relation to a validated assessment criteria used in a previous
systematic review [232]. The quality assessment was undertaken by one reviewer only.

However it is difficult to establish the weight (in terms of design of the study, prospective
versus cross-sectional) of the validity evidence as this data is not reported in the tables of
the published review. The quality of the data was also difficult to assess; different types of
analyses were listed but there was no further information regarding the dimensions of
empowerment that were found. Moreover, there was no data extracted on construct
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validity findings and the types of association that were found with external measures. One
instrument (the Parent Empowerment Survey [233]) had good evidence of reliability and
validity, and 4 instruments (the Empowerment Questionnaire [234]; the Family
Empowerment Questionnaire [235]; the Family Empowerment Scale [29]; the
Psychological Empowerment Scale [236]) had moderate evidence, and the remaining
instruments had limited evidence [232]. All instruments were developed for particular
contents and populations, and measured empowerment at the individual and group level.

Importantly, in line with the current review’s results, no instruments were identified that
measured empowerment in primary care.

11.6 Critique of qualitative study

In this section the strengths and limitations of the qualitative study will be examined with
particular reference to recruitment and sampling of participants, data, collection, and
analysis in relation to the findings.
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Recruitment and sampling of participants

The qualitative study aimed to explore patients’ and primary care practitioners’
perspectives of empowerment and the data analysed to develop a model of empowerment
and contribute to the development of a patient-based instrument (see Chapter 8).

All participants were recruited from three general practices and within an inner-city area of
North West of England (see Chapter 7). Sampling was restricted to responders who optedin to the interview study. As a result, the respondents were relatively homogenous in terms
of demographic characteristics (older age, white, retired due to ill health, and located in
relatively deprived areas). A sample consisting of a more diverse selection of participants
may have given an alternative explanation regarding understanding empowerment in
patients with long-term conditions. This is especially true in terms of the limited range of
deprivation in the sample, as patients from less deprived backgrounds may have markedly
different views.

Six practitioner participants (four GPs and two practice nurses) were recruited to the study;
two GPs were nominated by supervisors and asked at interview to identify other
practitioners within their practice. As two participating GPs were known personally by the
academic GP supervisors, it may be that this existing relationship may have influenced the
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accounts given [162]. The views of health care assistants who might play a role in
supporting patients with long-term conditions were not explored and might benefit from
further research.

Patient participants were sampled from practice disease registers to achieve a mix of
gender, age, postcode, type of long-term condition, in order to access a range of patient
experiences (see Chapter 7). However, the range of characteristics of participants was
limited by the opt-in methods and potential for purposive sampling in relation to
theoretical issues or in response to developing themes was limited. The findings may not
be generalisable to all types of conditions and further work is required to explore other
groups that would be interesting for theoretical reasons (e.g. groups of patients who have
had a shorter amount of time to accept their condition). Lastly, the diagnoses of conditions
additional to those used for sampling were not verified with the GP or patient records and
represent the patients’ perceptions.

It is possible that these issues may have lead to a restriction in the range of interpretation of
findings if certain types of patients do not respond. For instance, patients who are anxious
about their condition(s), or those patients who may not have accepted their condition, may
have declined to participate. However, the ethical issues involved in recruitment meant
that respondents had to opt-in and this effect on the sample was unavoidable. As a result,
380

it is possible that those participants that opted-in to the study demonstrated at interview
certain characteristics involving: having acceptance of their diagnosis; feeling in control of
their situation and experienced those characteristics associated with empowerment as
described in Chapter 2.

Methods of data collection and analysis

Qualitative methodology enabled the collection of rich data to understand the concept of
empowerment [237]. The data from both practitioner and patient groups was analysed
separately using thematic analysis drawing on principles of constant comparison. Thematic
analysis allowed themes of empowerment to be identified, and constant comparative
methods were used in order to facilitate the understanding of empowerment from both
perspectives.

To verify the validity and trustworthiness of the analysis, meetings were regularly held
with the supervisory team to check the interpretation of data. In terms of credibility of the
approach to the analysis, the patient data-set reached saturation and themes were analysed
in an iterative way – deviant cases were followed up where necessary in line with
grounded theory and constant comparison analysis [156]. One patient participant was
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emailed a copy of her transcription on her request and the interpretation checked and
respondent validation was achieved [156].

It is important to note, due to the constraints of the mixed-methods study, it was not
possible to follow up deviant cases in the practitioner data-set, nor was it possible to reach
data saturation with this data-set or to analyse the data iteratively, therefore this may lower
the internal validity of the practitioner study findings.

Semi-structured interviews were used as a method of data collection because they allowed
potentially sensitive topics to be discussed within a face-to-face context and allowed
understandings of the phenomena to be explored in line with the researchers’ ontological
and epistemological position (see Chapter 6). However, focus groups may also have been
used to explore topics of interest and have the advantage of participants engaging in group
discussions by sharing a common experience [238]. As the current study was interested in
individual empowerment and not collective empowerment as experienced by patients in
self-help groups [87], it was felt that face-to-face interviews were more appropriate than
focus groups.

In terms of the credibility of the researcher, all interviews were conducted by the same
interviewer, who has a background in health psychology and health services research. It is
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possible that the particular style of the interview may have influenced the data collected
[162]. For instance, at the start of the interviews, the researcher found herself in her
enthusiasm, wanting to break silences with another question, when the silence itself and
the voice and the emotions of participants, may also be regarded as data [239]. The
participants also had the knowledge that the interviewer was a researcher from the
university [163]. Research suggests that participants may feel sympathy towards the
interviewer if they have a shared understanding of the complexities involved in
undertaking health research and be much more accommodating to questioning [162, 240].
For instance, there were examples of participants from both data-sets making judgements
in relation to the professional status of the interviewer. Many patients referred to the
researcher as a ‘doctor’ and may have actually thought that the researcher was a medical
doctor. The interviewer was often viewed as an expert in the area and patients often asked
for verification of their account and whether their answer was what was required to answer
the question. This may have brought about an in balance of power (similar to the patient –
practitioner relationship) in relation to patients feeling able to offer an honest account. It is
possible that these judgments may have influenced the credibility of the account and the
interpretation of the data [162].

Furthermore, one GP openly admitted to giving ‘text-book style’ answers to some of the
prompts in the interview involving how to assess a patient’s ideas, concerns and
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expectations (‘ICE’) during the initial consultations. This limitation was addressed during
the interviews in both groups by grounding questions to relate to participants own
experiences of particular consultations [152]. For example, a practitioner participant was
asked ‘can you think of a consultation where effective self-management was difficult to
achieve with a diabetes patient- how did this effect your role?’ and a patient participant
was asked ‘what have you tried and not got on with?’ and using the patient’s example
he/she was then asked- ‘how was this decision made to change?’ (see Appendix 7 and 8 for
both participant prompts).

Finally, the qualitative study was relatively limited in scope and may have benefited from
interviews from ‘significant others’, such as carers, friends, and family members to
investigate the influence of patient’s support networks.

11.7 Critique of development of the new instrument

The instrument has been developed to measure empowerment in long-term conditions
based on a review of the conceptual literature, a systematic review of existing instruments
and detailed qualitative work (as outlined in Chapters 2 – 7). The results of the
preliminary validation of the instrument showed that it had an interpretable factor structure
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(albeit one that differed from the conceptual model), that the dimensions showed
acceptable levels of internal consistency, and that the instrument generally showed
relationships that were supportive of its validity (see Chapter 10).

The methods used to develop the new instrument had a number of limitations. Only
limited preliminary pilot testing was conducted to ensure the candidate items were
understandable and acceptable, with two patients with long-term conditions (colleagues of
the researcher) and members of a local patient and public involvement asked about their
views on clarity, comprehensiveness, and relevance of individual items. The reading level
of the respondents was not assessed before the pilot testing even though health literacy was
a theme within the qualitative interviews.

The five factor structure proposed on the basis of conceptual analysis and qualitative work
was not demonstrated empirically, and the three factor solution was the most robust. The
first factor was an amalgamation of the identity and personal control dimensions, while the
second factor was a combination of knowledge and personal control.

Agreement regarding the item content was reached by the development team consisting of
three supervisors with professional backgrounds in psychology, health services research
and general practice, and a research fellow with experience of developing PROMS in
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healthcare (see Chapter 8). However, it is possible that the removal of inappropriate items
through more extensive testing at an early stage may have led to fewer problems in the
factor analysis. The scale may have been improved through performing cognitive testing to
identify and correct problems with survey items [241, 242]. Cognitive interviewing is a
popular technique that has been used to improve the quality of patient-reported outcomes
because it focuses on the cognitive processes that respondents use to complete selfcompleted surveys [187]. For instance, the verbal probing technique (one method of
cognitive interviewing) was effective in minimising difficulties in a thyroid-quality of life
questionnaire [243]. Cognitive testing was not done during the earlier stages of
development because it is arguably a qualitative study in itself [73], and there was
insufficient time for further empirical research.

Other problems related more specifically to the design of the instrument (see Chapter 8).
The instrument was developed using a pool of items that were judged by the development
team to map onto each of the five empowerment dimensions. As a result, some of the
items were worded quite similarly in the scale because we were trying to find the best way
of asking certain questions. However by including similar items in an instrument, the scale
is open to problems relating to item construction, scale design or model [174]. One
problem related to writing items that are essentially paraphrases of one another is related to
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‘bloated specifics’ which are items that are highly correlated, and if there are enough of
them, they will load a factor [174].

A five-point Likert-type scale (where 5 equals ‘strongly agree’, 1 equals ‘strongly
disagree’) was selected for the empowerment instrument, as this was felt to be the most
appropriate in terms of minimising response burden and enhancing reliability. Instruments
made up of items that are scored on a continuum, summed to form an overall score, and are
compatible with the instrument’s theory, most frequently use Likert-type response formats
to measure the moderation of opinion [170]. However it is also possible that a simpler
response option such as a binary response system using ‘true’ or ‘not true’ response would
also be an appropriate response option for this patient group. Using a binary response
might make the instrument more practical for use in future research studies [244].

11.8 Critique of methods of the testing of the instrument

The methodology used to test the new instrument had a number of limitations and these are
next outlined.
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Design

The main limitation is that the validity data is based on a cross- sectional survey which
makes it difficult to determine causal relationships between the independent and dependent
variables. The ability of the scale to predict outcomes longitudinally remains to be
demonstrated and represents a more appropriate test of validity.

Postal survey and limitations

Limitations of the postal survey include use of a sample from only three general practices
in one region in the UK. The sample was relatively heterogeneous demonstrating different
long-term conditions and variation on a number of important characteristics (see Chapter
10). Almost half of the sample reported circulatory, diabetic or joint conditions and there
was evidence of morbidity, with over a third of the sample reporting more than one
condition. However the majority of respondents were older white females with relatively
low levels of formal education, and retired from paid work. Even though the postal survey
was sent to three ethnically diverse, low SES areas of Manchester, 90% of responders were
of white ethnicity. This might explain the relatively low rates of enablement among
respondents; research suggests that patient enablement in primary care is higher in ethnic
diverse group [113].
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Six hundred surveys were sent out and completed responses were received from 197
(33%). Although largely in line with current surveys in this population locally [187] and
nationally [245], the response rate was relatively low and the possibility of non-response
bias remains. Non-response bias is a common problem in self-report surveys of healthcare
experiences where responders with particular characteristics or experiences are more likely
to respond [187]. It was not possible to explore characteristics of non-respondents as
current ethical guidelines do not allow data recording on patients who do not consent to
participate. However, it should be noted that the study was not designed to assess
prevalence, and that response bias will likely have more limited effects on assessment of
relationships (although it may lead to restriction in range if certain types of patients do not
respond).

Test retest reliability is yet to be assessed and the use of self-report cross-sectional surveys
brings the problem of social desirability [246]. Social desirability may explain
respondents’ high scores of empowerment and their perception of quality of chronic care
(PACIC [183]) - patients may desire to please the researcher by reporting that their chronic
care is to their satisfaction [246].
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Factor analysis and limitations

As outlined in Chapter 8, EFA by definition is exploratory and was used in this study to
identify separate dimensions of empowerment in the data set [174]. There is an argument
that the data should have been subjected to confirmatory analysis to confirm a priori
hypotheses. This form of factor analysis would also help to test the extent the instrument
has the same structure across other subgroups of patients with long-term conditions, and
for this reason may be more useful to perform in the future ([171] see Section 11.11:
Future Agenda).

The current study used the popular method of PCA followed by PFA to extract the factors
[174] (as outlined in Chapter 8). However, it has been suggested that this method has a
tendency to produce inflated item loadings and this is especially problematic with smaller
data sets [171]. Future work may involve using Maximum Likelihood (another FA
extraction technique) to produce more reproducible results [171].

The factor solution suffered from a number of cross-loading items which may be indicative
of problems with items. A number of cross-loading items may be dropped from the
analyses in future analyses to gain a clearer structure. However, the sample size was
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arguably too small to offer a clear solution and more data needs to be collected to validate
the model [174].

Main analysis

The main analysis used a standard type of multiple regression (see Chapter 9), and missing
data were imputed by calculating the average empowerment score per completed item.
The analysis was run with outliers present. This was mainly because there were so few
outliers in the data set and it was not clear that outliers’ responses were invalid and could
justifiably be excluded.

The unit of analysis was at the individual level, but empowerment scores may be clustered
within GPs and PNs and practices. Adjusting for clustering in the analysis would have
increased the width of the confidence intervals [175] and impacted on the significance of
some relationships.

The main analysis is vulnerable to multiple hypothesis testing [247] as a large number of
hypotheses were tested. This issue may have been dealt with by changing the significance
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level or through a Bonferroni correction [247] - although such procedures may be less
relevant to exploratory work of the kind reported here.

Selection of external measures

Due to respondent burden and concerns about the sample size, it was not possible to
include all of the measures that were theoretically and empirically associated with
empowerment in long-term conditions, and the results of the validation of somewhat
limited.

The PEI was chosen to test criterion validity [85]. The systematic review reported in
Chapter 5 highlights that the PEI was the only instrument that was developed and validated
to measure empowerment through the associated concept of enablement in the primary
care setting [94]. The results of the multivariate analysis highlight that patient enablement
was shown to be less strongly related to empowerment than other predictors in the
analysis.

The results of the pilot study underlined the importance of having continuity in the form of
seeing a preferred doctor for empowerment in long-term conditions. However, the
measures used in this study reflected only certain attributes of continuity involving seeing
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the same GP (GPPS [187]) and seeing a preferred GP (GPPS [187]). It is possible that
using another measure of continuity may give different results.

There are many other factors not measured in the current study that are important to gather
construct evidence of empowerment in long-term conditions. For instance, a quality of life
measure or other standardized measures of psychological functioning may have been
useful. It was also evident from the qualitative data that health literacy was a key issue in
this group of patients which could have been examined by administering a health literacy
measure that has been developed from the patient perspective [136]. However, such scales
can be difficult to use in the context of a postal survey.

Moreover, it may be said that the new instrument has some concept overlap with two
psychometrically sound instruments used currently in health services research measuring
patients illness beliefs – the Illness Perception Questionnaire (IPQ [248]) and patient
activation in health care - the Patient Activation Measure (PAM [249]). Both these
instruments would test the model of empowerment and build on preliminary construct
validity evidence. In line with the results of survey study, it would be expected that both
of these instruments would be strong predictors of increases of all four empowerment
totals (overall empowerment; identity; knowledge and enabling) because they have similar
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item content to the key predictors of empowerment – the PACIC [183] and the Constructed
Meaning Scale [179].

All external measures were chosen because they had a wealth of reliability and validity
psychometric properties and most have been used extensively in postal surveys of general
practice populations (see Chapter 8). All measures were used in their validated format
except one measure (Constructed Meaning), where the word ‘cancer’ was replaced with
‘condition’ in all eight items and one item was omitted from the scale due to its lifethreatening nature [179]. It is possible that these item modifications may have affected
reliability and validity [73].

11.9 Future research agenda

Questionnaire development and validation is an on-going process, and there are a number
of potential developments of the proposed empowerment scale.

Routine use of the scale is likely to be enhanced by reducing the number of items as the
instrument currently has 47 items. One (‘knowledge and understanding’) of three
dimensions of the measure suffered from a low alpha (<0.7 [170]). In the future, the scale
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may benefit from further examination of the Total Item Scale Reduction table, which is a
SPSS Reliability procedure which displays the effect of omitting each item on the overall
alpha. The item whose omission has the least impact on the alpha [170], is dropped as a
scale reduction technique.

The factor solution suffered from a number of cross-loading items which may be indicative
of problems with items. Item reduction may be performed in the future by dropping a
number of cross-loading items from the analyses to gain a clearer structure and to
potentially reduce the length of the measure. The evaluation of test-retest reliability and
confirmatory factor analyses may be performed to confirm the scale structure using a
larger sample of patients with long-term conditions. Therefore, future testing may involve
exploring a shorter version of the empowerment instrument.

Future validation studies may include prospective studies which would be useful to
validate the model at different time points. The only published instrument in the review to
be measured prospectively was the PEI [85], and this validation study demonstrated that
enablement score at consultation predicted enablement score at 3 and 12 months in patients
attending the Glasgow Homeopathic Hospital [115].
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Future work may validate the instrument on patients at diagnosis and at crucial treatment
periods to identify those patients who have had a shorter amount of time to accept their
condition. Or may involve using a more diverse sample of long-term conditions, for
example patients with chronic pain, where the theory of empowerment would be further
tested. Published research has shown that these types of patients struggle with having no
label to their conditions, and there may be different associations with empowerment [208].

Pending the assessment of test-retest reliability and confirmatory factor analyses described
in the previous section, the instrument might usefully be used in different study designs of
self-management studies within primary care. For instance, longitudinal studies or
randomised controlled trials of self-management interventions may make use of the
instrument to see whether it is sensitive to the effects of interventions designed to improve
empowerment, and whether such changes are subsequently associated with changes in selfcare behaviours, health outcomes and quality of life.

Interventions that might be expected to lead to increased empowerment might include GP
communication skills training [250], and self-management support, such as the chronic
disease self-management programme [189], and the Whole Systems Informing SelfManagement Engagement training package (WISE [251]). The current study - to
understand and measure empowerment in long-term conditions was born out of a thesis
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that developed and tested the effects of a decision aid intervention for patients with
menorraghia in primary care [252]. The empowerment instrument could be useful to test
the effects of that decision aid intervention and to identify key dimensions of
empowerment that could be improved with patients.

The qualitative work in this study has drawn attention to a few issues worthy of future
exploration. Firstly, a further comparison of the perspectives of patients and practitioners
is suggested to gain a complete picture of the optimal management of long-term conditions
in primary care. Secondly, as data category saturation and iteration was not achieved in
the practitioner data-set, more interviews with practitioners are warranted - particularly as
their understanding of how to facilitate empowerment influences how it is practised in
relation to the Chronic Care Model.

As outlined in Chapter 6, the ontological and epistemological approach to the study
informed the choice of data sources and methods in the study. Interviews were chosen to
access the participants’ interpretations; experiences, attitudes and understandings.
Methods were informed by the principles of grounded theory and constant comparison
analysis to facilitate comparisons of patient and practitioner perspectives of interpretations
of empowerment. This approach informed the research question - what can be learnt from
comparing the perspectives of patients and practitioners in primary care, and how can we
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explain the differences and similarities between them? Overall, the theoretical approach
was influenced by perspectives of primary care, psychology, and sociology of health and
illness.

In this study, the association between patient empowerment and cognitive representations
of long-term conditions was highlighted. Leventhal’s Self Regulatory Model of Illness
Behaviour is a specific theoretical framework which proposes that individuals develop
representations about their illness and symptoms which helps them plan to manage their
condition [253].

However, although illness representations came up within particular interviews, the
analytical approach taken was informed by the research question. The qualitative data
was analysed from a social science perspective to investigate participants’ interpretations,
experiences and understandings in relation to living with a long-term condition, with an
aim to develop a generic measure of empowerment for primary care.

Future qualitative analysis might usefully involve re-analysing the qualitative data using an
alternative theoretical framework, such as Leventhal’s Self Regulatory Model of Illness
Behaviour.

398

Future research might also explore the relationship between measures of illness
perceptions (such as the IPQ [248]) , and the current empowerment measure. It may be
helpful to test the construct validity of the new measure against the IPQ [248], as this
measure is designed to capture representations of specific illnesses, rather than generic
feelings of empowerment [248, 254]. However, exploring the relationships between the
measures may be fruitful, as it is possible that certain types of illness representations (such
as those around controllability) may be predictive of levels of empowerment.

Finally, empirical studies may use a triangulation of methods to test the empowerment
theory further. More qualitative studies which include participant observations and indepth interviews, followed by administering the new empowerment instrument might be
useful to illuminate what patients say they do in relation to living with a long-term
condition and what they actually perceive that they do.

11.10 Implications for practice and policy

Following further scale development work, the empowerment instrument may be useful as
a PROM (that is, as previously described in Chapter 6, a self-completed questionnaire) in
achieving and measuring improvements in empowerment in the management of their long399

term conditions in practice. Both PROMS and patient empowerment are identified as key
aspects of UK health policy in the future NHS [2]. How PROMS are used currently in
practice is outlined below.

The current government has emphasised the need for health outcome measures that are
grounded in the patient perspective, to help patients be the primary decision-makers of
their healthcare. Guidance on the routine use of PROMS has been developed to meet these
requirements [134]. Specific guidance on their implementation has been produced for all
providers of the NHS [134]. The routine use of PROMS has been advocated in all
patients’ pre- and post-elective surgery in four clinical areas (PROM names are in italics in
brackets): (1) unilateral hip replacements (Oxford Hip Score + EQ-5D); (2); unilateral
knee replacements (Oxford Knee Score + EQ-5D); (3) Groin Hernia Surgery (EQ-5D); (4)
Varicose Vein Surgery (Aberdeen Varicose Vein Questionnaire + EQ5D) [134].

Data gathered from PROMS impact on the process of care - with a less impact on health
outcomes [255]. For instance, a hip replacement questionnaire compares patients own
assessments of their mobility and pain before and after a hip operation – creating a
measure of quality of care [134]. A PROM is based on a self-completed questionnaire
which measures the patients’ health perception at a single point in time [134]. Publication
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of PROMs data is now done on a quarterly basis and results are openly available online
from the National Information Centre.

PROMS have also been developed for research purposes that are grounded data on
patient’s experience to assess the quality of NHS services. Recent PROMS include: the
Patient Empowerment Scale developed to measure the patient benefits of clinical genetic
services [135], and the HeLM questionnaire developed to measure health literacy in
clinical, research and population based surveys [136].

It is important for primary care practitioners to be aware of the empowerment level of their
patients. Should further work confirm the validity of the empowerment instrument, it may
have utility within wider initiatives in terms of using PROMS as quality improvement
measures as outlined above. This will ensure that patient empowerment receives attention
alongside other more clinically focused outcome measures.

A further policy implication concerns the quality of chronic care provided to patients
inside the consultation, and patient continuity. Having quality of chronic care (PACIC
[183]) in the past six months - in terms of having a patient-centred and a collaborative
relationship with a healthcare team, was more empowering than having confidence and
trust in your regular doctor (as measured by the GPPS continuity variable [187]), and more
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empowering than having interpersonal care at your last GP appointment (as measured by
the GPPS continuity variable [187]).

Currently the GPPS survey incorporates patient enablement and continuity of care
(amongst other instruments assessing other aspects of care such as access) and is currently
being used as a measure of quality improvement in primary care [2]. However, the PACIC
[183] offers a more comprehensive assessment of chronic care than GPPS [187], and
patient surveys might usefully include aspects of PACIC [183] if empowerment was seen
as a policy priority.

In terms of providing self-management support, the NHS needs to look at ways to facilitate
empowerment in practice within the patient- practitioner relationship. Participation in selfmanagement groups alone was thought by both patients and practitioners as insufficient to
bring about empowerment in long-term conditions. Both patients and practitioners
preferred organising one-to-one discussions with patients who may be coping less well
rather than referral to self-management groups. One way may involve developing
empowerment training and interventions that support practitioners to empower which are
grounded in patient perspectives (via methods such as PROMS).
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11.11 Conclusion

This study developed and tested an empowerment instrument for patients with long-term
conditions, and examined its preliminary reliability and validity. The instrument consisted
of three factors - ‘identity’, ‘knowledge and understanding’, and ‘enabling others’ and has
a total of 47 items. There was preliminary evidence for the reliability and validity of the
instrument.

Following further examination of its psychometric properties and construct to refine the
internal structure of empowerment, the instrument has the potential to be of practical use as
a research tool for health services research in the management of long-term conditions in
primary care, and as a possible PROM for quality improvement.
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Appendix 1
Empowerment subject search strategy
Current: CINAHL, EMBASE, Ovid MEDLINE (R), PsycINFO
Date run: 18th February 2008
Interface: OVID SP
Limitations: none
Copy of search strategy: Empowerment
Total number of records retrieved by search: 73124
Total number of records downloaded to Reference Manager:
Name of Reference Manager Database: Empowerment

1. "patient empower$".ti.
2. "patient involv$".ti.
3. "patient centred$".ti.
4. "patient participat$".ti.
5. "powerless$".ti.
6. "self care".ti.
7. patient empowerment.tw.
8. patient centredness.tw.
9. powerless$.tw.
10. (self adj3 care).tw.
11. *Patient Participation/px
12. *Patient-Centered Care/mt, og
13. *Consumer Participation/px
14. *Professional-Patient Relations/
15. *Physician-Patient Relations/
16. *Helplessness, Learned/
17. *Self-Care/px
18. *Personal Autonomy/
19. or/1-18
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Appendix 2
Psychometric Assessment of Construct Validity
Table 1a: Psychometric assessment of construct validity measurement properties of the PEI [85]
Measure

Patient
Enablement
Instrument

Construct validity

Associations with other variables (variable, subjects, direction with domain, and magnitude)
Demographic
Cross-sectional design (n = 200): Spearman’s correlation analyses revealed patient enablement at the GHHS was significantly positively correlated with age (ρ = 0.18; p<
0.05) [117].
Retrospective, observational design (n = 143): a t-test revealed adjusted and unadjusted enablement scores were not significantly associated with age
Retrospective, observational design (n = 143): a t-test revealed men had significantly lower enablement scores (M = 4.49, n = 37) than women (M = 5.75, n = 94) at p< 0.05
[120]
Cross-sectional design (n = 1713): there were no significant differences in enablement scores between respondents’ age and sex
Cross-sectional design (n = 1713): enablement scores significantly differed by ethnic groups. Pakistani (M = 6.1, n = 26) and Indian (M = 6.3, n = 240) respondents had the
highest enablement scores, and Bangladeshi (M = 5.4, n = 31) African /Caribbean respondents (M = 4.3, n = 60) and other respondents (M = 4.3, n = 23) had higher means
than white respondents [256].
Cross-sectional design (n = 1713): respondents who described themselves as white had significantly lower enablement mean scores (M = 4.2, n = 1 274) than the
enablement mean scores for all other respondents (M = 5.8, n = 382)
Cross-sectional design (n = 1713): at practice level, there were no significant differences in enablement scores for each general practice and demographic characteristics
(age, sex) [256].
Cross-sectional design (n = 1713): at practice level, there were significant differences in enablement scores for each general practice and respondents ethnic minority group,
who had higher enablement scores at p< 0.05
Cross-sectional design (n = 1713): at practice level, when practices were divided into four groups based on their enablement scorers, 7/ 28 practices were ‘high enablers’ (M
= 6.5) than 7/28 lowest scoring practices (M = 3.1). There were no significant differences found between the highest and lowest enabling scoring groups by age and sex
[256].
Cross-sectional design (n = 1713): there was a significant association between practices with lower enablement scores and ethnic group of respondents. These practices
were found to have a higher proportion of white respondents at p<0.05 [256].
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Table 2a : Psychometric assessment of construct validity measurement properties of the PEI [85]
Measure

Patient
Enablement
Instrument

Construct validity

Associations with other variables (variable, subjects, direction with domain, and magnitude)
Demographic
Cross-sectional design (n = 190 038): a hierarchical regression with % enablement score as the dependent variable and sociodemographic and health factors (Model A),
continuity of care (Model B), and ratings of GP communication (Model C) entered as predictors (n = 120 538) revealed that of the patient demographic variables, ethnicity
was a key predictor in enablement; after controlling for differences in GP communication and continuity of care, ethnic minority respondents reported higher enablement
scores [113]
Cross-sectional design (n = 190 038): ratings of GP communication was significantly associated with lower enablement scores in white responders than ethnic minority
patients (Model C: Black β = 5.4, Asian β = 6.1, Chinese β = 6.2)[113]
Cross-sectional design (n = 190 038): patients in all three ethnic minority groups reported lower levels of continuity of care than white responders (Model B: Black β = 1.4,
Asian β = 0.94, Chinese β = 0.50)[113]
Cross-sectional design (n = 190 038): middle-aged (31- 60 years) patients were significantly associated with lower enablement scores (31- 45 years: Model A β = -0.30,
Model B β = -0.90, Model C β = -1.6; 46- 60 years: Model A β = -0.78, Model B β = -1.9, Model C β = -1.9) than younger patients (16- 30 years) [113]
Cross-sectional design (n = 190 038): there was a significant positive association with an increase in enablement scores in older-aged patients (≥ 61 years) (61- 75 years:
Model A β = 3.2, Model B β = -1.4 , Model C β =-0.47: ≥ 76 years: Model A β = 4.6 , Model B β = 2.4, Model C β = 0.23)[113]
Cross-sectional design (n = 190 038): there was a significant reduction in enablement scores in female patients compared to male patients (Model A β = 0.10 , Model B β =
0.04, Model C β = -0.77)[113]
Cross-sectional design (n = 5 527): mean enablement score at consultation were distributed according to 25 th, 50th, and 75th percentile in 3 groups of enablement: low
(31.5%), medium (46.8%), and high (21.7%). Distribution of enablement scores (presented as median, interquartile range) showed a decrease in enablement scores by an
increase in patient age (≥ 65 M = 6.0) and number of self-reported chronic diseases (0 – 1 LTCs M = 7.0) [98]
Cross-sectional design (n = 5 527): enablement scores increased with educational level (college/ university M = 7.0), self-perceived socio-economic status (M = 7.0), selfperceived health status (M = 10) [98].
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Table 3a: Psychometric assessment of construct validity measurement properties of the PEI [85]
Measure

Patient
Enablement
Instrument

Construct validity

Associations with other variables (variable, subjects, direction with domain, and magnitude)
Demographic
Cross-sectional study (n = 7 924): at patient level, enablement was positively associated with gender (being female) (0.36) [99]
Cross-sectional study (n = 7 924): at patient level, enablement was negatively associated with age (-0.03) [99]
Cross-sectional study (n = 7 924): at patient level, a multiple regression with Polish PEI as the dependent variable and age (years), gender, psychological morbidity,
consultation length (minutes), and knowing the doctor as independent variables only predicted 5% of the variance in enablement [99],
Cross-sectional study (n = 7 924): GPs mean Polish PEI score was positively related with average consultation length (0.13; p< 0.03) [99],
Cross-sectional study (n = 7 924): GPs mean Polish PEI score was negatively related to the average age of patients (-0.07; p< 0.02) [99],
Cross-sectional study (n = 7 924): GPs mean Polish PEI score was non-significantly related to the proportion of female patients [99]
Cross-sectional study (n = 7 924): at doctor level, a multiple regression with GPs average Polish PEI score was predicted by the same predictors of enablement at patient
level (but aggregated as doctor-level means or proportions), and this model predicted 30% of GP’s mean Polish PEI score [99],
Cross-sectional study (n = 7 924): Polish patients had a significantly higher overall enablement score relative to a UK study (P M = 4.0, UK M = 3.1; p< 0.001), supporting
higher enablement for other language consultations [99, 113, 119, 256]
Cross-sectional design (n = 5 527): patients age was significantly associated with enablement for male patients (OR = 1.02, p = 0.003) [98].
Cross-sectional design (n = 152): a t-test revealed lower HK PEI scores in the elderly (≥ 60) compared to patients aged 18- 59 years (baseline M = 3.84, ES 0.65; follow-up
M = 3.47, ES 0.60 p< 0.01) [101].
Cross-sectional design (n = 152): there was no significant difference in male and female HK PEI scores at baseline or follow-up [101].
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Table 4a: Psychometric assessment of construct validity measurement properties of the PEI [85]
Measure

Patient
Enablement
Instrument

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Clinical
Cross-sectional design (n = 22 077): enablement is associated with longer consultations in patients with a variety of different needs [110-112].
Cross-sectional design (n = 22 077): there were significant differences between enablement scores for both short and long consultations in four of the six questions for
patients consulting with social problems [110].
Cross-sectional design (n =14 906): the overall percentage of patients with marker conditions reporting enablement decreased significantly between 1990 and 1992, from
35% to 30% (p< 0.001)
Cross-sectional design (n =14 906): the proportion of enablement levels (scoring ≥ 6) decreased for eight conditions and rose for four conditions over time between 1990
and 1992 [257]
Cross-sectional design (n =14 906): the proportion of patients with marker conditions not reporting social problems decreased significantly by 6% between 1990 and 1992
(p< 0.001) [257]
General Practice Shadow funding project, cross-sectional design (n =1, 685): longer consultation time was associated to greater enablement for any group of patients having
similar clinical needs [85].
General Practice Shadow funding project, cross-sectional design (n =5, 418): patients consulting with physical problems reported higher levels of enablement than those
with psychological and social problems (p< 0.00001) [85] [113].
Cross-sectional design (n = 884): a sub analysis revealed the association between enablement levels and different consultation lengths for patients with psychological
problems revealed the association was less strong for patients with a General Health Questionnaire (GHQ) score <5 [85]
General Practice Shadow funding project, cross-sectional design (n = 1, 685): having less enablement was associated with consultations of the same length where the level
of clinical needs of patients became greater [85].
Shadow funding cross-sectional design (n = 1, 685): data from 6 general practices revealed 3 practices which allocated more time at consultation enabled patients with
different clinical needs (physical, social or psychological needs) more (Practice 1: M consultation length = 7.8 minutes M enablement score = 3.9) than 3 practices which
allocated less time at consultation [85]
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Table 5a: Psychometric assessment of construct validity measurement properties of the PEI [85]
Measure

Patient
Enablement
Instrument

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Clinical
Cross-sectional design (n = 49): more patient- centred doctors (n = 25) enable more patients (PEI = 33; p< 0.07) when all consultations are considered together (M
consultation length = 7.8; p< 0.03), but this association is non-significant for patients with psychological problems (n = 25, PEI = 27; M consultation length = 8.9) [85].
Cross-sectional design (n = 25, 994): overall enablement scores were achieved for most case-mix presentations (M = 3.1) [112].
Cross-sectional design (n = 25, 994): mean duration of consultation for all patients (M = 8.0 minutes) increased for patients with psychological problems or where
psychological and social problems co existed (M = 9.1- 9.2 minutes) [112].
Cross-sectional design (n = 25, 994): patients who wanted, but did not get, a prescription reported lower enablement for equal duration of consultation (M = 2.8, M duration
= 7.4 minutes), and this was particularly in patients with biomedical problems (Medium = 50.2 minutes, M = 3.2) [112].
Cross-sectional design (n = 25, 994): patients with social problems had the lowest reported enablement scores for equal duration of consultation (M = 2.2, M duration = 7.4
minutes). Patients with a social problem combined with a high GHQ score had higher enablement for longer duration of consultation (M = 3.2, M duration = 9.7) [112].
Cross-sectional design (n = 25, 994): at doctor level, doctor’s order for mean enablement scores and mean duration of consultation were not influenced by case-mix for
patients seen with social and psychological problems, knowing the doctor well, and patients speaking other languages in consultations [112].
Cross-sectional design (n = 25, 994) enablement score was not associated with clinical diagnosis of patients (case-mix of patients) [112]
Cross-sectional design (n = 23, 799): there were modest correlations between doctor’s ranks on the CQI and the proportion of patients seen ≥ 65 years (r = 0.35), the number
of patients who had been asked to come back (r = 0.29), and the ration of chronic and acute patients (r = 0.33) [116]
Cross-sectional design (n = 23, 799): there were no significant correlations between doctor’s rank of the proportion of patients seen with social, psychological, acute,
chronic problems and the complete CQI or any component parts [116]
Cross-sectional design (n = 200): an ANOVA revealed lower enablement scores was positively associated with severe pain or discomfort (as measured by the Euroquol 5D:
M = 2.9, n = 34; p< 0.05) than no or moderate pain in GHHS respondents [117].
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Table 6a: Psychometric assessment of construct validity measurement properties of the PEI [85]
Measure

Patient
Enablement
Instrument

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Clinical
Cross-sectional design (n = 200): Spearman’s correlation analyses revealed patient enablement at the GHHS was significantly positively correlated with improvement in
general well-being (ρ = 0.40; p< 0.001); improvement in main complaint (ρ = 0.36; p< 0.001); level of pain/ discomfort (Euroquol: ρ = 0.25; p < 0.001), and less well with
current health state (Euroquol ρ = 0.18; p< 0.05) [117].
Retrospective, observational design (n = 143): an ANOVA revealed enablement scores were not significantly associated with type of main complaint [120]
Retrospective, observational design (n = 143): both enablement scores and adjusted enablement was strongly positively correlated with the outcome of the GHHOS main
complaint (p = 0.48, p = 0.46 ) and GHHOS improved well-being (p = 0.52, p = 0.52) at p< 0.0001
Retrospective, observational design (n = 143): both GHHOS main complaint and GHHOS improved well-being was significantly positively correlated with 6/6 enablement
subscales. 4/6 PEI subscales were strongly associated with GHHOS main complaint at p< 0.0001 and 2/6 PEI subscales were less well associated with GHHOS main
complaint at p< 0.005 and p< 0.01. All PEI subscales were strongly associated with GHHOS improvement to well-being at p< 0.0001 [120],
Pilot prospective design (n = 187): enablement scores at 3 months were predictive of both GHHOS main complaint and well-being scores at 12 months (r = 0.45, p< 0.0001;
r = 0.51; p< 0.0001)
Pilot prospective design (n= 187): there was no significant correlation between enablement and Measure Yourself Medical Outcome Profile (MYMOP) change scores or
changes in SF-12 [115]
Cross-sectional design (n = 3, 044): at patient level, there was a significant decrease in enablement scores in consultations for psychosocial problems in the most deprived
areas of Scotland (M = 3.3 vs. M = 4.1; p = 0.03) [10].
Cross-sectional design (n = 3, 044): at doctor level, there was significantly lower mean GP patient enablement scores in clinical encounters with patients with psychosocial
problems in the most deprived areas (M = 3.3; p< 0.005) than patients from the least deprived areas (M = 4.5) [10].
Cross-sectional design (n = 3, 044): at doctor level, there was a significant negative association between GP mean patient deprivation score and patient enablement in
patients with psychosocial problems (r = .64; p = 0.02) [258].
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Table 7a: Psychometric assessment of construct validity measurement properties of the PEI [85]
Measure

Patient
Enablement
Instrument

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Clinical
Cross-sectional design (n = 3, 044): at doctor level, there was a significant positive association between empathy and enablement scores in consultations with patients with
psychosocial problems (r = 0.56); even after controlling for the deprivation score (r = 0.46; p = 0.44) [10].
Prospective, cross-sectional design (n = 136): a structural equation model revealed a prospective relationship between enablement and changes in main complaint and wellbeing at 1 month (path co-efficient = 0.31) [114].
Cross-sectional design (n = 190 038): a hierarchical regression with % enablement score as the dependent variable and sociodemographic and health factors (Model A),
continuity of care (Model B), and ratings of GP communication (Model C) were entered as predictors (n = 120 538) controlling for all other factors. Patients reporting a
longstanding illness was significantly associated with lower enablement scores (Model A β = -6.8, Model B β = -7.4, Model C β = -7.7) [113]
Cross-sectional study (n = 7 924): individual t-tests compared case-mix distribution in Polish and UK enablement studies (n = 23 799) revealed PEI mean scores were
higher in the UK for patients with biomedical (P M = 2 054, UK M = 9 413), social (P M = 3 001, UK M = 5 080), psychological (P M = 598, UK M = 2 287) needs at p<
0.001 [99, 112]
Cross-sectional study (n = 7 924): PEI mean scores were higher in the UK than Poland for patients with complex needs (P M = 1 596, UK M = 4 775), non-significantly and
higher in patients with administration needs (P M = 395, UK M = 2 007), non-significantly [99, 112]
Cross-sectional design (n = 152): a paired t-test revealed there was no difference in PEI score according to reason of consultation between acute disease at baseline (M =
4.22) and chronic disease (M = 4.85) at follow-up (acute M = 4.08; chronic M = 4.31; p< 0.048 n/s) [99, 112]
Cross-sectional study (n = 7 924): Polish PEI scores were higher for patients with biomedical problems (M = 4.3) and lower for patients with complex problems (that is,
biomedical, psychological, and social in combination: M = 3.8), and Polish PEI scores were lower for patients with administrative needs (M = 3.8) [99]
Cross-sectional design (n = 25, 994): mean enablement score (M = 3.3) and mean duration of consultations (M = 9.0) increased when consultations had a psychological
component (p< 0.05) [112].
Retrospective, observational design (n = 143): an ANOVA revealed enablement scores were not significantly associated with patient expectations (confidence in treatment
before starting) [120]
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Table 8a: Psychometric assessment of construct validity measurement properties of the PEI [85]
Measure

Patient
Enablement
Instrument

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Psychological
Cross-sectional study (n = 7 924): enablement was negatively associated with psychological morbidity identified by GHQ-12 scores of ≥ 5 (M = 3.8) than patients with
GHQ-12 scores < 5 (M = 4.1) at p = 0.01[99]
Cross-sectional study (n = 7 924): at patient level, enablement was negatively associated with GHQ scores (-.29) [99]
Cross-sectional study (n = 7 924): at doctor level, GPs mean Polish PEI score was non-significantly related to the proportion of GHQ scores [99]
Process of care
Cross-sectional design (n = 21, 707): enablement (5-items within the satisfaction questionnaire) was found to discriminate between short and long GP consultations. A
significantly higher proportion of favorable responses were shown for long compared with short consultations for 17 of 33 questions asked (p< 0.01 for 11 questions) [109].
Cross-sectional design (n = 22 077): out of 3 responses (6 PEI questions: much better, better, same or less), the percentage of patients responding to the ‘much better’ option
decreased significantly between 1990 and 1992 (p< 0.05). In four of the questions, this was matched by an increase in the ‘better’ response category. Responses to the
‘same or less’ category increased significantly for ability to help yourself (p< 0.04) [110].
General Practice Shadow funding project, cross-sectional design (n = 49 practices): overall mean enablement score was consistently higher when correlated with time
(length of all consultations, marker consultations) at p< 0.001 [85]
General Practice Shadow funding project, cross-sectional design (n = 49 practices): very long consultations were significantly correlated with the percentage of patients
scoring the highest enablement level (length of all consultations r = 0.61; p< 0.000; marker consultations r = 0.50; p< 0.000) [85]
General Practice Shadow funding, cross-sectional design (n = 49 practices): having more time with your doctor, your doctor being in a hurry and having your opinions
valued by your doctor was introduced into the enablement score, and intercorrelations between each and enablement score were significantly positively associated with
enablement (time with doctor - enablement r = 0.50; doctor in a hurry - enablement r = 0.09; opinions valued - enablement r = 0.25) [85]
General Practice Shadow funding cross-sectional design (n = 1, 685): data from 6 general practices revealed 3 practices which allocated more time at consultation was
associated with enabling patients (Practice 1: M consultation length = 7.8 minutes, M enablement score = 3.9) than 3 practices which allocated less time at consultation [85]
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Table 9a: Psychometric assessment of construct validity measurement properties of the PEI [85]
Measure

Patient
Enablement
Instrument

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Process of care
General Practice Shadow funding cross-sectional design (n = 1, 893): data from 6 practices revealed higher enablement was associated with longer time spent at
consultations (Practice 1: M consultation length = 10.5 minutes, M enablement score = 4.0 in patients wishing to discuss problems) [85].
General Practice Shadow funding cross-sectional design (n = 1, 893): lower enablement was associated with less time spent at consultations (Practice 5: M consultation
length 68 minutes, M enablement score = 2.7 in patients not wishing to discuss problems) [85].
Cross-sectional design (n = 49 practices): data collected from 1990- 1992 was used to rank enablement scores by doctors who were more or less patient- centred (using
Cockburn’s Australian Attitudes instrument). Doctors who spent more time with patients in consultations and enabling patients, were more likely to be more patient centred
compared to those who spent less time and enabled less (who were more likely to be less patient centred).
Cross-sectional design (n = 49 practices): more patient- centred doctors (n = 25) enabled more patients (PEI = 33; p< 0.07) when all consultations are considered together
(M consultation length = 7.8; p< 0.03) [85].
Cross-sectional design (n = 25, 994): for individual consultations, a t-test revealed enablement score was significantly associated with duration of consultation (M = 8.3) and
knowing the doctor well (M = 3.6) at p< 0.005. [112].
Cross-sectional design (n = 25, 994): the more problems patients wanted to discuss (≥2), the longer the consultation (M = 9.7 minutes) and the greater the enablement (M =
3.4) at p< 0.05 [112].
Cross-sectional design (n = 25, 994): at practice level, ‘fit in’ consultations were shorter than routine consultations (whether booked or open), was associated with lower
enablement scores (M = 2.4) and shorter consultations (M = 7.2) at p< 0.05 [112].
Cross-sectional design (n = 25, 994): enablement was greatest in single-handed practices (M = 3.4) and lowest in practices ≥ 6 doctors (M = 3.0) [112].
Cross-sectional design (n = 25, 994): less experienced doctor’s (< 3 years) achieved similar enablement scores (M = 2.9) non-significantly, by spending more time with
unfamiliar patients than experienced doctor’s (M = 2.7; p< 0.05). [112].
Cross-sectional design (n = 25, 994): being vocationally trained did not significantly affect enablement scores (M = 3.1) but length of consultations was significantly shorter
(M = 8.0). Doctors who were non-members of the Royal College of General Practitioners had similar enablement scores (M = 3.1) non-significantly [112].
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Table 10a: Psychometric assessment of construct validity measurement properties of the PEI [85]
Measure

Patient
Enablement
Instrument

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Process of care
Cross-sectional design (n = 25, 994): enablement was reduced by interruptions to the consultation (M = 2.8; p< 0.05) (especially in biomedical consultations) [112, 113]
Cross-sectional design (n = 25, 994): doctors categorized as being ‘patient-centred’ had similar enablement scores (M = 3.2) non-significantly [112].
Cross-sectional design (n = 25, 994): at doctor level, doctor’s order for mean enablement scores was positively associated with mean duration of consultation (r = 0.38) for
171 doctor’s with 50 valid enablement scores, 52 doctor’s with over 120 enablement scores (r = 0.66), and 7 doctor’s with 170 enablement scores (r = 0.93) [112].
Cross-sectional design (n = 25, 994): doctors were ranked on the basis of their enablement scores, and doctors in the highest as against the lowest enabled more patients (M
= 4.3), had longer consultations (M = 9.4), had more patients who knew them well, and worked with smaller lists (M = 8 105) [112].
Cross-sectional design (n = 25, 994): at practice level, mean enablement scores ranked (M = 2.3- 4.4) and duration of consultation ranged from (M = 4.9- 12.2 minutes), but
correlations between ranks at practice level were non-significant [112].
A multiple regression at consultation level was run with enablement as the dependent variable, and several covariates were identified as significant predictors of
enablement, including knowing the doctor very well and duration of consultation, and accounted for 4% of the variance [112].
Cross-sectional design (n = 23, 799): there was no correlation between doctor’s not prescribing to patients who wanted prescriptions and their rank position on the CQI
[116]
Cross-sectional design (n = 23, 799): there was no significant correlation between the doctor’s deprivation rank and their CQI rank (r = 0.06), and similarly for the
component parts of the CQI (enablement r = 0.14; consultation length r = -0.14; knowing the doctor r = 0.16) [116]
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Table 11a: Psychometric assessment of construct validity measurement properties of the PEI [85]
Measure

Patient
Enablement
Instrument

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Process of care
Cross-sectional design (n= 865): a multiple regression with satisfaction (MISS), enablement (PEI), and symptom burden (MYMOP at 1 month) as dependent variables and
different components of patient centredness (communication and partnership; interest in life, personal relationship with doctor, health promotion, positive approach, state
anxiety score) as independent variables, revealed independent predicators of enablement were patients’ perceptions of the doctors interest in the effect of the problem on life
(β = 0.55; p< 0.001), health promotion (β = 0.57; p< 0.001), and a positive approach (β = 0.82; p< 0.001) [198].
Cross-sectional design (n= 865): enablement was positively associated to communication and partnership (β = 0.19) non-significantly, and negatively associated with
having a personal relationship with a doctor (β = -0.02) and state anxiety score (β = -0.10) non-significantly [198]
Cross-sectional design (n= 865): being given a prescription was non-significantly associated with enablement [198]
Cross-sectional design (n= 865): enablement score was less if patient expectations were not met for an examination, health promotion (adjusted β = -0.38; -0.14 to -0.63),
and a positive approach (adjusted β = -0.64; -0.38 to -0.90) [198].
RCT, intervention design (n = 191): a Mann-Whitney U test revealed patients receiving immediate rather than delayed antibiotic prescriptions to manage a cough reported
greater enablement (n = 92, Mann- Whitney U = 2221; p< 0.04) than patients with a delayed prescription (n = 99) or control arm (n = 191) [99, 112, 113]
Cross- sectional design (n = 25, 842): a multiple regression with PEI score as the dependent variable and patient OLP (other language present), other own language at
consultation, patient is South Asian language speaker, consultation length, knowing the doctor well, age and sex as covariates, revealed having longer consultations with a
doctor was an independent predicator of enablement scores (parameter estimate: 0.01; p< 0.0001) [119].
Cross-sectional design (n = 200): a t-test revealed enablement scores were non-significantly lower in new patients at the Glasgow Homeopathic Hospital (GHHS) (M = 4.2,
n = 26) than those of follow-up patients (M = 4.8, n = 174) at p = 0.44 [117].
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Table 12a: Psychometric assessment of construct validity measurement properties of the PEI [85]
Measure

Patient
Enablement
Instrument

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Process of care
Cross-sectional design (n = 200): Spearman’s correlation analyses revealed enablement scores was significantly higher for new patients (ρ = 0.39; p = 0.06) than for followup patients at the GHHS (ρ = 0.02; p = 0.75) [117].
Cross-sectional design (n = 200): a t-test revealed the pattern of referral (GP or specialist, patient or doctor-led) at the GHHS had no significant effect on enablement scores
[117].
Cross-sectional design (n = 200): Spearman’s correlation analyses revealed enablement was not significantly associated with length of consultation at the GHHS [117].
Cross-sectional design (n = 200): at doctor level, an ANOVA revealed 1/ 4 doctors at the GHHS had mean enablement score significantly below the others (M = 3.4 vs. M =
5.3, 5.1, 4.4; p< 0.05), who had significantly shorter consultations for follow-up patients, lower confidence in the therapeutic relationship, and lower patient expectation and
empathy scores at p< 0.05 [117].
Cross-sectional design (n = 200): Spearman’s correlation analyses revealed patient enablement at the GHHS was significantly positively correlated with: doctor’s
confidence in therapeutic relationship (ρ = 0.41; p< 0.001); patient expectation (pre- consultation: ρ = 0.40; p< 0.001); empathy of doctor (as perceived by patient: ρ = 0.37;
p< 0.001); knowing the doctor well (ρ = 0.26; p< 0.001), and less well with doctors confidence in the treatment (ρ = 0.22; p< 0.05) [117].
Cross-sectional design (n = 200): Spearman’s correlation analyses revealed lower patient enablement scores at the GHHS were non-significantly associated with new
patients expectation and the doctors confidence in the therapeutic relationship than in the follow-up patients [117].
Cross-sectional design (n = 200): a Stepwise multiple regression with enablement as the dependent variable identified three significant independent factors in predicting
enablement at the GHHS: the patients perception of the doctor’s empathy; the doctor’s own confidence in the therapeutic relationship; and patient expectation before the
consultation.
Empathy explained the largest part of enablement, accounting for 27% of the variance (Model 1); followed by the doctor’s confidence in the therapeutic relationship,
accounting for 11% of the variance (Model 2), and patient expectation accounted for 3% of the variance of enablement (Model 3). Overall, the three factors accounted for
41% of the variation in enablement scores (Model 3) [117].
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Table 13a: Psychometric assessment of construct validity measurement properties of the PEI [85]
Measure

Patient
Enablement
Instrument

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Process of care
Cross-sectional design (n = 1713): low enablement scores were associated with respondents who felt that their GP considered their views as not important (M = 1.9) than
fairly or very important [256]
Cross-sectional design (n = 1713): high enablement scores were associated with those respondents who felt that their GP considered their views as very important (M = 6.2)
than fairly or not important [256]
Cross-sectional design (n = 1713): low enablement scores were associated with those respondents who would have liked to talk about their health in more depth (M = 3.3)
than those respondents who would not liked to talk about their health in more depth [256]
Cross-sectional design (n = 1713): low enablement scores were associated with those respondents who indicated that they spent much too little time (M = 2.1) or not enough
time with their GP (M = 2.2) than spending enough time, too much time and more than enough time [256]
Cross-sectional design (n = 1713): high enablement scores were associated with those respondents who felt that they spent more than enough time with their GP (M = 7.5)
than too much time, enough time, not enough time and much too little time [256]
Cross-sectional design (n = 1713): low enablement scores were associated with respondents who felt that improvements could be made in time keeping for appointments (M
= 3.0) [256]
Cross-sectional design (n = 1713): low enablement scores were associated with issues of communication between the patient and the doctor (M = 1.0) than concerns about
access and facilities (M = 2.4) and waiting times (M = 3.0) [256]
Cross-sectional design (n = 1713): high enablement scores were associated with receiving a complimentary service at the general practice (M = 6.1) [256]
Cross-sectional design (n = 1713): at practice level, there were differences between overall enablement scores and practices (M = 2.3- 9.6) [256]
Cross-sectional design (n = 1713): at practice level, when practices were divided into four groups based on their enablement scorers (7/ 28 practices were ‘high enablers’ (M
= 6.5) than 7/28 lowest scoring practices (M = 3.1)), there was a significant difference between the group of high enabling practices who had a higher proportion of
respondents who indicated that they had spent ‘enough’ or ‘more than enough’ time with their GP during their consultation (p< 0.05). [256]
Cross-sectional design (n = 1713): there were no significant differences between enablement by general practice and whether patients wanted to talk more about their health
problem. [256]
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Table 14a: Psychometric assessment of construct validity measurement properties of the PEI [85]
Measure

Patient
Enablement
Instrument

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Process of care
Cross-sectional design (n = 1713): there was a significant difference between respondents from high enabling practices (59%) indicating that they felt the GP considered
their views to be ‘very important’ than the low enabling group (35%) [256]
Cross-sectional design (n = 1713): there was a significant difference between respondents from high enabling practices (60%) who indicated that the overall care that they
received when visiting the doctors was ‘getting better’ compared with those respondents (34%) in the low enabling group (p< 0.001)
Retrospective, observational design (n = 143): enablement scores were not significantly associated with respondents reason for attendance[120]
Pilot prospective design (n = 187): empathy scores at first consultation significantly positively correlated with enablement scores at first consultation (r = 0.32; p< 0.0001)
and overall enablement at 12 months (0.28; p< 0.05) [115]
Pilot prospective design (n = 187): PEI score at first consultation predicted overall enablement score at 3 months (r = 0.25; p< 0.05) and 12 months (r = 0. 28; p< 0.05) [115]
Pilot prospective design (n = 187): both empathy and enablement at 3 months predicted overall enablement at 12 months (r = 0.33; p< 0.01, r = 0.58; p < 0.0001) [115]
Cross-sectional design (n = 3, 044): there was a significant decrease in enablement scores in complex encounters in consultations longer than 5 minutes in patients from the
most deprived areas of Scotland [10].
Intervention, pre-post design (n = 300): GPs patient enablement scores were significantly higher in the follow-up study than at baseline, reflecting significant increases in
both complex (M = 4.92; p = 0.04) and non-complex consultations (M = 5.39; p< 0.001) [258]
Intervention, pre-post design (n = 300): analyses of PEI items revealed that 2/ 6 items significantly increased more than others in the follow-up group compared with
baseline in complex consultations (item 3 ‘more able to understand illness’ M = 5.00; p = 0.10; item 4 ‘more able to keep healthy’ M = 4.24; p = 0.03) [10]
Intervention, pre-post design (n = 300): analyses of PEI items revealed that 4/ 6 items significantly increased more than others in the follow-up group compared with
baseline in non-complex consultations (item 2 ‘more able to cope with illness’ M = 6.52; p< 0.001; item 3 ‘more able to understand illness’ M = 5.62; p< 0.004; item 4
‘more able to keep healthy’ M = 4.97; p< 0.001; item 6 ‘more able to help self’ M= 5.38; p< 0.004) [10]
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Table 15a: Psychometric assessment of construct validity measurement properties of the PEI [85]
Measure

Patient
Enablement
Instrument

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Process of care
Cross-sectional design (n = 190 038): a hierarchical regression with % enablement score as the dependent variable and sociodemographic and health factors (Model A),
continuity of care (Model B), and ratings of GP communication (Model C) were entered as predictors (n = 120 538) controlling for all other factors. The primary predictor
of enablement was positive evaluation of the GPs communication accounting for 16% of the variance, with communication score showing the largest significant relative
contribution to the model (β = 0.78)
Cross-sectional design (n = 190 038): patient-reported continuity of care was positively associated with enablement, accounting for only 2% of the variance (β = 3.3)
Cross-sectional design (n = 190 038): patients with above-average rates of consulting in the past 12 months was negatively associated with lower enablement scores (Model
A β = -1.6, Model B β = -2.3 , Model C β = -4.0) [113]
Cross-sectional design (n = 323): a structural equation model revealed patients perceptions of GP empathy (CARE measure) were directly positively associated with patient
enablement at consultation (path co-efficient of 0.31) [114].
Cross-sectional design (n = 5 527): at doctor level, mean enablement scores were higher in female doctors (M = 6.7), doctors who provided education to medical students,
school medicine specialists (M = 7.3), and general practice/ family medicine specialists (6.8), and lower enablement scores in rural practices (M = 6.4).
Cross-sectional design (n = 5 527): a binary logistic regression model with low enablement at consultations as the dependent variable and various patient characteristics,
doctor characteristics, and practice characteristics as predictors revealed: patients education level (men (odds ratios) OR = 0.83, p = 0.024; women OR = 0.70, p< 0.001);
self-perceived health status (men OR = 1.76, p< 0.01; women OR = 1.77, p < 0.001); quality of life (men OR = 0.80, p< 0.001; women OR = 0.81, p< 0.001); and knowing
the doctor (men OR = 0.56, p< 0.001; women OR = 0.52; p< 0.001) were all significantly associated with enablement for both male and female patients [98].
Cross-sectional design (n = 5 527): doctor’s age (OR = 0.97, p = 0.008), sex (OR = 1.36, p = 0.016), and average number of patients seen per day (OR = 0.98, p = 0.015)
were significantly associated with enablement in male patients [98].
Cross-sectional design (n = 5 527): work experience as a GP (OR = 1.02, p = 0.009) was significantly associated with enablement for female patients [98].
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Table 16a: Psychometric assessment of construct validity measurement properties of the PEI [85]
Measure

Patient
Enablement
Instrument

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Process of care
Cross-sectional study (n = 7 924): enablement was positively correlated with consultation length (rank coefficient r = 0.13; p< 0.001) and knowing the doctor (rank
coefficient r = 0.12; p< 0.001). The rank correlation of enablement of enablement with knowing the doctor, controlling for consultation length was r = 0.11 (p< 0.001)
suggesting both were independently related to enablement [99]
Cross-sectional study (n = 7 924): enablement was positively associated with getting a prescription when one was expected (M = 4.3) than patients not receiving a
prescription but expecting one (M = 2.8) at p< 0.001 [99, 112]
Cross-sectional study (n = 7 924): enablement was negatively associated with having a preference for seeing a different doctor (M = 2.9) than patients not having a
preference to see a different doctor (M = 4.1) at p< 0.001 [99],
Cross-sectional study (n = 7 924): at patient level, a multiple regression with Polish PEI as the dependent variable and age (years), gender, psychological morbidity,
consultation length (minutes), and knowing the doctor as independent variables, predicted 5% of the variance in enablement [99],
Cross-sectional study (n = 7 924): enablement was positively associated with increased consultation length (r = .07), and knowing the doctor well (r = .44) [99].
Cross-sectional study (n = 7 924): at doctor level, a multiple regression with GPs average Polish PEI score was predicted by the same predictors of enablement at patient
level but aggregated as doctor-level means or proportions, and this model predicted 30% of GP’s mean Polish PEI score [99],
Cross-sectional study (n = 7 924): GPs mean Polish PEI score was positively related with average consultation length (0.13; p< 0.03) [99],
Cross-sectional study (n = 7 924): GPs mean Polish PEI score was non-significantly related to average knowing the doctor score [99],
Cross-sectional study (n = 7 924): patient enablement scores calculated separately for 3 groups of doctors (grouped by family medicine specialists n = 2 030, family doctors
and non-diplomats in family medicine n = 1 921, general medicine doctors n = 2 257) revealed comparable means (M = 4.1- 3.8) but were significantly different p< 0.001
[99]
Cross-sectional design (n = 5 527): distribution of enablement scores increased with how well the patient knew the doctor (M = 7.0) [98].

438

Table 17a: Psychometric assessment of construct validity measurement properties of the PEI [85]
Measure

Patient
Enablement
Instrument

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Process of care
Cross-sectional design (n = 152): there was no significant difference in the enablement scores or psychometric performance of the PEI according to timing of administration
(immediately post-consultation compared with delayed for 2 or more weeks) [101]
Associations with health outcomes
Cross-sectional design (n= 613): there was a significant positive correlation between PEI total and Consultation Satisfaction Questionnaire total scores (CSQ r = 0.48) and
Medical Interview Satisfaction Scale total scores (MISS r = 0.47) [111]
Cross-sectional design (n= 613): there was a significant positive correlation between PEI total and with component subscales for both satisfaction questionnaires: general
satisfaction (CSQ1 r = 0.39, p< 0.01); professional care (CSQ2 r = 0.53, p< 0.01); depth of relationship (CSQ3 r = 0.46, p< 0.01); length of consultation (CSQ4 r = 0.14, p =
0.03); distress relief (MISS1 r = 0.553 p< 0.01); communication comfort (MISS2 r = 0.21, p = 0.01); rapport (MISS3 r = 0..41, p< 0.01), and compliance intent (MISS4 r =
0.32, p< 0.01) [111]
Cross-sectional design (n= 613): correlations of PEI scores with CSQ were generally lower (r = 0.14), similarly for the MISS (r = 0.21), indicating the PEI measures a
conceptually different dimension of patients’ experience of the consultation than satisfaction [111].
Cross-sectional design (n = 23, 799): a consultation quality index (CQI) was constructed for general practice incorporating: a ‘process’ measure for consultation length, a
‘structure’ measure assessing how well patients know the doctor and an ‘outcome’ measure assessing patient enablement [112, 117, 118, 259]
Cross-sectional design (n = 23, 799): there were significant positive correlations between doctor’s ranks on the CQI and the proportion of patients seen ≥ 65 years (r = 0.35),
the number of patients who had been asked to come back (r = 0.29), and the ratio of chronic and acute patients (r = 0.33) [116]
Clinical review: clinical empathy (as measured by an empathy-based measure of holistic consultations) correlates significantly with the patient enablement instrument (r =
0.30; p< 0.001, n = 593) [117].
Observational study design (n = 173 consultations): enablement scores were collapsed into a binary variable (‘not enabled’, ‘enabled to some degree’), and a t-test of
enablement status (‘enabled’ n = 110 vs. ‘not enabled’ n = 63) revealed a positive association with verbal caring (group M = 0.145 vs. 0.142) and non-verbal caring (group
M = 0.805 vs. 0.774) and being enabled [260]
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Table 18a: Psychometric assessment of construct validity measurement properties of the PEI [85]
Measure

Patient
Enablement
Instrument

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Associations with health outcomes
Observational study design (n = 173 consultations): a t-test of enablement status revealed a negative association with psychosocial questions (group M = 0.049 vs. 0.051);
for the patient (group M = 1.064 vs. 1.116), and involving the patient (group M = 0.253 vs. 0.257) and not enabled [260]
Observational study design (n = 173 consultations): a t-test of enablement status revealed a significant positive association with CSQ score (group M = 79.00 vs. 75.61) at
p ≤ 0.05) [260].
Observational study design (n = 173 consultations): 8 confounder variables of enablement were identified (patients age, sex, GHQ-12 scores, consultation length, BP
check, consultation for physical problem, given a prescription when expecting one, GP knowing patient), alongside five patient-centredness variables and these were
entered into a regression model with enablement as the dependent variable. The regression equation did not significantly explain patient enablement status; none of the
predictors were independent predictors, accounting for only 10% of the variance [260]
Retrospective, observational design (n = 143): adjusted enablement scores was significantly positively correlated with perception of their practitioners’ empathy (CARE:
(Spearman’s p = 0.26; p< 0.01), but was non-significant for the unadjusted enablement score (p = 0.15; p = 0.09) [120]
Retrospective, observational design (n = 143): adjusted enablement scores was significantly positively correlated with 7/ 10 empathy items (CARE): ‘letting you tell your
story’ (p = 0.28); ‘really listening’ (p = 0.26); ‘fully understanding your concerns’ (p = 0.19); ‘being positive’ (p = 0.26); ‘explaining things carefully’ (p = 0.21); ‘helping
you take control’ (p = 0.23); and ‘deciding on a treatment plan for you’ (p = 0.26) at p< 0.05 [120]
Retrospective, observational design (n = 143): unadjusted enablement scores was significantly positively correlated with 2/ 10 CARE items: ‘letting you tell your story’ (p
= 0.21), and ‘being positive’ (p = 0.20) at p< 0.05[120]
Cross-sectional design (n= 52): mean enablement score at first consultation was lower than at follow-up indicating an increase in enablement (M difference = 1.57). A
paired t-test revealed a significantly higher enablement score at follow-up than at initial consultation (p = 0.02) [205]
Cross-sectional design (n= 52): a multiple regression analyses with initial PEI scores as the dependent variable with the initial CARE scores, age, sex, marital status as
covariates, revealed all demographic characteristics did not have statistical significance with the PEI, however their inclusion in the model did alter the strength of the
association with the initial scores for both CARE measure and PEI [205]
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Table 19a: Psychometric assessment of construct validity measurement properties of the PEI [85]
Measure

Patient
Enablement
Instrument

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Associations with health outcomes
Cross-sectional design (n= 52): perceived empathy in the initial consultation is significantly associated with enablement from this consultation (β = 0.16; p = 0.03), and
overall, 13% of the variance in enablement was accounted for by the model [205].
A multiple regression analyses with MYMOP profile change scores as the dependent variable and age, sex, marital status, empathy (CARE), enablement (PEI), and
MYMOP profile (initial score) as covariates, revealed enablement is not significantly associated with change in health outcome at 8 weeks (β = 0.09; p< 0.13) [205]
Cross-sectional design (n= 3, 044): data from 26 GPs in 26 practices in the West of Scotland supported the development of a new composite measure of effective
interpersonal care (CQI-2), integrating the CQI with CARE measure to measure meaningful aspects of the consultation process (duration of consultation), structure
(continuity) and outcome (empathy and enablement). Correlations revealed positive associations between individual components of CQI-2 and enablement. There was a
significant positive correlation between empathy and enablement (r = 0.65; p< 0.001), continuity and enablement (r = 0.24), and duration of consultation length and
enablement (r = 0.12) [205]
Cross-sectional design (n= 3, 044): doctor’s views on the importance of empathy (r = 0.43), and self-rated empathy (r = 0.50) were both significantly positively correlated
with patients’ ratings of the doctors empathy (r = 0.43) and patient enablement (r = 0.18) [205]
Cross-sectional design (n= 3, 044): patient enablement was significantly positively correlated with recommending a GP (r = 0.68; p< 0.001), and overall satisfaction with a
GP (r = 0.77; p< 0.001) [205]
Cross-sectional design (n= 3, 044): West of Scotland data for the CQI-2 was comparable to the UK data for CQI sextiles for enablement, continuity, and consultation length
with a correlation between CQI-2 scores and UK scores of r = .96 [205]
Cross-sectional design (n = 1 848): rank correlation coefficients for doctor’s perception of patient satisfaction (CSQ) with the consultation, doctor’s own satisfaction, PEI
scores and CSQ scores revealed patient assessments of enablement and satisfaction were significantly correlated with registrars and experienced doctors combined (r = .50;
p< 0.01, n = 1 496) [261].
Cross-sectional design (n = 1 848): there was a small correlation between the registrars assessment of doctor satisfaction (their own and their perceptions of patient
satisfaction) and enablement scores (r = 0.10; p = 0.01, n = 767) and similarly, between the more experienced doctors assessment of satisfaction and enablement scores (r =
.11; p< 0.02, n = 849) [261].
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Table 20a: Psychometric assessment of construct validity measurement properties of the PEI [85]
Measure

Patient
Enablement
Instrument

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Associations with health outcomes
Cross-sectional design (n = 1 848): there were significantly lower PEI scores and CSQ scores in situations where doctors perceived patient satisfaction to be different from
their own satisfaction with the consultation (M = 4.3, n = 186) and significant differences between consultation groups and PEI scores at p = 0.01 (Kruskal- Wallis test)
[261].
Cross-sectional design (n = 1 848): rank correlation coefficients for aggregated doctor level means of doctors perception of patient satisfaction with the consultation, doctors
own satisfaction, PEI and CSQ scores revealed two doctors demonstrated significant correlation between their assessment of patient satisfaction and PEI and CSQ scores (r
= .85; p< 0.01, n = 23) [261].
Cross-sectional design (n = 136): a structural equation model approach investigated the relationship between GP empathy, using CARE measure items, and prospective
change in outcome, using Outcomes in Relation to Impact on Daily Life (ORDIL) items and PEI items. The model eliminated 2/ 6 PEI items (item 5 ‘confidence about
health’, and item 6 ‘more able to help themselves’) that had low indicator reliabilities, resulting in a better model fit. [262].
Cross-sectional design (n = 136): the ‘modified CFA Model’ comprised 16 items (10 CARE items, 4 PEI items, 2 ORDIL items) with a good global fit; more than 40% was
predicted by its underlying construct (indicator reliability >0.40) and 3/ 4 PEI factor loadings were significant at p< 0.001 (item 2 = 0.67; item 3 = 0.77; item 4 0.76, item 1
= 0.79, non-significant) [262].
Cross-sectional design (n = 136): the Fornell- Lacker- criterion was fulfilled for all constructs in the model inferring discriminant validity of the structural components; of
relevance CARE- PEI (0.30), PEI- PEI (0.88), PEI- ORDIL (0.29) [262].
Cross-sectional design (n = 136): the resulting full path model revealed perception of GPs empathy (CARE) is directly positively associated with enablement at consultation
(path co-efficient 0.31) [114].
Cross-sectional design (n = 115): patient enablement was positively correlated with the Chinese- CARE measure (r = .52; p< 0.01) [100].
Cross-sectional design (n = 115): a stepwise multiple regression with Chinese- CARE measure as the dependent variable and enablement score, consultation and
demographic characteristics as independent variables, revealed (after controlling for age and gender), knowing your doctor and consultation length were the only significant
predictors for the model, accounting for <10% of the variance [100].
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Table 21a: Psychometric assessment of construct validity measurement properties of the PEI [85]
Measure

Patient
Enablement
Instrument

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Associations with health outcomes
Pre-post experimental design (n = 141): there were no significant differences in pre- enablement scores at baseline attendees who completed a questionnaire at the last stress
control (SC) session (attendees to psycho-education programme) than those at the endpoint attendees or the baseline population who did not attend [263].
Pre-post experimental design (n = 141): there was a significant positive association between enablement scores and pre-CARE scores (p = 0.32, n = 119, p< 0.001) [263].
Pre-post experimental design (n = 141): enablement scores significantly increased from the first night (M = 5.70) by the last night (M = 7.52) (t = 5.21; p< 0.0001) [263].
Pre-post experimental design (n = 141): there was a significant positive association between pre- and post- enablement scores (p = 0.56; p = 0.007) [263].
Pre-post experimental design (n = 141): a multiple regression model with change in CORE (mean minus risk) score as the dependent variable and enablement and baseline
variables as predictors, revealed no significant independent contributions to the variation in CORE [263].
Dimensional structure
Intervention, pre-post design (n = 300): EFA on CARE measure items and PEI scores performed and two distinct factors emerged (eigenvalues >1). Cross-factor loadings
were low (0.03- 0.20) confirming separate constructs [10].
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Table 22a: Psychometric assessment of construct validity measurement properties of the ES [86]
Measure

Empowerment
Scale

Construct validity

Associations with other variables (variable, subjects, direction with domain, and magnitude)
Demographic
Cross-sectional design (n = 283): a stepwise multiple regression using ES as dependent variable and race, age and gender as independent variables, revealed no predicators
accounted for independent variance in empowerment [121]
Cross-sectional design (n = 92): Analyses revealed respondents who had been married had higher Swedish ES community and power subscale scores (M = 2.81) than those
who had never been married (M = 2.46). Respondents with college or university education had higher Swedish ES community and power subscale scores (M = 2.61) than
respondents with less education (M = 2.30). There were higher Swedish ES community and power subscale scores for respondents who were working (M = 2.98)
compared with those respondents who were not working (M = 2.80). There were no significant mean differences in Swedish ES scores for any other demographic
variables (age, sex, and living situation) [124]
Cross-sectional design (n = 92): a multiple regression with Swedish community- power empowerment factor as the dependent variable and beliefs of stigma experiences of
devaluation/ discrimination towards people with mental illness, psychosocial functioning, and educational level as independent variables, revealed a better level of
education (college or university level) was significantly positively associated with higher levels of community- power factor, accounting for 11% of the variance (β =0.28;
F = 0.00) [124]
Cross-sectional design (n = 1, 824): a multiple regression analysis of ES as dependent variable and peer support, participation in Alcoholics Anonymous, gender, race and
ethnicity, and age were independent variables, revealed gender of the respondents was significantly associated with higher ES scores on 2/5 ES subscales: self-esteem- selfefficacy (β = 0.06: p< 0.01); power- powerlessness (β = -0.06; p< .05) [32]
Cross-sectional design (n = 1, 824): race and ethnic group (white, nonwhite) was significantly related to 5/5 ES subscales: self-esteem- self-efficacy (β = -0.11: p< .001);
power- powerlessness (0.12: p< .001); community activism and autonomy (β = 0.06: p< .01); optimism- control over the future (β = -0.05: p< .05); righteous anger (β =
0.10: p< .001). There was a significant association between age of the respondents and higher scores on 1/ 5 ES subscales: ES community activism- autonomy subscale (β
= -0.08: p< .001) [32]
Cross-sectional design (n = 161): ANOVAs revealed significant differences between employment status of respondents and ES total scores (F = 6.30; p < 0.01).
Subsequent Bonferroni Correlations using pairwise comparisons revealed respondents with some form of employment had higher ES total scores than those receiving
disability scores or pensions; this difference was not significant [190]
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Table 23a: Psychometric assessment of construct validity measurement properties of the ES [86]
Measure

Empowerment
Scale

Construct validity

Associations with other variables (variable, subjects, direction with domain, and magnitude)
Demographic
Cross-sectional design (n = 161): a MANOVA was conducted with empowerment as the dependent variable and diagnosis, gender and relationship
status as independent variables and revealed a significant main effect for diagnosis and ES total (F = 4.9; p < 0.01). There were no significant
differences between respondents age or gender on ES total scores [190].
Clinical
Cross-sectional design (n = 35): Swedish ES self-orientation to empowerment score was positively correlated to the Brief Psychiatric Rating Scale total
score (BPRS: r = 0.51; p<0.001). Swedish ES community orientation to empowerment score was positively correlated to the BPRS total score (r =
0.22) non-significantly [50]
Cross-sectional design (n = 35): two stepwise multiple regression analyses using two superordinate factors of ES as dependent variables and RSES,
QOLI, BPRS, SSQ size of support network, NARA total resources, and WASIS-R vocabulary as independent variables was conducted and ES selforientation was positively related to BPRS total but did not account for any significant variance [50]
Cross-sectional design (n = 92): Swedish ES total score was negatively correlated with severity of self-reported psychiatric symptoms (Hopkins
Symptom Check List-90 SCL-90: r = -0.55; p< 0.05), and number of psychiatric needs for care (CANSAS: r = -0.53; p< 0.05) [124].
Cross-sectional design (n = 92): Swedish ES self-esteem and activism subscale was negatively correlated with respondents’ severity of self-reported
psychiatric symptoms (r = -0.51; p<0.05), and number of needs for care (Camberwell Assessment of Needs Short Assessment interview CANSAS: r = 0.52; p< 0.05) [124].
Cross-sectional design (n = 92): Swedish ES community and power subscale was negatively associated with severity of self-reported psychiatric
symptoms (r = -0.05), number of psychiatric needs for care (r = -0.10) [124].
Cross-sectional design (n = 92): there were no significant mean differences in Swedish empowerment scores for any other clinical variables (diagnostic
sub-group, duration of illness) [124].
Cross-sectional design (n= 90): a t-test revealed that there was a significant difference in ES total mean scores between women with borderline
personality disorder (n = 60; M = 3.7) and women with social phobia (n = 30; M = 4.3) (t (84) = -3.63, p< 0.001) [201].
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Table 24a: Psychometric assessment of construct validity measurement properties of the ES [86]
Measure

Empowerment
Scale

Construct validity

Associations with other variables (variable, subjects, direction with domain, and magnitude)
Psychological
Cross-sectional design (n= 90): a multiple regression with ES as the dependent variable and depression, perceived discrimination towards people with
mental illness, group identification, perceived legitimacy of discrimination and clinical diagnosis as independent variables, revealed a lower level of ES
was significantly negatively related to more depression in women (β = -0.23; F = 0.03) and non-significantly negatively related to clinical diagnosis (β
= -0.31; F = 0.006) [201].
Cross-sectional design (n = 50): ES total was negatively correlated with Community Assessment of Psychiatric Experiences total sores (r = -0.58; p<
0.001) [127]
Cross-sectional design (n = 161): A MANOVA was conducted with empowerment as the dependent variable and diagnosis, gender and relationship
status as independent variables and revealed a significant main effect for diagnosis and ES total (F = 4.9; p < 0.01)[190]
Cross-sectional design (n = 161): Bonferroni Correlations using pairwise comparisons revealed that ES total score was significantly higher (p < 0.05)
for respondents with a diagnosis of bipolar disorder than respondents with anxiety/ depression and schizophrenia [190].
Cross-sectional design (n= 254): ES total score was positively correlated to quality of life (r = 0.36; p< 0.001), social support (n = 253, r = 0.17; p<
0.002), and self-esteem (n = 258, r = 0.51; p< 0.001) [86].
Cross-sectional design (n = 35): ES self-orientation to empowerment score was negatively correlated to the Quality of Life Interview (QOLI: r = -0.58;
p< 0.001). ES community orientation to empowerment score was negatively associated to the QOLI (r = -0.05) non-significantly [50]
Cross-sectional design (n = 35): ES self-orientation to empowerment score was positively correlated to the Rosenberg Self-esteem Scale (RSES: r =
0.59; p< 0.001). ES community orientation to empowerment score was positively correlated to the RSES (r = 0.35: p< 0.05)
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Table 25a: Psychometric assessment of construct validity measurement properties of the ES [86]
Measure

Empowerment
Scale

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Psychological
Cross-sectional design (n = 35): two stepwise multiple regression analyses using two superordinate factors of ES as dependent variables and RSES,
QOLI, BPRS, SSQ size of support network, NARA total resources, and WASIS-R vocabulary as independent variables revealed ES self-orientation
was significantly positively related to self-esteem on the RSES score, and quality of life score, showing independent variance yielding a Multiple R of
0.67, accounting for 44.9% of the variance[50]
Cross-sectional design (n = 35): ES community-orientation was positively related to the RSES total but did not account for any significant variance[50]
Cross-sectional design (n = 35): ES self-orientation to empowerment score was negatively correlated to the Recovery Scale score (r = -0.71;p< 0.001),
and ES community-orientation to empowerment score was negatively correlated to the Recovery Scale score (r = -0.17) non-significantly [50]
Cross-sectional design (n = 35): a stepwise multiple regression analysis using recovery as dependent variable and ES self-orientation, Rosenberg SelfEsteem, age, size of support network, quality of life, and BPRS as independent variables revealed empowerment, self-esteem, and age accounted for
independent variance in recovery scale scores yielding a Multiple R of 0.78, accounting for 61% of the variance [50]
Cross-sectional design (n = 127): ES combined subscale total (self-efficacy and powerlessness) was negatively associated with the Internalized Stigma
of Mental Illness scale (ISMI: r = -0.52; p< 0.01) [122]
Cross-sectional design (n = 92): Swedish ES total was positively correlated with quality of life total score (MANSA: r = 0.52; p< 0.05)[123]
Cross-sectional design (n = 92): Swedish ES total score was negatively correlated with stigma experiences involving devaluation/ discrimination
towards people with mental illness (r = -0.47; p< 0.05), and rejection experiences (r = -0.28), non-significantly [124]
Cross-sectional design (n = 92): Swedish ES total score was positively correlated with subjective quality of life total score (MANSA: r = 0.58; p<
0.05), and psychosocial functioning (Strauss Carpenter Scale SCS: r = 0.47; p< 0.05) [124]
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Table 26a: Psychometric assessment of construct validity measurement properties of the ES [86]
Measure

Empowerment
Scale

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Psychological
Cross-sectional design (n = 92): Swedish ES subscale self-esteem and activism was positively correlated with MANSA (r = 0.58; p< 0.05), and SCS (r
= 0.45; p< 0.05). Swedish ES subscale community and power was positively associated with MANSA (r = 0.08), and SCS (r = 0.25), non-significantly.
Swedish ES self-esteem and activism subscale was negatively correlated with respondents’ stigma experiences through devaluation/ discrimination
towards people with mental illness (r = -0.54; p<0.05), and rejection experiences (r = -0.27) non-significantly. Swedish ES community and power
subscale was negatively associated with stigma experiences through devaluation/ discrimination towards people with mental illness (r = -0.05), and
rejection experiences (r = -0.09) non-significantly [124]
Cross-sectional design (n = 92): a stepwise multiple regression with Swedish community- power empowerment factor as the dependent variable and
beliefs of stigma experiences of devaluation/ discrimination towards people with mental illness, psychosocial functioning, and educational level as
independent variables, revealed better psychosocial functioning was significantly positively related with higher levels of community- power factor,
accounting for 4% of the variance (β =0.25; F = 0.004) [124]
Cross-sectional design (n = 92): having more beliefs of devaluation/ discrimination was significantly related with higher levels of community-power
factor, accounting for 2% of the variance (β = 0.15; F = 0.046) [124]
Cross-sectional design (n = 92): a stepwise multiple regression with Swedish self- esteem- activism empowerment factor as the dependent variable and
beliefs of stigma experiences of devaluation/ discrimination towards people with mental illness, number of needs for care, psychosocial functioning,
rejection experiences and overall social network as independent variables, revealed more beliefs of devaluation/ discrimination was significantly
negatively related with higher levels of self-esteem factor, accounting for 25% of the variance (β = -0.42; F = 0.000) [124]
Cross-sectional design (n = 92): a lower level of self- esteem- activism factor was significantly negatively related to having larger number of needs for
care, accounting for 13% of the variance (β = -0.31; F = 0.000) [124]
Cross-sectional design (n = 92): a better psychosocial functioning was significantly positively associated to higher levels of self- esteem- activism
factor, accounting for 19% of the variance (β = 0.19; F = 0.02) [124]
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Table 27a: Psychometric assessment of construct validity measurement properties of the ES [86]
Measure

Empowerment
Scale

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Psychological
Cross-sectional design (n = 92): a lower level of self-esteem- activism factor was significantly negatively related to higher levels of experiences of
rejection, accounting for 3% of the variance (β = -0.23; F = 0.005)[124]
Cross-sectional design (n = 92): all these factors (plus overall social network, accounting for 2% of the variance) explained 45% of the variation in selfesteem- activism factor to empowerment [124]
Cross-sectional design (n= 90): a multiple regression with ES as the dependent variable and depression, perceived discrimination towards people with
mental illness, group identification, perceived legitimacy of discrimination and clinical diagnosis as independent variables, revealed a lower level of ES
was significantly negatively related with higher levels of perceived discrimination (β = -0.20; F = 0.04), and higher levels of perceived legitimacy of
discrimination (β = -0.29; F = 0.003) [201]
Cross-sectional design (n= 90): none of the combined associations: perceived legitimacy of discrimination by perceived legitimacy, perceived
discrimination by group identification, and perceived legitimacy by group identification entered as independent variables in the regression on
empowerment significantly added to the variance factor [201]
Cross-sectional design (n= 40): lower ES total score was negatively correlated to a worse quality of life (r = -0.33; p< 0.03), and more perceptions of
devaluation / discrimination (r = -0.33; p< 0.03). There was no correlation found between ES total score and quality of life and perception of rejection
experiences score [264]
Cross-sectional design (n= 40): a stepwise multiple regression using perceptions of devaluation/ discrimination as the dependent variable and CANSAS
needs total, CASNAS unmet needs total, ES total and quality of life total as independent variables, revealed ES scores was significantly related,
accounting for 40% of the variance in devaluation/ discrimination scores [264]
Cross-sectional design (n = 172): there was a negative correlation between empowerment ES total score (using 2 unknown selected ES subscales) and
coping mode to avoid rejection by stigma and withdrawal (Stigma-Withdrawal Scale: r = -0.17; p< 0.01); stigma and secrecy (Stigma- Secrecy Scale: r
= -0.07) non-significantly, and perceived devaluation and discrimination (Perceived Devaluation-Discrimination Scale PDD: r = -0.244; p< 0.001)
[126]
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Table 28a: Psychometric assessment of construct validity measurement properties of the ES [86]
Measure

Empowerment
Scale

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Psychological
Cross-sectional design (n = 172): structural equation modeling supported a path model of self-efficacy and empowerment mediating psychological
effects of self-stigmatizing and coping, accounting for 35% of the variance, representing a good model fit (χ 2 = 57.6; p = 0.16) with precision (NFI =
0.95, CI = 0.99). In the model, self-efficacy accounted for 51% of the variance in ES, and 46% of the variance in depression and 58% of quality life
reduction could be accounted by reduced levels of ES. There was no evidence of a single order factor model subsuming self-efficacy and
empowerment as constructs within one latent variable [126]
Cross-sectional design (n = 172): there was a positive correlation between ES total score and self-efficacy total score (Generalized Perceived Selfefficacy Scale: r = 0.59; p< 0.001) [126]
Cross-sectional design (= 142): there was a positive correlation between ES- Japanese (ES- J) total scores and attitude towards negative circumstances
(Expanded Attributional Style Questionnaire- Japanese: EASQ- J) controllability subscale (r = 0.40; p< 0.01). There was a negative correlation
between ES- Japanese (ES- J) total scores and 3/ 4 EASQ- J subscales: internality (r = -0.51); stability (r = -0.68), and globality (r = -0.74) at p< 0.01.
[265]
Cross-sectional design (= 142): 5/ 5 ES- J subscale scores were negatively correlated with the EASQ- J internality subscale: self-esteem (r = -0.10) nonsignificantly; optimism (r = -0.30); activism (r = -0.30); power (r = -0.46), and righteous anger (r = -0.40) at p< 0.01. [265].
Cross-sectional design (= 142): 5/5 ES- J subscale scores were negatively correlated with the EASQ- J stability subscale: self- esteem (r = -0.35);
optimism (r = -0.43); activism (r = -0.43); power (r = -0.52); at p< 0.01 and righteous anger (r = 0.24; p< 0.05) [265].
Cross-sectional design (= 142): 4/ 5 ES- J subscales were negatively correlated with EASQ- J globality subscale: self-esteem (r = -0.23) nonsignificantly; optimism (r = -0.33; p< 0.01); activism (r = -0.33; p< 0.01); power (r = -0.27; p< 0.05). EASQ- J globality subscale was positively
correlated with ES- J righteous anger subscale (r = 0.05) non-significantly [265].
Cross-sectional design (= 142): 4/ 5 ES- J subscales were positively correlated with EASQ- J controllability subscale: self-esteem (r = 0.40; p< 0.01);
optimism (r = 0.82; p< 0.01); activism (r = 0.04) non-significantly; power (r = 0.08) non-significantly, and righteous anger correlated negatively (r = 0.63; p< 0.01) [265].
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Table 29a: Psychometric assessment of construct validity measurement properties of the ES [86]
Measure

Empowerment
Scale

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Psychological
Cross-sectional design (n = 64): a standard linear regression using ES as the dependent variable and perceived coercion of admission to the mental health
facility (MacArthur Admissions Experience Survey), community functioning of individuals with severe mental illness (Multnomah Community Ability
Scale), psychiatric psychological symptoms (Brief Symptom Inventory), and competency to consent to treatment (MacArthur Competence Assessment
Tool-Treatment MacCat: understanding, appreciation, reasoning, expression of choice subscales) as independent variables, revealed lower ES was
significantly negatively related to more psychiatric psychological symptoms (β = -0.35; F = 0.05) [191].
Cross-sectional design (n = 64): ES was significantly positively related to a better understanding of treatment (β = 0.51; F = 0.05) [130].
Cross-sectional design (n = 64): the regression equation approached statistical significance F (7, 54) = 2.110, p = 0.058 [191].
Cross-sectional design (n = 64): the remaining five of the variables did not contribute unique variance to empowerment: MacCAT-appreciation,
reasoning, expression of choice; MacArthur Admissions Experience Survey, and the Multnomah Community Ability Scale. [191].
Cross-sectional design (n = 64): a final regression model indicated that scores on the Brief Symptom Inventory and MacCat- understanding subscale were
predictive of ES scores F (3,58) = 4.797, p = 0.008 [130].
Cross-sectional design (n = 139): ES total score was positively correlated with 3/3 subscales of the subjective experience of health questionnaire (HQ):
Autonomy subscale (r = 0.70; p< 0.01); Social Involvement subscale (r = 0.53; p< 0.001); Comprehensibility subscale (r = 0.40; p< 0.001), and HQ total
score (r = 0.71; p< 0.001) [194].
Cross-sectional design (n = 139): stepwise multiple forward regression analysis using HQ total and HQ subscale scores as dependent variables, and selfesteem, symptoms (HCL – 25), ES total, and quality of life (MANSA) as independent variables, revealed that self-esteem, symptoms, ES empowerment
and quality of life altogether accounted for 70% of the variance in overall HQ. Higher levels of ES was significantly positively related to more HQ,
accounting for 4% of the variance (β = 0.29; F = 0.000) [194].
Cross-sectional design (n = 139): self-esteem, symptoms and ES altogether accounted for 73% of the variance of the HQ autonomy subscale. Higher
levels of ES was significantly positively related to having more autonomy, accounting for 3% of the variance (β = 0.23; F = 0.001) [194].
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Table 30a: Psychometric assessment of construct validity measurement properties of the ES [86]
Measure

Empowerment
Scale

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Psychological
Cross-sectional design (n = 139): self-esteem, quality of life, and ES altogether accounted for 40% of the HQ social involvement subscale. Higher levels
of ES was significantly positively related to having more social involvement, accounting for 3% of the variance (β = 0.22; F = 0.02) [194].
Cross-sectional design (n = 139): ES accounted for 10% of the variance of the HQ comprehensibility subscale. Higher levels of ES was significantly
positively related to having more comprehensibility towards health (β = 0.31; F = 0.00) [194].
Cross-sectional design (n = 150): An ANOVA with post hoc test revealed no significant differences p< 0.05 between Swedish ES mean total (M = 2.75)
and subjective global quality of life mean total (M = 3.77) in all respondents; respondents with psychosis disorder (n = 55: ES M = 2.79; MANSA M =
3.93); respondents with affective disorder (n = 48: ES M = 2.78; MANSA M = 3.98); and respondents with other disorders (n = 46: ES M = 2.67;
MANSA M = 3.35) [266]
Cross-sectional design (n = 150): Swedish ES total score was positively correlated with subjective quality of life total score in all mental health
respondents (n = 150: r = 0.45; p< 0.001); respondents with an affective disorder (n = 48: r = 0.63; p< 0.001), and in respondents with other disorders (n =
46: r = 0.43; p< 0.003) [266]
Cross-sectional design (n = 150): a multiple regression with subjective quality of life as the dependent variable and ES total, rejection experiences and
beliefs of devaluation and discrimination total, social network total as independent variables, revealed a higher level of empowerment was related to a
better quality of life, accounting for 19.8% of the variance (β = 1.89; F = 0.001). In the affective disorders sample (n = 48), empowerment accounted for
37.9% of the variance (β = 2.50; F = 0.001) [266]
Cross-sectional design (n = 276): ES self-esteem- self-efficacy subscale was positively correlated with 3/5 feminist identity composite (FIC) subscales:
FIC embeddedness (r = 0.04) non-significantly; FIC synthesis (r = 0.40; p< 0.001), and FIC active commitment (r = 0.32; p<0.001). ES self- esteemself-efficacy subscale was negatively correlated with 2/5 FIC subscales: FIC passive acceptance (r = -0.04) non-significantly, and FIC revelation (r = 0.16; p< 0.01) [128].
Cross-sectional design (n = 276): ES powerlessness subscale was positively correlated with 2/5 FIC subscales: FIC passive-acceptance (r = 0.26; p<
0.001), and FIC revelation (r = 0.17; p< 0.01). ES powerlessness subscale was negatively correlated with 3/5 FIC subscales: FIC embeddedness (r = 0.007) non-significantly; FIC synthesis (r = -0.32; p< 0.01), and FIC active commitment (r = -0.24; p< 0.001) [128]
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Table 31a: Psychometric assessment of construct validity measurement properties of the ES [86]
Measure

Empowerment
Scale

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Psychological
Cross-sectional design (n = 276): ES community activism- autonomy was positively correlated to 3/5 FIC subscales: FIC embeddedness (r = 0.08) nonsignificantly; FIC synthesis (r = 0.30; p< 0.001), and FIC active commitment (r = 0.26; p< 0.001). ES community activism- autonomy was negatively
correlated to 2/5 FIC subscales: FIC passive acceptance (r = -0.01), and FIC revelation (r = -0.11) non-significantly [128].
Cross-sectional design (n = 276): ES optimism subscale was positively correlated to 3/5 FIC subscales: FIC embeddedness (r = 0.03); FIC synthesis (r
= 0.23), and FIC active commitment (r = 0.10) non-significantly. ES community activism- autonomy was negatively correlated to 2/5 FIC subscales:
FIC embeddedness (r = -0.19; p< 0.01), and FIC passive acceptance (r = -0.007), non-significantly [128].
Cross-sectional design (n = 276): ES righteous anger subscale was positively correlated to 1/5 FIC passive acceptance subscale (r = 0.23; p< 0.001) and
negatively correlated to 4/5 FIC subscales: FIC revelation (r = -0.11) and FIC embeddedness (r = -0.12) non-significantly; FIC synthesis subscale (r = 0.23; p< 0.001), and FIC active commitment subscale (r = -0.23; p< 0.001) [128].
Cross-sectional design (n = 276): ES total score was positively correlated with both subscales from the multidimensional body- self relations
questionnaire (MBSRQ): physical appearance evaluation subscale (MBSRQ- AE: r = 0.46; p< 0.001) and body areas subscale (MBSRQ- BA: r = 0. 41;
p< 0.001) [128].
Cross-sectional design (n = 276): ES total score was negatively correlated with the Eating Attitudes Test score (EAT: r = -0.29; p< 0.001); the physical
appearance state trait anxiety scale body areas subscale (PASTAS-BA: r = -0.29; p< 0.001); the PASTAS features subscale (PASTAS-FEA: r = -0.26;
p< 0.001); the sociocultural attitudes toward appearance questionnaire internalization subscale (SATAQ- INT: r = -0.33; p< 0.001), and the SATAQ
awareness subscale (SATAQ-AW: r = -0.01) non-significantly [128].
Cross-sectional design (n = 276): ES self-esteem- self-efficacy subscale was positively correlated to MBSRQ- AE subscale (r = 0.46: p< 0.001), and
MBSRQ- BAS subscale (r = 0.44; p< 0.001). ES self-esteem- self-efficacy subscale was negatively correlated to EAT total (r = -0.25; p< 0.001);
PASTAS- BA subscale (r = -0.27; p< 0.001); PASTAS- FEA subscale (r = -0.25; p< 0.001); SATAQ-INT subscale (r = -0.25; p< 0.001), and SATAQAW subscale (r = -0.005), non-significantly [128].
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Table 32a: Psychometric assessment of construct validity measurement properties of the ES [86]
Measure

Empowerment
Scale

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Psychological
Cross-sectional design (n = 276): ES powerlessness subscale was positively correlated to EAT total (r = 0.36; p< 0.001); PASTAS- BA subscale (r =
0.30; p< 0.001); PASTAS- FEA subscale (r = 0.23; p< 0.001); SATAQ- INT subscale (r = 0.25; p< 0.001), and SATAQ- AW subscale (r = 0.11), this
association was not significant. ES powerlessness subscale was negatively correlated to MBSRQ- AE subscale (r = -0.34; p< 0.001), and MBSRQBAS subscale (r = -0.31; p< 0.001) [128].
Cross-sectional design (n = 276): ES community activism- autonomy was positively correlated to MBSRQ- AE subscale (r = 0.25; p< 0.001); MBSRQBAS subscale (r = 0.19; p< 0.001), and SATAQ- AW subscale (r = 0.002; p< 0.001), non-significantly. ES community activism- autonomy was
negatively correlated to EAT total (r = -0.14; p< 0.05); PASTAS- BA subscale (r = -0.13; p< 0.05); PASTAS- FEA subscale (r = -0.18; p< 0.01), and
SATAQ- INT subscale (-0.12; P< 0.05) [128].
Cross-sectional design (n = 276): ES righteous anger subscale was positively correlated to EAT total (r = 0.07); PASTAS- BA subscale (r = 0.06);
PASTAS- FEA subscale (r = 0.10), and SATAQ- INT subscale (r = 0.10), non-significantly. ES righteous anger subscale was negatively associated to
MBSRQ- AE subscale (r = -0.12; p< 0.05); MBSRQ- BAS subscale (r = -0.05) and SATAQ- AW (r = -0.07) both non-significantly [128].
Cross-sectional design (n = 276): ES optimism subscale was positively correlated to MBSRQ- AE subscale (r = 0.36; p< 0.001); MBSRQ- BAS
subscale (r = 0.28; p< 0.28), and SATAQ- AW subscale (r = 0.009), non-significantly. ES optimism subscale was negatively correlated to EAT total (r
= -0.12; p<0.05); PASTAS- BA subscale (r = -0.23; p< 0.001); PASTAS- FEA subscale (r = -0.15; p< 0.05), and SATAQ- INT subscale (r = -0.17; p<
0.01) [128].
Cross-sectional design (n = 276): 6 hierarchical multiple regressions with body image (MBRSQ appearance evaluation, MBSRQ body areas, PASTAS
body areas, SATAQ internalization) and eating disturbance (EAT total) as separate dependent variables and ES- SE (ES self-esteem- self-efficacy
subscale), feminist identity composite-active commitment subscale (FIC- AC), and ES- PP (ES power- powerlessness subscale) were entered as
independent variables in three steps
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Table 33a: Psychometric assessment of construct validity measurement properties of the ES [86]
Measure

Empowerment
Scale

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Psychological
Cross-sectional design (n = 276): Regression 1: step 1 revealed a lower level of ES SE was significantly negatively related to having more negative
eating attitudes (EAT total), accounting for 7% of the variance (β = -0.25; F = 19.03). In step 2, a lower level of ES-SE and a lower level of FIC-AC
was non-significantly negatively related to EAT total, accounting for 2% of the variance (β = -0.04; F = 0.46). In step 3, a higher level of ES- SE, a
higher level of FIC-AC, and a higher level of ES-PP was significantly positively related to having more negative eating attitudes, accounting for 7% of
the variance (β = 0.30; F = 21.89) [128].
Regression 2: step 1 revealed a higher level of ES-SE was significantly positively related to a better appearance evaluation (MBSRQ appearance
evaluation total), accounting for 21% of the variance (β = 0.45; F = 70.78). In step 2, a higher level of ES-SE and a higher level of FIC-AC was nonsignificantly positively related to MBSRQ appearance evaluation total, accounting for 1% of the variance (β = 0.03; F = 0.29). In step 3, a lower level
of ES-SE, a lower level of FIC-AC, and a lower level of ES-PP was significantly negatively related with a better appearance evaluation, accounting for
2% of the variance (β = -0.15; F = 6.52).
Regression 3: step 1 revealed a higher level of ES-SE was significantly positively related to having more satisfaction with body areas (MBSRQ body
areas total), accounting for 20% of the variance (β = 0.44; F = 64.29). In step 2, a higher level of ES-SE and a higher level of FIC-AC was nonsignificantly positively related to MBSRQ body areas total, accounting for 1% of the variance (β = 0.03; F = 0.26). In step 3, a lower level of ES-SE, a
lower level of FIC-AC, and a lower level of ES-PP was significantly negatively related with having more satisfaction with body areas, accounting for
1% of the variance (β = -0.13; F = 4.54).
Regression 4: step 1 revealed a lower level of ES-SE was significantly negatively related to having more physical appearance state trait anxiety
(PASTAS body areas subscale), accounting for 7% of the variance (β = -0.27; F = 20.98). In step 2, a lower level of ES-SE and a lower level of FICAC was non-significantly negatively related to a higher PASTAS body areas total, accounting for 3% of the variance (β = -0.05; F = 0.83). In step 3, a
higher level of ES- SE, a higher level of FIC-AC, and a higher level of ES-PP was significantly positively related to a higher PASTAS body areas total,
accounting for 4% of the variance (β = 0.21; F = 10.20).
Regression 5: step1 revealed a lower level of ES- SE was significantly negatively related to having more PASTAS features, accounting for 6% of the
variance (β = -0.26; F = 17.49). In step 2, (FIC- AC was not significantly correlated with PASTAS features and was not entered into this regression), a
higher level of ES-SE and a higher level of ES-PP was significantly positively related to higher PASTAS features total, accounting for 2% of the
variance (β = 0.15; F = 5.02) [128]
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Table 34a: Psychometric assessment of construct validity measurement properties of the ES [86]
Measure

Empowerment
Scale

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Psychological
Cross-sectional design (n = 276): regression 6: step1 revealed a lower level of ES- SE was significantly negatively related to having more sociocultural
attitudes toward appearance (SATAQ internalization), accounting for 6% of the variance (β = -0.25; F = 18.06). ). In step 2, a lower level of ES-SE
and a lower level of FIC-AC was significantly negatively related to having higher SATAQ internalization scores, accounting for 3% of the variance (β
= -0.17; F = 8.22). In step 3, a higher level of ES- SE, a higher level of FIC-AC, and a higher level of ES-PP was significantly positively related to
having higher SATAQ internalization scores, accounting for 13% of the variance (β = 0.41; F = 43.53) [128].
Cross-sectional design (n = 200): Swedish ES total was negatively correlated with the Swedish Rejection Experience Scale total (r = 0.19; p< 0.01). A
high level of rejection experiences in respondents (n = 96) was significantly associated with lower Swedish ES scores (M = 2.7; p< 0.02) [266]
Cross-sectional design (n = 200): a stepwise multiple regression analysis using rejection experiences total as the dependent variable, and SOC total,
self-esteem, social network and ES total as independent variables, entered the model accounting for 13% of the variance [266]
Cross-sectional design (n = 94): ES total score was positively correlated with an individual’s level of subjective meaningfulness and purpose (Life
Purpose Questionnaire LPQ: r = 0.46; p< 0.01) [130]
Cross-sectional design (n = 94): ES total score was negatively correlated with an individual’s psychological symptoms as measured by the Brief
Symptom Inventory (r = -0.49; p< 0.01) [130].
Cross-sectional design (n = 94): a standard linear regression with ES as the dependent variable and perceived coercion (MacArthur Perceived Coercion
Scale), psychiatric psychological symptoms (Brief Symptom Inventory), and life purpose (LPQ) as independent variables, accounting for 30% of the
variance (F (3, 93) = 12.83, p< 0.01) [130]
Cross-sectional design (n = 94): higher levels of perceived coercion was positively related to higher ES levels (β = 0.06) not contributing individual
variance, and higher levels of life purpose was significantly positively related to more ES (β = 0. 29; F = 0.01) [130]
Cross-sectional design (n = 94): having less psychological symptoms was significantly negatively related to higher ES levels (β = -0.32; F = 0.01)
[130].
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Table 35a: Psychometric assessment of construct validity measurement properties of the ES [86]
Measure

Empowerment
Scale

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Psychological
Cross-sectional design (n = 94): a second regression analysis without the coercion independent variable revealed having less psychological symptoms
and more life purpose accounted for 30% of the variance in empowerment [130]
Cross-sectional design (n = 161): ES total score was positively correlated with the Recovery Assessment Scale (RAS: r = 0.58; p< 0.01) and 5/5 RAS
subscales: RAS personal confidence and hope subscale (r = 0.59; p< 0.01); RAS willingness to ask for help subscale (r = 0.24; p<0.01); RAS goal and
success subscale (r =0.55; p< 0.01); RAS reliance on others subscale (r = 0.28; p< 0.01), and RAS no domination by symptoms subscale (r = 0.52; p<
0.01) [190].
Cross-sectional design (n = 237): ES- Japanese (ES- J) total score was positively correlated with the total score of the RAS in the overall sample (n =
102, r = .76), community (n = 71, r = .76) and inpatient samples (n = 31, r = .75/ at p< 0.01 [195].
Process of care
Cross-sectional design (n = 261): there was a positive correlation between ES total scores and the engagement of a number of community activities (r =
0.15, p< 0.02). There was a negative correlation between ES total score and using traditional mental health services (n = 256, r = -0.14; p<0.02) [86].
Cross-sectional design (n = 255): there was no significant correlation between ES total and hours spent in a self-help program per week (M = 15.34).
There was no significant correlation between ES score and total number of years of involvement in self-help (M = 4.70). There was no significant
correlation between ES total score and total number of previous psychiatric inpatient admissions. There was a positive correlation between ES total and
consumers satisfaction with a self-help program (r = 0.28; p< 0.001) [86].
Cross-sectional design (n = 261): a multiple regression was performed using quality of life, number of community activities engaged in, satisfaction
with self-help program, number of traditional mental health services received, and social support as independent variables and this equation accounted
for 22% of the variance in ES scores. The most successful predictors of ES total were quality of life, number of traditional mental health services
received, number of community activities engaged in, and overall life satisfaction. Satisfaction with the self-help program and satisfaction with social
support did not significantly contribute to the variance of empowerment [86].
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Table 36a: Psychometric assessment of construct validity measurement properties of the ES [86]
Measure

Empowerment
Scale

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Process of care
Cross-sectional design (n = 35): ES self-orientation to empowerment score was positively associated to the needs and resources assessment needs
subscale (NARA total needs: r = 0.11), non-significantly. ES self-orientation to empowerment score was negatively associated to SSQ size of support
network subscale (r = -0.48; p< 0.001); the Social Support Questionnaire (SSQ) satisfaction with support network subscale (r = -0.03); the NARA total
resources subscale (r = -0.27), and the global assessment of functioning (r = -0.19), non-significantly [200].
Cross-sectional design (n = 35): ES community orientation to empowerment was negatively associated to NARA total needs subscale (r = -0.12) nonsignificantly; NARA total resources subscale (r = -0.46; p< 0.001); global assessment of functioning (r = -0.24); SSQ satisfaction with support network
subscale (r = -0.08), and SSQ size of support network subscale (r = -0.18); non-significantly [200].
Cross-sectional design (n = 35): two stepwise multiple regression analyses using two superordinate factors of ES as dependent variables and RSES,
QOLI, BPRS, SSQ size of support network, NARA total resources, and WASIS-R vocabulary as independent variables was conducted and ES selforientation was negatively related to SSQ size of support network but did not account for any significant variance [200]
Cross-sectional design (n = 35): NARA resources scores accounted for independent variance in ES community- orientation scores (alongside ethnicity,
WAIS-R vocabulary) yielding a Multiple R of 0.78, accounting for 60.8% of the variance [200]
Cross-sectional design (n = 92): Swedish ES total score was positively correlated with respondents’ social network (ISSI: r = 0.49; p< 0.05). Swedish
ES subscale self-esteem and activism was positively correlated with social network (r = 0.47; p< 0.05). Swedish ES subscale community and power
was positively associated with social network (r = 0.12) non-significantly [124].
Cross-sectional design (n = 92): a t-test revealed Swedish total empowerment scores were positively correlated to availability of social relations (r =
0.44; p< 0.001); adequacy of social relations (r = 0.35; p< 0.001); availability of personal relations and friends (r = 0.31; p< 0.004), and adequacy of
such relationships (r = 0.38; p< 0.001) [124].
Cross-sectional design (n = 92): a stepwise multiple regression with Swedish ES self- esteem empowerment factor as the dependent variable and beliefs
of stigma experiences of devaluation/ discrimination towards people with mental illness, number of needs for care, psychosocial functioning, rejection
experiences, and overall social network as independent variables, revealed a better overall social network was significantly positively associated to
higher levels of self- esteem- activism factor, accounting for 2% of the variance (β = 0.15; F = 0.04) [124]
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Table 37a: Psychometric assessment of construct validity measurement properties of the ES [86]
Measure

Empowerment
Scale

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Process of care
Cross-sectional design (n = 1, 824): a multiple regression analysis of ES as dependent variable and peer support, participation in Alcoholics
Anonymous, gender, race and ethnicity, and age were independent variables, revealed having peer support among consumers was significantly
positively related with higher ES scores on 5/5 ES subscales: self-esteem- self-efficacy (β = 0.11: p< .001); power- powerlessness (β = 0.06: p< .05);
community activism- autonomy (β = 0.08: p< .001); optimism- control over future (β = 0.05; p< .05), and righteous anger (β = 0.06: p< .01) [32].
Cross-sectional design (n = 1, 824): greater participation in the group Alcoholics Anonymous was significantly positively related to higher ES scores on
2/5 ES subscales: power- powerlessness (β = 0.10: p< .001) and righteous anger (β= 0.08: p< .005) [32].
Cross-sectional design (n= 90): a multiple regression with ES as the dependent variable and depression, perceived discrimination towards people with
mental illness, group identification, perceived legitimacy of discrimination and clinical diagnosis as independent variables, revealed a higher level of
ES was non-significantly positively related to being able to identify with the group of people with mental illness (β = 0.01; F = 0.92) [201].
Cross-sectional design (n = 71): there were no significant differences found between mean ES scores across mental health facility treatment centre at p<
0.05 [191].
Cross-sectional design (n = 135): there was a positive correlation between ES total score and health promotion overall score (Perceived health
promotion intervention questionnaire HPIQ: r = 0.21; p< 0.05). There was a positive correlation between ES total score and two HPIQ subscales:
alliance (r = 0.35; p< 0.001) and empowerment (r = 0.21; p< 0.05). There was a negative correlation between ES total score and two HPIQ subscales:
educational support (r = -0.04) and practical support (r = -0.05) non-significantly.
Cross-sectional design (n = 135): a stepwise multiple regression of health promotion scores and health promotion subscale scores as dependent
variables and ES total, psychiatric symptoms, helping alliance (HAS), and client satisfaction with care (CSQ) entered as independent variables revealed
ES was an important determinant of perceived health promotion within the alliance subscale, accounting for 4% of the variance (β = 0.10; F = 0.002)
[196].
Intervention design (n = 1,827): there was no significant difference in participants attendance at Empowerment-Orientated Consumer-Operated Service
Programs (COSPs; peer support mentor programs) baseline ES total scores in comparison to control group (attendance at traditional mental health
services) ES total scores [86].
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Table 38a: Psychometric assessment of construct validity measurement properties of the ES [86]
Measure

Empowerment
Scale

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Process of care
Intervention design (n = 1,827): there was a significant difference between respondents ES scores at Site 6 (/8 sites) in the experimental group (M =
81.13; F = 6.93; p< 0.01) than those respondents in the control group. There was a significant difference across sites in baseline ES total scores (F =
20.01; p < 0.001) [86]
Intervention design (n = 1,827): further analyses (after excluding site 8 deemed as an outlier) revealed there was a significant difference between site by
group interaction for ES scores (F = 2.09; p< 0.04) at baseline [86]
Intervention design (n = 1, 603): an intention- to- treat (ITT) mixed analyses showed there was a significant increase in ES empowerment over time in
respondents with COSP use (F 1, 4059 = 28.13, p = < 0.001). There was no significant main effect for ES by attendance at COSP over time (F 1, 4059 =
2.30, p = 0.13) [125]
Intervention design (n = 1, 603): repeated analyses (excluding site 8) revealed there was a significant time by attendance at COSP effect (F, 1,3815 =
5.68, p = 0.02), but there was no significant effect by time by attendance at COSP by site interaction (F 6, 3815 = 0.88, p = 0.51) [125]
Intervention design (n = 1, 603): As-treated (AT) analyses revealed a significant effect of binary engagement (yes/ no) by time period by intervention
group on ES total scores (F 1,314 = 3.97; p< 0.046). There was a significant effect of intervention intensity (no use, low use, high use) by time period
by intervention group on ES total scores (F 2, 1306 = 7.03; p< 0.02). There were no significant time by engagement intensity by intervention site
interactions for ES total scores [125]
Intervention design (n = 1, 603): effect sizes (ES*) of COSPs on empowerment were significant but small in magnitude on 2/ 8 sites (site 3: ES* = 0.55
p = 0.045; site 7: ES* = 0.49 p = 0.05). Overall ES* for all sites combined was 0.14 (p = 0.13); without site 8 the ES* increased to 0.22 (p = 0.02)
[125]
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Table 39a: Psychometric assessment of construct validity measurement properties of the ES [86]
Measure

Empowerment
Scale

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Process of care
Cross-sectional design (= 142): there was no significant correlation between ES- Japanese (ES- J) total score and degree of social adjustment in patients
with schizophrenia (Social Adjustment Scale SSQ II: r = 0.05). 3 /5 ES- J subscales scores were positively correlated with degree of social adjustment:
self-esteem (r = 0. 67; p< 0.01); optimism (r = 0.66; p< 0.01), and activism subscale (r = 0.14) non-significantly. 2/5 ES- J subscales were negatively
correlated with degree of social adjustment: power (r = -0.26; p< 0.01) and righteous anger (r = -0.88; p< 0.01) [265].
Cross-sectional design (n = 150): A multiple regression with subjective quality of life as the dependent variable and Swedish ES total, rejection
experiences and beliefs of devaluation and discrimination total, and social network total as independent variables, revealed from the other disorders
sample (n = 46), empowerment and social network together accounted for 22.5% of the variance (β = 1.84; F = 0.003) [266]
Cross-sectional design (n= 138): there was a significant difference between the hospital continuing care group (n = 16) and community placement
group (n= 19) on ES total scores (r = -4.64; p< 0.01). Examination of mean differences revealed that those respondents in the community care group
reported higher ES total scores (M = 25.7) than those in the hospital group (M = 9.41) at p< 0.01 [267]
Intervention cohort design (n = 296): there was no significant difference in ES total scores amongst veterans in the cohort 2-V group (veterans who had
participated in more than 10 sessions of Vet-to-Vet since follow-up) than the veterans in cohort 1 group at baseline [268]
Intervention cohort design (n = 296): correlation analyses revealed there were no significant associations between ES total scores in both intervention
groups (control 2, control 2-V) and completion of future follow-ups.
Intervention cohort design (n = 296): an ITT analyses revealed there was no significant effect on ES total by cohort group- by- time interaction [268].
Quasi-experimental design (n = 178): repeated measures, Analyses of Covariance (ANCOVA) revealed a significant effect on ES total by time-bygroup interaction with intervention group participants having higher mean ES scores than those in the control group at both 6 and 9 month follow-ups
(F 2 = 3.68; p< 0.02) [269].
Cross-sectional design (n = 144): ES total score was positively correlated with members perception of the COSHC social environment interpersonal
relationship subscale (Self-Help Agency Satisfaction Scale r = 0.15: p< 0.05). ES total scores was positively correlated with years of membership
(Self-Help Member Survey r = 0. 22; p< 0.01) and days per week of COSHC attendance (r = 0.23; p< 0.01) [129].
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Table 40a: Psychometric assessment of construct validity measurement properties of the ES [86]
Measure

Empowerment
Scale

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Process of care
Cross-sectional design (n = 144): a stepwise multiple regression with ES as the dependent variable and members perception of the COSHC social
environment interpersonal relationship subscale, years of membership and days per week of COSHC attendance as independent variables revealed that
length of involvement and attendance rate together accounted for 9% of the variance (F 1, 141 = 5.063; p< 0.05) [129].
Cross-sectional design (n = 161): ES total score was negatively correlated with the needs assessment of people with severe mental illness (Camberwell
Assessment of Need Short Appraisal Schedule CANSAS: r = -0.48; p < 0.01). ES total score was positively correlated with higher levels of
participation in the local community (Community Integration Measure CIM: r = 0.57: p< 0.01) [190].
Associations with other health outcomes
Cross-sectional design (n = 35): ES community orientation to empowerment score was negatively correlated with scores on the vocabulary subtest of
the Wechsler adult intelligence scale- revised (WAIS- R: r = -0.74; p< 0.001), and ES self-orientation to empowerment score was negatively correlated
with WAIS- R vocabulary (r = -0.18), non-significantly [200]
Cross-sectional design (n = 35): two stepwise multiple regression analyses using two superordinate factors of ES as dependent variables and RSES,
QOLI, BPRS, SSQ size of support network, NARA total resources, and WAIS-R vocabulary as independent variables was conducted and WAIS-R
vocabulary accounted for independent variance in ES community- orientation scores (alongside ethnicity, NARA resources) yielding a Multiple R of
0.78, accounting for 60.8% of the variance [200]
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Table 41a: Psychometric assessment of construct validity measurement properties of the ES [86]
Measure

Empowerment
Scale

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Dimensional structure
Cross-sectional design (n = 283): 8/10 inter- item correlations between ES subscales were significant (p< 0.05). A PCA with orthogonal varimax
rotation yielded five factors (esteem 5.37, power 2.02, activism 2.38, control 1.99, and anger 1.94) [121].
Cross-sectional design (n = 35): A PCA with varimax rotation on ES subscales yielded two superordinate factors explaining 60% of the variance. 3/5
ES subscales (self-efficacy 0.88; optimism 0.84; self-esteem 0.68) loaded onto a superordinate factor ‘self-orientation to empowerment’ and 3/5 ES
subscales (community action 0.82; powerlessness 0.69; effecting change 0.64) loaded onto a second superordinate factor ‘community orientation to
empowerment’. A Pearson product-moment correlation revealed the independence of both superordinate factors (r = 0.25), non-significantly [200]
Cross-sectional design (n = 127): An exploratory FA on a joint set of items from two of the ES subscales (self-efficacy and powerlessness) yielded all
of the 17-items onto the expected factors except for 4 of the reversed coded items giving the lowest eigenvalues (0.05- 0.11) [122].
Cross-sectional design (n = 92): A PCA with varimax rotation on 5 ES subscales yielded two superordinate factors of empowerment explaining 67% of
the total variation. 3/5 ES subscales loaded onto a self-esteem and activism superordinate factor: self-esteem- self-efficacy (0.89), optimism- control
over future (0.92) and activism and autonomy (0.50). 2/5 ES subscales loaded onto a community and power superordinate factor: righteous anger
(0.87) and power- powerlessness (0.70). The superordinate factors were moderately correlated (r = 0.12) [124]
Cross-sectional design (= 142): 4/ 5 correlations between ES- J subscales and ES- J total score were significant (p< 0.01): self-esteem (r = 0.62);
optimism (r = 0.62); activism (r = 0.65), and power (r = 0.62). There was no significant correlation between ES- J total and ES-J righteous anger
subscale (r = 0.21). There were significant inter- item correlations between ES- J subscales: self- esteem and optimism (r = 0.85); activism and power
(r = 0.34), and between power and righteous anger (r = 0.45) at p< 0.01. There was a significant negative correlation between ES- J self-esteem
subscale and righteous anger (r = -0.50) and ES- J optimism subscale and righteous anger subscale (r = -0.49) at p< 0.01 [265].
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Table 42a: Psychometric assessment of construct validity measurement properties of the ES [86]
Measure

Empowerment
Scale

Construct validity

Associations with other variables (variable, subjects, direction with domain, and magnitude)
Demographic
Cross-sectional design (n = 161): a MANOVA was conducted with empowerment as the dependent variable and diagnosis, gender and relationship
status as independent variables and revealed a significant main effect for diagnosis and ES total (F = 4.9; p < 0.01). There were no significant
differences between respondents age or gender on ES total scores [190]
Clinical
Cross-sectional design (n = 35): Swedish ES self-orientation to empowerment score was positively correlated to the Brief Psychiatric Rating Scale total
score (BPRS: r = 0.51; p<0.001). Swedish ES community orientation to empowerment score was positively correlated to the BPRS total score (r =
0.22) non-significantly Corrigan [200]
Cross-sectional design (n = 35): two stepwise multiple regression analyses using two superordinate factors of ES as dependent variables and RSES,
QOLI, BPRS, SSQ size of support network, NARA total resources, and WASIS-R vocabulary as independent variables was conducted and ES selforientation was positively related to BPRS total but did not account for any significant variance [200]
Cross-sectional design (n = 92): Swedish ES total score was negatively correlated with severity of self-reported psychiatric symptoms (Hopkins
Symptom Check List-90 SCL-90: r = -0.55; p< 0.05), and number of psychiatric needs for care (CANSAS: r = -0.53; p< 0.05) [124]
Cross-sectional design (n = 92): Swedish ES self-esteem and activism subscale was negatively correlated with respondents’ severity of self-reported
psychiatric symptoms (r = -0.51; p<0.05), and number of needs for care (Camberwell Assessment of Needs Short Assessment interview CANSAS: r = 0.52; p< 0.05) [124]
Cross-sectional design (n = 92): Swedish ES community and power subscale was negatively associated with severity of self-reported psychiatric
symptoms (r = -0.05), number of psychiatric needs for care (r = -0.10) [124]
Cross-sectional design (n = 92): there were no significant mean differences in Swedish empowerment scores for any other clinical variables (diagnostic
sub-group, duration of illness) [124]
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Table 43a: Psychometric assessment of construct validity measurement properties of the ES [86]
Measure

Empowerment
Scale

Construct validity

Associations with other variables (variable, subjects, direction with domain, and magnitude)
Psychological
Cross-sectional design (n= 90): a multiple regression with ES as the dependent variable and depression, perceived discrimination towards people with
mental illness, group identification, perceived legitimacy of discrimination and clinical diagnosis as independent variables, revealed a lower level of ES
was significantly negatively related to more depression in women (β = -0.23; F = 0.03) and non-significantly negatively related to clinical diagnosis (β
= -0.31; F = 0.006) [201]
Cross-sectional design (n = 50): ES total was negatively correlated with Community Assessment of Psychiatric Experiences total sores (r = -0.58; p<
0.001) [127]
Cross-sectional design (n = 161): A MANOVA was conducted with empowerment as the dependent variable and diagnosis, gender and relationship
status as independent variables and revealed a significant main effect for diagnosis and ES total (F = 4.9; p < 0.01) [190].
Cross-sectional design (n = 161): Bonferroni Correlations using pairwise comparisons revealed that ES total score was significantly higher (p < 0.05)
for respondents with a diagnosis of bipolar disorder than respondents with anxiety/ depression and schizophrenia [190]
Cross-sectional design (n = 35): two stepwise multiple regression analyses using two superordinate factors of ES as dependent variables and RSES,
QOLI, BPRS, SSQ size of support network, NARA total resources, and WASIS-R vocabulary as independent variables revealed ES self-orientation
was significantly positively related to self-esteem on the RSES score, and quality of life score, showing independent variance yielding a Multiple R of
0.67, accounting for 44.9% of the variance [200]
Cross-sectional design (n = 35): ES community-orientation was positively related to the RSES total but did not account for any significant variance
[50]
Cross-sectional design (n = 35): ES self-orientation to empowerment score was negatively correlated to the Recovery Scale score (r = -0.71;p< 0.001),
and ES community-orientation to empowerment score was negatively correlated to the Recovery Scale score (r = -0.17) non-significantly [50].
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Table 44a: Psychometric assessment of construct validity measurement properties of the EMP [90]
Measure

Empirical
Empowerment
Measure

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Psychological
Cross-sectional design (n = 593): partial correlations controlling for response bias with the Responding Desirably on Attitudes and Opinions survey
were also significant at the p <.001: the total EMP and six subscales were negatively correlated with the Brief Fear of Negative Evaluation Scale
(EMPSUM -.482, AA -.460, DC -.239, AE -.305, PC -.320, IC -.091, IP -.262)
Cross-sectional design (n = 593): total EMP and six subscales were negatively correlated with the Eating Disorder Inventory drive for thinness
subscale (EMPSUM -.474, AA -.523, DC -.493, AE -.199, PC -.229, IC -.212, IP -.204)
Cross-sectional design (n = 593): total EMP and six subscales were negatively correlated with the Eating Disorder Inventory bulimia subscale
(EMPSUM -.407, AA -.363, DC -.484, AE -.176, PC -.245, IC -.114, IP -.213)
Cross-sectional design (n = 593): total EMP and six subscales were negatively correlated with the Eating Disorder Inventory subscale body
dissatisfaction (EMPSUM -.574, AA -.662, DC -.545, AE -.258, PC -.287, IC -.191, IP -.271) [90]
Cross-sectional design (n = 593): total EMP and six subscales were negatively correlated with the Eating Attitudes Test-26 (EMPSUM -.413, AA .464, DC -.425, AE -.179, PC -.191, IC -.143, IP -.190)
Cross-sectional design (n = 593): total EMP and six subscales were negatively correlated with the Bulimia Test-Revised (EMPSUM -.549, AA .517, DC -.625, AE -.214, PC -.323, IC -.204, IP -.275) [90]
Cross-sectional design (n = 1111): total EMP dichotomized and six subscales dichotomized were negatively correlated with the Eating Disorder
Inventory dichotomized (EMPSUMdich -.386, AAdich -.455, DCdich -.372, AEdich -.198, PCdich -.193, ICdich -.173, IPdich -.202) [95].
Cross-sectional design (n = 593): total EMP dichotomized and six subscales dichotomized were negatively correlated with the Bulimia TestRevised dichotomized (EMPSUMdich -.376, AAdich -.408, DCdich -.363, AEdich -.156, PCdich -.234, ICdich -.208, IPdich -.222) [90]
Cross-sectional design (n = 593): total EMP dichotomized and five subscales dichotomized were negatively correlated with the Eating Attitudes
Test-26 dichotomized (EMPSUMdich -.261, AAdich -.281, DCdich -.258, PCdich -.136, ICdich -.149, IPdich -.136) (Vigil, 2005). There was a
non-significant negative correlation between the empowerment subscale assertion efficacy dichotomized (AEdich -.072) and the Eating Attitudes
Test-26 dichotomized [90].
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Table 45a: Psychometric assessment of construct validity measurement properties of the EMP [90]
Measure

Empirical
Empowerment
Measure

Construct validity

Associations with other variables (Variable, subjects, direction with domain, and magnitude)
Psychological
Cross-sectional design (n = 518): total EMP and six subscales were negatively associated with the non-diagnostic Eating Disorder Inventory
subscale ineffectiveness (EMPSUM -.619, AA -.529, DC -.325, AE -.431, PC -.538, IC -.214, IP -.401), the non-diagnostic Eating Disorder
Inventory subscale interpersonal distrust (EMPSUM -.396, AA -.286, DC -.110, AE -.421, PC -.320, IC -.290, IP -.251), the non-diagnostic
Eating Disorder Inventory subscale interoceptive awareness (EMPSUM -.475, AA -.381, DC -.354, AE -.247, PC -.383, IC -.239, IP -. 309), the
non-diagnostic Eating Disorder Inventory subscale maturity fears (EMP SUM -.317, AA -.216, DC -.166, AE -.152, PC -.292, IC -.257, IP .257), the non-diagnostic Eating Disorder Inventory subscale ascetism (EMPSUM -.320, AA -.328, DC -.273, AE -.130, PC -.167, IC -.217, IP .187), the non-diagnostic Eating Disorder Inventory subscale impulse regulation (EMPSUM -.400, AA -.295, DC -.279, AE -.153, PC -.346, IC
-.240, IP -.327), and the non-diagnostic Eating Disorder Inventory subscale social insecurity (EMPSUM -.590, AA -.487, DC -.249, AE -.453,
PC-.501, IC -.281, IP -.411)
Cross-sectional design (n = 518): total EMP and two subscales appearance apprehension and interpersonal pressure were both negatively
correlated with the Eating Disorder Inventory subscale perfectionism (EMPSUM -.103, AA -.126 and IP-.121). There were non-significant
negative correlations between the empowerment subscales dietary control, assertion efficacy, purpose confusion, and interpersonal confines and
the Eating Disorder Inventory subscale perfectionism [90].
Process of care
No data assessed
Associations with other health outcomes
Cross-sectional study (n = 593): a MANOVA revealed that obese individuals (BMI >30.0 – 34.9) showed significantly less empowered scores
than non-obese individuals (BMI <18.5 – 29.9) with ANOVA demonstrating a significant difference on the appearance apprehension subscale,
with underweight individuals (BMI <18.5) showing the most empowered scores (M = 28.11), followed by normal weight individuals (BMI 18.5
– 24.9, M = 27.22), overweight individuals (BMI 25.0 – 29.9, M = 23.86), obese individuals (BMI 30.0 – 34.9, M = 22.06), and extreme obese
individuals (BMI >34.9, M = 17.40).
Post-hoc tests revealed significant mean differences amongst obese groups (obese BMI >30.0 - 34.9; obese+ BMI >34.9) as well as normal
weight groups (normal BMI 18.5- 24.9) were significantly associated (p<.001) with less empowered scores compared to the overweight group
(BMI = 18.5 – 24.9); obese and underweight and normal groups were significantly associated (p<.01) with less empowered scores, and
overweight and normal weight groups were also significantly associated (p<.001) with differing empowerment scores.
An ANOVA revealed significant differences in empowerment scores on the dietary control subscale amongst underweight individuals (BMI
<18.5, M = 22.87) and Normal individuals (BMI 18.5 – 24.9, M = 23.00) but no difference was reported between them [90].
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Appendix 3
Study information sheet

Professional Information Sheet
Re: A qualitative study of understanding patient and professional views on
empowerment in the management of long term conditions in primary care
You are being invited to take part in a research study. Before you decide it is important for
you to understand why the research is being done and what it will involve. Please take time
to read this information carefully and contact us if there is anything that is not clear or if you
would like more information.
Thank you for reading this.
Background to the Research Topic
Government policy suggests that patients should be encouraged to take more responsibility
for their own health care. Patients with chronic diseases need to participate in their health
care and to undertake significant self management. Primary care practitioners can facilitate
their patients to be knowledgeable about their condition and identify methods to empower
their patients.
Currently empowerment has been defined as both a positive process and an outcome for
patients with chronic disease and is fundamentally important to understand in relation to life
with chronic disease. Developing a better understanding of empowerment will assist in the
development of relevant interventions to assist both health care professionals and patients.
Aims of the Research Project
The study has an overall aim to define the concept of empowerment within chronic disease
management in primary care. We want to:
1. Understand the meaning of empowerment from the perspective of patients with
chronic disease, to understand factors that support or hinder empowerment.
2. Understand the meaning given to patient empowerment from the perspective of
health care practitioners, to understand factors that support or hinder their ability to
empower their patients.
This qualitative study represents part of a PhD project designed to develop and validate an
instrument to measure empowerment in patients with chronic disease in primary care.

What have I been asked and what will I have to do?
You have been invited to participate in this study as you are a general practitioner in
Manchester. We are hoping that you will participate by identifying ten patients from your
practice chronic disease registers. We would ask that you invite these patients to opt -in to
the study (we will provide the stationary and stamps) and then a researcher will contact the
patient to arrange an interview in their home.
As part of this study, we are also interested in gaining an understanding of what
empowerment means to health care practitioners. Therefore we are also inviting you, as a
clinician, to participate in a short interview (20- 30 minutes) with a researcher about your
experiences working with patients with long term conditions within the consultation.
You have been sent a study information pack containing an invitation letter, this
information sheet and a reply-slip within a reply-paid envelope.
If you agree to take part in this study, please sign and return the enclosed reply-slip
in the pre-paid envelop and a researcher will contact you by telephone to discuss
your involvement in the study.
After deciding to take part in the study, you are still free to withdraw at any time and without
giving a reason. Participation in this study is entirely voluntary and you can withdraw at any
point.
You may also decide to only take part in patient recruitment, and not take part in any
practitioner interview; this is still fine to take part in the study.
What will happen during your interview?
A researcher will contact you to arrange to meet you at your practice and talk to you and
engage in a discussion, about your views on patient empowerment.
This interview will be audio-taped and written consent will be taken from you at the start of
the discussion that you understand the study and that you consent to being recorded.
Will my taking part in this study be kept confidential?
All information that is collected about you during the course of the research will be kept
strictly confidential. All information about you will have your name and address removed so
that you cannot be recognised from it. Data maintained on a computer will be stored in
password protected computers.
All tapes will be kept securely for five years and then destroyed.
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What will happen to the results of the research study?
The results of the study will be available to all research participants on request. This
research represents the first stage in a postgraduate project designed to develop and
validate an instrument to measure empowerment in patients with chronic disease in primary
care. It is anticipated that the results will be disseminated through peer reviewed scientific
journals and departmental seminars. Non identifiable quotations from the interviews will be
completely anonymous so that individuals cannot be identified.
Who is organising and funding the research?
This PhD study is conducted by Miss Nicola Small (BA, MSc), Research Training Fellow at
the National Primary Care Research and Development Centre (NPCRDC) at Manchester
University. The research team includes; Dr Joanne Protheroe, Clinical Research Fellow at
the NPCRDC and GP; Dr Carolyn Chew-Graham, Senior Clinical Lecturer in General
Practice at the University of Manchester and GP, and Dr Peter Bower, Reader in Health
Services Research at the NPCRDC.
What do I do now?
If you want to take part in this study, I would like to thank you for agreeing and would be
very grateful if you could sign the enclosed reply-slip and return it in the reply-paid
envelope. If you have any questions about this study please do not hesitate to contact me.
Contact for further information
For further information regarding the study, please contact:
Miss Nicola Small
Research Training Fellow
National Primary Care Research and Development Centre
Fifth Floor, Williamson Building, University of Manchester
Oxford Road, Manchester, M13 9PL
Tel: 0161 2750741 Fax: 0161 2757600 Email: Nicola.small@manchester.ac.uk
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Appendix 4
Patient participant letter

Mrs xxxxxx
<<Insert Address>>
11th June 2009
Living with a long-term condition
Dear Mrs xxxxxx,
I am writing to invite you to take part in a University of Manchester study. Your practice has agreed
to take part in this study.
A university researcher (Nicola) is interested in talking to patients with long-term conditions, about
your experiences of living with your condition.
Accompanying this invitation letter is a study information sheet and a reply-slip with a reply-paid
envelope. Please read through the study information sheet enclosed. This explains what taking part
will involve.
Please discuss it with friends or relatives if you wish. Please contact Nicola if there is anything that
is not clear or if you would like more information.
If you agree to take part in this study, you need to fill out and return the enclosed reply-slip. Nicola
will then contact you to discuss the study and hopefully arrange a convenient interview date.
Thank you for your time.
Yours sincerely,

Dr xxxx
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Appendix 5
Patient participant information sheet

Information about the research
Living with a long term condition

We would like to invite you to take part in a research study.
Before you decide whether to take part, it is important that you
understand why the research is being done and what will happen to you
if you take part. Please take time to read this information carefully and
discuss it with friends, relatives and your GP if you wish.
Part 1 tells you the purpose of this study and what will happen to you if
you take part.
Part 2 gives you more detailed information about the study.
Please ask the researcher Miss Nicola Small, if there is anything that is
not clear or if you would like more information (contact details are given
at the end of this information).
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Part 1: What is the purpose of this study?
This study is educational and part of a PhD project at the University of
Manchester.
This study is interested in finding out about your experiences of living with
a long term condition and how you feel about the management of your
condition.
The background to the study is that people are being encouraged to take
more responsibility for their own health care. This is especially important
to people with long term conditions such as diabetes, chronic obstructive
pulmonary disease (COPD) and coronary heart disease.
Why have I been invited?
Several practices in Manchester have been chosen by the research team and
these practices have agreed to take part in the study. You have been chosen
to take part in this study as you have a long term condition. We want to ask
you some questions so that you can talk in your own words about your
understanding and experiences of living with a long term condition.
Do I have to take part?
No. It is up to you to decide whether or not to take part. You have been sent
this study information pack to keep. This contains an invitation letter, this
information sheet and a reply-slip with a reply-paid envelope.
We will also describe the study and go through this information sheet with
you at the start of the study. We will then ask you to sign a consent form to
show you have agreed to take part.
After deciding to take part in the study, you are still free to withdraw at any
time, without giving a reason. This study will not affect the standard of
care you receive from your doctor. Even if you decide not to take part then
the care you receive from your practice will not be affected.
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What will happen to me if I agree to take part?
If you agree to take part in this study, you need to sign and return the
enclosed reply-slip and a researcher (Nicola) will contact you to discuss the
study and hopefully arrange an interview date convenient for you.
Nicola will telephone you to arrange to meet you either at your home, your
GP surgery or at the university where she works. She will explain to you
that the interview will be recorded and will last approximately 30- 45
minutes.
We record the interviews because it is hard to take notes of what people
say, listen carefully and think all at the same time. After the interview, the
whole interview is typed up. We do this to help us remember what people
said and to ensure a full and accurate account of the views that are
presented.
Written consent will be obtained from you for the recording of the
interview and separate consent that you understand what the study is about.
If you prefer not to be recorded, you can still take part, but please do tell us
and Nicola will take hand-written notes.
The study will involve Nicola asking you to talk about your feelings and
thoughts about your experiences of living with a long term condition.
What are the possible benefits of taking part?
Although there are no direct benefits to you personally, we hope that you
find taking part an interesting experience. Sometimes people do find it
helpful talking through their own experiences.
This study will not affect the care you receive from your doctor. We are
talking to patients from your practice as your practice has agreed to take
part in this study.
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Taking part in this study will give us a better idea of understanding more
about living with a long term condition.
Will my taking part in this study be kept confidential?
Yes. We will follow ethical and legal practice and all information about
you will be handled in confidence. The details are included in Part 2.

This completes Part 1.
If the information in Part 1 has interested you and you are
considering taking part in the study, please read the additional
information in Part 2 before making any decision.

Part 2: More information about the research
What will happen if I don’t want to carry on with the study?
If you wish to withdraw from the study, we will destroy all your data unless
you tell us that the information collected may still be used.
If you have a concern about any aspect of this study, you should ask to
speak to the researcher, who will do her best to answer your questions.
Will my taking part in this study be kept confidential?
All information that is collected about you during the course of the research
will be kept strictly confidential. All papers and notes will be kept in a
locked filing cabinet under the supervision of the researcher (Nicola).
When we type up the recordings made during interviews and about the
results of the research, all personal details will be removed so that no-one
will know who you are. No real names will be used.
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All tapes will be kept securely for five years and then destroyed.
We have to keep this information for five years so that research reports can
be made and so that the accuracy of information can be checked.
If you decide to take part in this study, the data collected for the study will
be looked at by a team of four researchers only. It may also be looked at by
authorised people at The University of Manchester to check that the study
is being carried out correctly.
What will happen to the results of the study?
You will be offered the option of receiving a copy of the research findings.
If you choose to do this, a summary of the research findings will be writtenup and posted to you at the end of the study.
Quotations from the interview may be published in scientific journals. All
personal details will be removed so that no one will know who you are. No
real names will be used.
We will be happy to give you any copies of reports or publications from
this work.
Who is organising and funding the research?
The study is being organised and funded as a PhD study at the National
Primary Care Research and Development Centre at the University of
Manchester. As a department we are funded by the Department of Health
to undertake health care research.
If you incur any expenses through taking part in the study, these expenses
will be reimbursed by the University.
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Who reviewed the study?
All research in the University of Manchester is looked at by an independent
group of people, called a Research Ethics Committee to protect your safety,
rights, wellbeing and dignity.
This study has been reviewed and given favourable opinion by Central
Manchester Research Ethics Committee.
What do I do now to take part in the study?
If you want to take part in this study, I would like to thank you for agreeing
and would be very grateful if you could sign the enclosed reply-slip and
return it in the reply-paid envelope provided.
Thank you very much for taking the time to read this.
If you have any questions about the study or require any further information
you can contact:

Miss Nicola Small
Research Training Fellow
National Primary Care Research and Development Centre
Fifth floor, Williamson Building
University of Manchester
Oxford Road
Manchester
M13 9PL
0161 275 7601/ 0741
Email: Nicola.small@manchester.ac.uk
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Appendix 6
Participant written consent form

Living with a long-term condition study

Interview Consent Form
o I have read and understand the information sheet dated ……………
for the above study and have had the opportunity to ask questions.
o I understand that taking part is voluntary and that I am free to withdraw at any time, without
giving any reason, without my medical care or legal rights being affected.
o I understand that everything I say, all information I give will remain strictly confidential.
o I agree for the use of direct quotes from my interview can be used in this study and
subsequent research provided that they are anonymised so I cannot be identified
o I agree to take part in the above study

Name

Signature

Date

……………………………………………………………………………….
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Consent to use of tape recorder
We would like to tape-record the interviews with your consent.
No names or addresses will be used on the tape, and it will only be heard by the research team in the
study.
All tapes will be kept securely for five years and then destroyed.
If you do not wish to be tape-recorded, you can still take part in the study, the researcher will write
down your answers.
Please sign the form below to indicate your preference in this study:

I agree to the use of a tape-recorder in my interview

Name

Signature

Date

……………………………………………………………………………….

I do not wish the tape-recorder to be used

Name

Signature

Date

……………………………………………………………………………….

Researcher

Signature

Date

……………………………………………………………………………….
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Appendix 7
Practitioner interview guide

I am carrying out a number of interviews with patients living with a long-term condition such as
diabetes, coronary heart disease and chronic obstructive pulmonary disease to enable me, as primary
care PhD student, to understand their understanding of empowerment and their management better.
I would also like to explore your meaning of patient empowerment, as a primary care practitioner, to
help me understand factors that support or hinder your ability to empower your patients.
Please remember that the interviews are confidential and any material used in any publications will
be anonymous.
Category

Question

Prompt

Background

How long have you been practising as a …?
How long have you been at this practice?
How would you describe your practice?
How many partners?

Year/ Place qualified

In your role, what involvement with the
management of long term conditions do you
have?
Do you have any condition specific training?
Doctor- patient
relationship

Can you think of a recent consultation with a
recently diagnosed … patient, how would you
begin to discuss management of their condition
with them?

Condition specific

At what stage would you start talking about
their own role in managing their condition?
Do you use any particular strategies to decide a
level of self management for a patient?

Making
decisions

Can you talk to me about a circumstance where
effective self management was difficult to
achieve with a … patient?
How did this effect your role and your ability to
invoke a change in behaviour?

Paternalistic role

Have you ever had to overcome any health
beliefs that a patient may hold about their….?
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Some patients may want lots of health
information but choose to defer treatment
decisions to the clinician. How would you
manage patients such as these?

Participation in care

What sorts of things influence you when you
decide how much information to give to each
patient?
How would you assess level of knowledge?

Booklets/ internet

Can you think of an instance that you have had
to disagree or interrupt a patient making a
decision that you believe is not best for them?
In this situation, how would you hand power
back to the patient?
Do you use any particular strategies?

Continuity

Can you think of a consultation that you feel
was particularly patient-centred. Can you
explain to me why this was for you?
Why was it for the patient?
Health outcomes?
How do you think this led to empowering the
patient?
Patients with long term conditions often see
many professionals to help. Can you tell me if
you have had to address any problems of
continuity of care?
What was the outcome?

Conflicting advice

How might your relationship with a LTC patient Knowledge of family
develop?
Trust
What do your patients expect from you?
Empowerment

In your role, how do you understand the concept
of empowerment within the management of …?
How would you recognise an empowered
patient?
How would you distinguish this from a person
who may not wish to be empowered?
When would you facilitate empowerment?
When?
How?

Informed choice
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Patient control

Psychological

Self-efficacy

From my patient interviews, some patients’
seem to be empowered in a particular aspect of
their life, but when it comes to seeking advice
from a … about their LTC they are either
hesitant to do so or it never crosses their mind.
Why do you think this is?
What may prevent a patient not discussing their
worries with you?
What methods would you use to engage
patients’ such as these?
Can you tell me how you gain an insight into a
patients’ psychological wellbeing?
Would that process influence your thinking
about the patient’s capacity to make decisions?
How can you tell how confident a patient is in
managing their condition?
Would you consider a person’s family and
social context when making this assessment?

Older/ younger
generation

Formal assessments

Social support

What do you do in your role that gives patients’
feelings of strength to self manage?
When would you introduce a patient to a selfmanagement programme?
How?

Directly/Indirectly

Coping

What do you think makes a patient cope well?
How do you support people who are coping less
well?

Disadvantaged
patients’

Patient
empowerment

Current policy emphasises the empowerment of
patients in the management of LTCs
How does this impact your role as a….
How does this impact on the practice team?
What do you think is the motivation behind the
Governments drive to empower patients?
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Appendix 8
Patient topic guide

I am asking these questions of people living with a long term condition such as diabetes, or coronary
heart disease, to enable me as a student, to understand your management better.
All answers are confidential to me and any quotes used in my work will be anonymous.
Category

Question

Current health
status

How do you consider your own health at the moment?
What are the medical problems you have?
How long have you had your main condition?

Prompt

Health experience What was your health like before you developed your
condition?
Did you regularly go to the doctors?
For what kind of things?
Before you were diagnosed, can you tell me how you realised
something was wrong?
Can you remember what made you go to the doctors?
How did you feel going to the doctors about this?
HCP relationship
at diagnosis

How did you feel when your…. told you that you had….?
Did you know what it was?
Did you ask questions?
Did you tell your… if you weren’t sure about anything?
Did you feel that your… listened to you?

Decision making

How involved are you in your care of you’re…?
Do you like to talk things over with you’re…?

Continuity

GP/ PN

What have you tried and not got on with?
*How was this decision made to change?

*Use patient
example

Have you ever felt not quite sure about a treatment choice?
What happened?
How did you feel?
How do you feel about the help you are receiving now from
your doctors?
Do you like to see the same….?

GP/PN
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How often do you see your… for your…?

Knowledge

Self care

Apart from seeing your doctor/ nurse, do you see any other
people, like a physiotherapist, to help with your….?
Would you like some more support?
Who would you like to see?
How much did you know about your… before you were told
you had….?
How much information did you get from your ….. about your
…?
How much information did you look at/ find by yourself about
your….?
*What information do you think your ….. did not give you,
that made you look …. for help?
Where would you go to get any more information about
your…. if you needed to?
Why is this?
Do you own a computer?
How did you first find managing you’re … by yourself?
What do you do to help yourself?
Did you make any changes to your life?
Is there anything you viewed as a hassle to monitor?
Is there anything you can no longer do, that you could do
before you were diagnosed?

*If applicable
Newspapers/
friends

Day-to-day
Medication
Diet
Trips out

Do you think how you manage your condition has changed as
time has gone on?
Have you had any changes in responses to your symptoms?
Do you know what you can and can’t do with your condition?
Would you let your condition stop you doing anything in your
life?
Do you ever make the decision to do it and suffer later?

Control

Apart from taking your medication, do you do anything else to
help yourself?
Have you tried any alternative therapies?
What/ why did you try…?
Who told you about this…?
How have you felt learning to manage your…?
Up’s and
down’s
Are you in control of your symptoms?
Do you let your condition control you or do you control your
condition?
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How well do you think you respond practically to managing
your…. now?
Do you think you put up with it, rather than manage it?

Self-efficacy

*Can you tell me when you made that decision of… how did
doing this make you feel?

*Px eg

Have you ever felt down with your condition?
*Have you had any help from your… for this?
How do you think other people view your… ?

*If applicable

Which parts of your condition do you manage yourself?
Are you OK with this?
Are there any parts of taking care of your condition that you
would like to change?
Is there any part of your condition that you like you’re … to
look after?
Have you ever heard of a group set up for people with… to
talk about how they help themselves?
Have/ did you ask your… about this group?
How did this group experience make you feel?
Did you learn anything new?

Coping/ support

Can you tell me, what things you cope with day-to-day?
How well do you cope?
How often do you worry?
What do you do that helps you with your worries?
Do you ever offload onto someone close?

Work

I have spoken to other people with… and some of them feel
that they don’t want to tell other people that they care about,
about their health worries.
What do you think about this?
When would you?
Why?
Do you have a supportive family?
Does what your family say to you about your … effect what
you do to help yourself?
Awareness and
advocacy

*What makes you do the thing’s that you do to look after
yourself?
What thing’s get in your way?

* Use px
choice
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Since being diagnosed, do you think you make more decisions
about your health on your own?
Do you help your family make health decisions?
Do you think you could advise other people with…?
Would you ever attend a group set up about… speak about the
way you look after yourself?
Can I ask have you been aware of any changes in your
practice that have affected your care?

Practice
support

Finally, is there anything else that you can think of that you
would like to add, that is important to you?
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Appendix 9
Patient participant demographic sheet
About you – background information
Please answer the following questions. Either tick one box or write your answer in the space
provided.
Please remember that all the information given will be confidential.
Please leave blank any questions you do not wish to answer.

1. How old are you now?
Years

2. How long have you been seeing the doctor/nurse with this condition?
(If you are unsure, please estimate in the box below)

Years

3. Which ethnic group do you belong to?
(Please tick only one box)
White

Indian

Black - Caribbean

Pakistani

Black – African

Bangladeshi

Black – other

Chinese

Other, please write ………………………………………………
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4. Are you working at the moment?
(Please tick only one box)

Yes

No

What is your job? (Please write in your own words below)
……………………………………………………………………………..

If you have a partner, what is their job? (Please write in your own words below)
…………………………………………………………………………….

5. About your home:
(Please tick one box only)
My home is owner – occupied/ mortgaged
(I own or I am buying my home)
My home is rented

I have another living arrangement
Please describe ……………………………………......

6. What is your highest qualification?
(If you are unsure, please write more than one)
……………………………………………………………………………….

Thank you for taking time to take part in this study.
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Appendix 10
Extract from patient fieldwork diary used in initial analysis
Interviewer notes
Date: 27.07.09
Practice B; Participant P10
Female; LTC: Angina

Very friendly and thoughtful lady; came to her door after one knock; no door bell
Semi-detached house near the main road and close to her GP practice
Apologised over her untidy house; not especially untidy but belongings looked old fashioned and
antique; noted quite dusty
Interviewed her in the lounge area
She swapped the throws on her sofa before I sat down due to cat hairs - two stray cats for company
House-proud even though she was clearly limited in doing things due to her LTC; participant walked
lob-sided; easily gets out of breath due to angina
GTN spray and takes meds; she has a stair lift to get upstairs
Uses self care pill sheet with days of week and times from the chemist- started to use this ‘after’ her
accident
She explained that she felt deeply distressed following a bad fall in her home; seemed anxious;
emotional; almost like she had her lost her way in life
Husband died 21 years ago but still brings him into conversation; noticed her ruby wedding
anniversary plate in cabinet
Told me she has never got over the death of her husband; feels she needs psychological help
Unable to understand why she has developed heart problems when she has been healthy all her life;
She blames herself for her LTC
Looked out of her back garden window and noticed her garden was well kept; lots of fruit trees and
plants; she caught me looking and explained how she had lots of different types of fruit trees for
cooking and a pineapple plant! Laughed with me
Her legs were visibly battered; out of shape and swollen; dry patchy skin; she explained she had
several falls and she didn’t bother going to see her practice nurse as she didn’t want to bother them
She used to like gardening; became teary eyed when explaining her physical limitations
She explained how she has no one to help her with her house work; lonely
Has no family to call on her; only select few friends - they have their own family to help
Room packed full of ornaments; photos; personal memorabilia; dusty cupboards, net curtains had
gone yellow
Overall impression she had looked forward to her interview as a social activity. After her interview I
offered to put her net curtains up for her and she was very grateful! She then requested study
feedback. Frustrated lady in need of more social support; frequent falls; disempowered in the
management of her angina; had a knock to normal day-to-day routine.
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Appendix 11
Five dimensions of empowerment

As a result of understanding empowerment conceptually and empirically, the data presented below
outlines five dimensions of an empowered patient in relation to extracts of patients’ accounts.

Dimension 1: Identity
Being empowered was described across all of the patients’ accounts as having an identity in relation
to their long-term condition and this was brought about by having a sense of self. A sense of self
was described as having a subset of beliefs through five components in the internal process of
empowerment.
So, do you know, what helps you to stay so motivated to manage your condition?
Um, oh, gosh, um, I suppose um, I guess the motivation, um, for me I suppose is, is kind of,
um, having more good days then bad days and I do want to keep that and having to, you know,
because you don't, you don't want to wake up in the morning and feel really rubbish, you know,
that is crap. Um, so that I suppose is one of my biggest motivations and then I don't want to
um; I know that um, it's likely that I will eventually succumb to the complications of diabetes
and that's not a happy thought, but, the other motivation is that I would like to put that off for a
little while yet. I'd like to be around a little while longer before that happens (P04)
“Me mother had cancer; she, she went, I was never afraid; the doctor said to me at one stage,
'she's gone to bed,' and I didn't understand at first and I said, 'what do you mean?' So he said,
'she's gone to bed; she's give up,' and she took to her bed and she never got up again... Um, and
I suppose in a way um, I don't want to go to bed um, I want to keep active, I want to keep
independent. If I have to get to the stage where I've got to have somebody to look after me oh
that's the worst possible thing that could ever happen; I would go and throw myself in the canal
first” (P09)
I Have you ever had any thoughts, oh you know, ‘I wish I didn’t get so much breathlessness’
or…
R No (clears throat) I haven’t… because… that’s me… and that’s my attitude to it… I mean,
some people would. But that’s not my attitude…
I Do you think generally there is a stigma attached to COPD
R (Silence) Well to be truthful, if I say to somebody I’ve got, they say ‘well, what’s that?’ And
they don’t know what it is. And I just say ‘oh, its one step… further from asthma’ and I just, I
just leave it at that… I don’t go into details… (P01)
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Dimension 2: Knowledge and understanding
Patients emphasised that having the necessary level of condition-related knowledge and
understanding in relation to managing your condition was an important dimension of feeling
empowered. It was described that for patients to feel in control, it was necessary for themselves to
recognise there capacity to process and retain knowledge, and this was particularly so in relation to
medical knowledge. The participants were divided into those who were presumed to have a good
knowledge base, and those participants who purposely limited their knowledge of medical
information as a strategy to feel in control. For this reason, the second dimension of empowerment
describes having a level of knowledge and understanding that one chooses to feel empowered.
“I had a friend that was erm… she was so meticulous, she took Metformin and she'd come here
and she'd say, `oh I feel terrible, I've had a terrible day with it', where as I went and I told them
that I wasn't taking it any longer, she kept on, kept on taking it… and she died… but she was
so frugal with herself she would have something like a Weetabix in the morning, to try and,
because she was a big lady er to try and keep her weight down and her menu, everything was
weighed and… she took it to severely. She was too severe with herself anyway she's dead and
gone now… But she was, she was an academic and went into it really deeply and I don't think
it does really, I don't think it does really”… (P12)
“I think I have a responsibility to myself to be aware of what I am doing and what I'm taking,
in the same way that if I ask for a cup of coffee in a coffee shop and I ask for cappuccino, I
have asked for cappuccino because that is what I want, I don't want a latte, I want a
cappuccino, because I have an expectation of what that is, and you know, I wouldn't accept just
whatever they pushed across the counter. Um, when you, something as simple as that, when
things are more important like your health you engage in it, I think I should know what's
happening to me and why” (P14)
“I: My first port of call probably would be the Internet, because it's the greatest source of
knowledge. I would not necessarily believe everything I read on the Internet, if I saw
something that I would want to look into and check it out and make sure it's valid
information… Because I know there are certain websites that I will read first before I go to
other places. Like Diabetes UK and the American Diabetes Association, the reputable kind of,
sites… Um, because there's always people coming up with miracle cures which always make
me laugh. Like, yes, that's not going to work. Um, so um, so I'd probably go to the internet
first and then um, um, and I would probably go, if there was, if I did have a burning issue or
anything… I would email, there is a diabetes nurse” (P04)

Dimension 3: Personal control
The third dimension of feeling empowered describes a perception of having influence and personal
control of a long-term condition outside of the consultation, to produce desirable outcomes. Patients’
reported a feeling of personal control had relational support from other people. Particular examples
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described included having the personal control to try new self-care regimes but at the same time
knowing your personal limits.
“I mean, that was a really, really big change and that has given me a lot more control and a lot
um, yes, so I guess that um, because you, yes, actually there is something else as well, because
not just the pump, but about six years ago maybe, maybe even seven years ago, um, I also, they
ran a course, um, because I was living in London at the time and it was called the Daphne
Course. It was dose adjustment for normal eating…. and that was, um, that was one of, another
big change. Um, but it basically taught about how to manage um, food and insulin in a
completely different way then what I'd been trained to do originally… so, that was a very big
change, um, and that was really quite liberating as well” (P04)
“I: Would say you let your condition control you, or you control your condition?
A: It's a difficult one that, because the condition controls what I can do and what I can't do...
but I control the condition in that I have a go at doing what I want to do whether the condition
lets me or not.
Q: Interesting, yeah, it's good, um, so do you think you put up with it rather than manage it?
A: No, I think I manage it... I think I manage it quite well actually, um, yeah” (P09)
“... I do things at my pace, um, if we go away, I was a way in early May in Majorca and um,
with my son and the twins, and if we went a walk, they got too far, I used to get a taxi back to
the hotel; they'd walk, so you've got to adjust your life and it's no use being silly and saying
um, 'oh I can do it; I don't need to do this,' I just you know, um, so your life you are constantly
changing. I push myself to see how much I can do, because I think if I don't push myself then
um, I'll stagnate and I will start going downhill as long as I am pushing myself, not over doing
it, when I say push myself, but as long as I'm pushing that threshold, I know how can I put it I
know I'm still alive um, does that make sense” (P09)
“I Do you know what helps you stay so motivated to manage managing… you do seem very
motivated?
R Er… being interested in things I think… Er I've always been that way, relaxed, interested in
doing erm…
I But why is it that you're like that
R I don't know I mean to me that's normal
I Not everyone's like that though are they
R No but to me it's normal, it's normal so I wouldn't know anything any other way to compare
Erm… what I do, I just think it's the normal way of doing things, er and I can't say er…
anything else, it makes me happy doing what I do, I'm quite happy doing it... not always happy
with the results but there again you find a different way of doing it and perhaps the result will
be better” (P06)
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Dimension 4: Personal decision-making
Patients across different groups of long-term conditions consistently described feeling able to
participate in making personal decisions about their health care with practitioners. Personal
decision-making describes the feeling of having both the choice to participate actively in the
decision-making process and being able to change your preferences over time.
I: So there’s nothing that you think, oh I could do a bit more on, to help yourself?
R No. Not unless they find something out, then I’d have a… a go like… I mean like when I go
to the lung clinic, if they say something, then I’ll try it… and if it doesn’t suit, then I’ll tell
them… that I can’t do it and that’s the end of it… you can only do so much can’t you (P07)
I: Have you heard about self management programmes that you can go to?
R I've heard of it like, you know… I've got the leaflet from me GP and then. To go…
like to go…. for breathing exercises and all that….
I Would you ever, is that something that you would ever go to later on, do you think?
R Like if I got worse I'd probably go I think… because they'd show you how to take inhalers
proper, and this and that, and your breathing and all that, well at the moment… I do do all that
me self (P02)
“Diet controlled is the best way, er rather than medication, and I was doing the finger test erm
three, three or four times a week and… he did refer me to a dietician. The leaflets he give me,
with food stuff on, most of it I didn't like anyway because it was all pastas and stuff like that.
So what I did I made a big list up of everything I liked and everything that I normally ate and
took that with me and I said `before we go through your, all your paraphernalia have a look at
what I've done. That's what I survive on, I'm quite happy with it, I'd go a fortnight without
having the same meal, you know so I can vary things, er and I've cut out all sweet things, have
a look at that and pick holes in it'… So she has a look at it and she said that's fine that so that
was the end of that, so to this day four years after, I'm still here to tell the tale and I'm quite fit”
(P06)
I: So since being diagnosed do you think you make more decisions about your health on your
own?
R: No, no I probably don't, it's a state of mind isn't how you do; I don't think I have changed in
that. I suppose I might have become more acutely aware of the um, the rights of the client to
voice their opinion and that sometimes that's difficult, it's not stopped me and if I want to say
something I would do, and I perhaps can empathise with those that feel they can't articulate
what their view point is, or that it is not required, or it is not wanted. But I don't think it would
have ever stopped me and I don't think it ever will either, if I am unhappy or unsure then I
would say so. I think that goes back to being a professional, I know I shouldn't be doing things
as a professional nurse if I don't know what I am doing… And I should always say, 'no I can't
do that it's outside my limits of competence' or 'yes I can do that, I know how to do that', so it's
just a state of mind (P14)
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R: I don't take anything other than what the doctor prescribes and so far I have never had to
say, it's it's not working with me
I Uh huh… but if you did, if something wasn't working…
R Oh I'd go and tell them, I mean to me there isn't much sense in you taking a tablet that you
think is doing you wrong
I Hmm. If we go back to the Metformin then, you decided that that wasn't for you and you took
that to your GP…
R (Interrupts) Well I stopped it.
I You stopped it yourself?
R And I felt better, so I went and I said to him, `oh you've no idea what like it was with the
wind, oh and gripping pains with the wind as well (P12)

Dimension 5: Enabling others
The empowered dimension of enabling others describes the feeling that an individual has an innate
sensitivity to others and a desire to motivate others with similar long term conditions to be persistent
in coping with their illness. Examples of enabling others include: passing on advice and experience
to those coping less well; collecting money for condition related organisations; and sharing strategies
used to self-manage.
R … I had a visitor on Sunday and she's diabetic and she was asking me well `what tablets do
you take?' the way people do… and I said to her er… she said she was on Metformin and she
takes three a day! I says `oh god!' I says `I mean I could never! I mean everybody's different, I
mean it might do for you, but it didn't do for me'…
I And what did she say about that when you said that to her…
R She says, she says `oh I have terrible wind, I have terrible wind' she says `it's some days it's
really bad' So it must be a side effect to that tablet
I So did you tell her that then?
R I told her that, how I'd, how I'd refused to take it
I And did she do anything about that then?
R Well, I only saw her on Sunday there…
I Oh right, OK
R And I told, she said she didn't think she's getting much attention… so I said to her, `well ask
your doctor to refer you to (hospital clinic) because they are absolutely brilliant' (P12)
I Well you say that you do a lot of reading, er about health issues and you collect for Diabetes
UK. What makes you do those things?
R … Erm… for my benefit, it’s all for my benefit. For the likes of… if I have enough money I
send a donation and for the likes of if anybody dies, I send a donation for that instead of
flowers because I feel like the money is being used better in research… that’s it (P12)
“… it's more I would advocate that alternative approaches can be useful. As part of that in my
background I trained in body massage, aromatherapy and reflexology myself. I have never had
it done on me for that, but I would advocate that to other people” (P14)
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R ...that's me lists of tablets [picks up a ring-binder file containing colour coded charts for each
condition] … and then what you get… that's the daily tablets... and that's me stats...
I: Wow, and you've done all these yourself?
Yeah… I find I find this works for me, I mean, it shows what I take, so I that into Friday club
to show um, but I never say, but I'm not saying you should do that... but that works for me.
I: Yeah, so have you taken that in to show them at the club?
Yeah. Um, some thought it was very good; some thought it looked very, very difficult (P09)
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Appendix 12
Ethics approval letter
NORTH WEST 10 RESEARCH ETHICS COMMITTEE – GREATER MANCHESTER NORTH
3rd Floor, Barlow House
4 Minshull Street
Manchester
M1 3DZ
Tel: 0161 625 7817
Email: cynthia.carter@northwest.nhs.uk
Miss Nicola L Small
Trainee Research Fellow
University of Manchester
National Primary Care Research and Development Centre
NPCRDC, 5th Floor, Williamson Building
M13 9PL
6 May 2010
Dear Miss Small
Study Title:
REC reference number:
Protocol number:

Preliminary psychometric evaluation of a questionnaire to measure
empowerment in primary care patients with long-term conditions
10/H1011/25
1

The Research Ethics Committee reviewed the above application at the meeting held on 26 April 2010. Thank you for
attending to discuss the study.
Ethical opinion
The Chair welcomed you to the meeting. You were asked by the Committee to clarify the following issues:
The Committee commended you on the thorough consideration that had been given to potential participants being
sensitive to the subjects in the questionnaire and were happy that these had been fully addressed.
The Committee discussed the language and reading skills of potential participants with the researcher. You agreed that it
was a limitation of the methodology, but that the testing model was the most appropriate. You were able to reassure the
Committee that contact details had been given and that, in the pilot study, participants did phone to ask about the study
when they were unable to read or understand the information sheet.
The Committee requested that a GP letter be forwarded for review.
The members of the Committee present gave a favourable ethical opinion of the above research on the basis described in
the application form, protocol and supporting documentation, subject to the conditions specified below.
Ethical review of research sites
The favourable opinion applies to all NHS sites taking part in the study, subject to management permission being
obtained from the NHS/HSC R&D office prior to the start of the study (see “Conditions of the favourable opinion”
below).
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Conditions of the favourable opinion
The favourable opinion is subject to the following conditions being met prior to the start of the study.
Management permission or approval must be obtained from each host organisation prior to the start of the study at the
site concerned.
For NHS research sites only, management permission for research (“R&D approval”) should be obtained from the
relevant care organisation(s) in accordance with NHS research governance arrangements. Guidance on applying for
NHS permission for research is available in the Integrated Research Application System or at
http://www.rdforum.nhs.uk. Where the only involvement of the NHS organisation is as a Participant Identification
Centre, management permission for research is not required but the R&D office should be notified of the study.
Guidance should be sought from the R&D office where necessary.
Sponsors are not required to notify the Committee of approvals from host organisations.
Other conditions specified by the REC
1.

Please submit a letter to be sent to GPs to inform them that their patient is involved in a research study

Please ensure that you submit revised documentation with version numbers and dates to the REC co-ordinator for
acknowledgement.
It is responsibility of the sponsor to ensure that all the conditions are complied with before the start of the study or
its initiation at a particular site (as applicable).
Approved documents
The documents reviewed and approved at the meeting were:
Document

Version

REC application

2.5

Protocol

1

Investigator CV

2

Evidence of insurance or indemnity

Date

31 March 2010

CV Academic Supervisor
Questionnaire

Membership of the Committee
The members of the Ethics Committee who were present at the meeting are listed on the attached sheet.
Statement of compliance
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The Committee is constituted in accordance with the Governance Arrangements for Research Ethics Committees (July
2001) and complies fully with the Standard Operating Procedures for Research Ethics Committees in the UK.

After ethical review
Now that you have completed the application process please visit the National Research Ethics Service website > After
Review
You are invited to give your view of the service that you have received from the National Research Ethics Service and
the application procedure. If you wish to make your views known please use the feedback form available on the website.
The attached document “After ethical review – guidance for researchers” gives detailed guidance on reporting
requirements for studies with a favourable opinion, including:
Notifying substantial amendments
Adding new sites and investigators
Progress and safety reports
Notifying the end of the study
The NRES website also provides guidance on these topics, which is updated in the light of changes in reporting
requirements or procedures.
We would also like to inform you that we consult regularly with stakeholders to improve our service. If you would like to
join our Reference Group please email referencegroup@nres.npsa.nhs.uk.
10/H1011/25

Please quote this number on all correspondence

With the Committee’s best wishes for the success of this project
Yours sincerely

Dr Peter Stanley Klimiuk
Chair
Enclosures:

Copy to:

List of names and professions of members who were present at the meeting and those
who submitted written comments
“After ethical review – guidance for researchers” SL-AR2

Dr Peter Bower, Reader, Health Services Research, University of Manchester
Mr Mohammed Zubair, Research Governance, The University of Manchester
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Appendix 13
Living with long-term conditions survey

Living with Long-term Conditions
Dear Sir or Madam,
The National Primary Care Research and Development Centre at the University of
Manchester is funding a study looking at the experience of patients living with long- term
conditions. Long- term conditions include a range of problems like diabetes, arthritis and
heart disease.
Our aim is to develop a questionnaire that captures how you manage your condition, and
how you understand your health and wellbeing. Your GP fully supports this study.
We would be grateful if you would complete this survey and return it in the prepaid envelope
provided (no stamp is required). Some of the questions may seem quite similar. This is
because we are trying to find the best way of asking certain questions and we would like
your help in this process.
Please answer ALL the questions. Your answers are very important to us. There are no
right or wrong answers, so please just read each question carefully and be as honest as you
can. All the data is completely anonymous and your name and address will not be used.
If you have any problems completing the form, or you would like further information about
this study, please contact me on 0161 275 0741 and I will be happy to phone you back.
Many thanks for your time and help,
Nicola Small
Researcher
National Primary Care Research and Development Centre
5th Floor, Williamson Building, University of Manchester,
Oxford Road, Manchester, M13 9PL
Tel: 0161 275 0741 E-mail: Nicola.small@manchester.ac.uk
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A. Your long-term health condition…
1. What long term health condition(s) do you have?
(Please tick all the appropriate boxes which include any condition you have)

1. Diabetes

1

2. Chronic obstructive pulmonary disease (COPD)

2

3. Coronary heart disease (CHD)

3

4. Irritable bowel syndrome (IBS) or abdominal (tummy) problems

4

5. Chronic fatigue syndrome, myalgic encephalomyelitis (ME)
or fibromyalgia

5

6. Arthritis or painful joints, back trouble, osteoporosis

6

7. Heart problems or high blood pressure

7

8. Anxiety, depression or stress

8

9. Multiple sclerosis

9

10. Other condition (Please give details)

10

Please answer the following questions in terms of your long- term
condition(s)
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B. About your beliefs, attitudes and feelings …
Please read each statement carefully and then indicate the response that best
describes the extent to which you agree or disagree in relation to your long
term condition(s)
Strongly Disagree Neither Agree Strongly
Disagree
Agree
11. I often request additional
health information from my
doctor
12. I am aware I can change
my mind about a treatment
13. I actively manage my
condition
14. I am still doing interesting
things in my life despite my
health problems
15. I feel frustrated for other
people who are struggling
with similar conditions
16. I am capable of handling
my condition
17. I am aware I can choose
different treatment options
18. I am satisfied with the level
of health care information
that I have available to me
19. I’m not bothered about
understanding health
information
20. I am satisfied with my
control over the symptoms
my condition
21. I have a hopeful outlook
towards my condition

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5
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Strongly Disagree Neither Agree Strongly
Disagree
Agree
22. I have helped people who
have similar conditions find
different ways to cope
23. I would acquire more health
information
24. My health problems stop me
from enjoying life
25. I can minimise the impact of
my symptoms on my life
26. I find it difficult to ask my
doctor to change my
treatment
27. I have shared my experience
of managing my conditions
with other people with health
problems
28. I know where to go to find
something out about my
condition
29. I have plans to do enjoyable
things despite my health
condition
30. I feel a sense of control over
my condition
31. I feel I have a very good life
despite my health problems
32. I have information to handle
difficulties related to my
condition
33. I have shared with others
how I keep myself well
34. I have the skills that help me
feel in control of my
condition

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

502

Strongly Disagree Neither Agree Strongly
Disagree
Agree
35. I would refuse a treatment if I
thought it was not the best
thing for me
36. Knowing more about my
condition helps me to
manage it
37. I feel useful in my daily
despite my condition
38. My own experience has
increased my understanding
of what it is like for other
people to have this condition
39. I can talk to my doctor if I
change my mind concerning
my treatment
40. I know what my test results
mean
41. I can live a normal life
despite my condition
42. I am confident choosing
among different options
related to my condition with
my doctor
43. I accept that I have to live
with my condition
44. I find my health problems
take over my life
45. I live my life one day at a
time because of my
condition
46. I need to know what is
happening to me and why
47. I feel like I am actively
involved in life despite my
health problems

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

503

Strongly Disagree Neither Agree Strongly
Disagree
Agree
48. I have shared my
understanding of my
condition with people with
who have similar conditions
49. I participate in decisions
concerning my health care
50. I sometimes take health
information to my doctor
51. I know how to handle
difficulties related to my
condition
52. I try to make the most of my
life despite my condition
53. I understand my condition
54. I would feel able to refuse a
decision made by my doctor
concerning my treatment
55. I have a positive outlook
towards my condition
56. People who are struggling
with similar health conditions
ask me for advice
57. I have all the knowledge I
need to manage my
condition
58. Without my health problems
I could achieve more
59. I know how to control my
health problems
60. I know enough about my
condition
61. I feel there is purpose and
meaning in my life despite
my health problems

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5
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C. You and your condition…
The questions below ask about how you have been feeling about your
condition(s) during the past two weeks. Please read each statement carefully
and then indicate the response that best describes the extent to which you
agree or disagree
Strongly Disagree
Disagree
1. I feel my condition is
something I will never
recover from
2. I feel my condition is
serious, but I will be able
to return to life as it was
before my condition
3. I feel my condition has
changed my life
permanently so it will
never be as good again
4. I feel that I am the same
person that I was before
my condition
5. I feel that my
relationships with other
people have not been
negatively affected by my
condition
6. I feel that my experience
with my condition has
made me a better person
7. I feel my condition has
permanently interfered
with my achievement of
the most important goals
I have set for myself

Agree

Strongly
Agree

1

2

4

5

1

2

4

5

1

2

4

5

1

2

4

5

1

2

4

5

1

2

4

5

1

2

4

5
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D. Managing your condition(s)…
We would like to know how confident you feel about doing certain activities
relating to managing your condition(s).
For each of the following questions, please circle the number that corresponds
to how confident you feel at the present time.
How confident are you that you can…..
1. … do all the things necessary to manage your condition on a regular basis?
(Please circle one number only)
0

1

2

3

4

5

6

7

8

Not at all confident

9

10

Totally confident

2. … judge when the changes in your illness mean you should visit a doctor?
(Please circle one number only)
0

1

2

3

4

5

6

7

8

Not at all confident

9

10

Totally confident

3. … do the different tasks and activities needed to manage your health
condition so as to reduce your need to see a doctor? (Please circle one
number only)
0

1

2

3

4

5

6

7

8

Not at all confident

9

10

Totally confident

4. … reduce the emotional distress caused by your health condition so that it
does not affect your everyday life? (Please circle one number only)
0

1

2

3

4

5

6

7

8

Not at all confident

9

10

Totally confident

5. … do things other than just taking medication to reduce how much your
illness affects your everyday life? (Please circle one number only)
0

1

2

Not at all confident

3

4

5

6

7

8

9

10

Totally confident
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E. Your visits to your GP surgery…
Staying healthy can be difficult when you have a chronic condition. We would
like to learn about the help you get in relation to your condition(s) from your
health care team. This might include your regular doctor, his or her nurse, or
health care assistant who treats your condition.
When I received care for my chronic condition over the past six months,
I was…
Almost
never

6. … asked for my ideas
when we made a
treatment plan.
7. … given choices about
treatment to think
about.
8. … asked to talk about
any problems with my
medicines or their
effects.
9. … given a written list of
things I should do to
improve my health.
10. … satisfied that my
care was well
organised.
11. … shown how what I
did to take care of
myself influenced my
condition.
12. … asked to talk about
my goals in caring for
my condition.
13. … helped to set
specific goals to
improve my eating or
exercise.
14. … given a copy of my
treatment plan.

Generally
not

Sometimes

Most of
the time

Almost
always

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5
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When I received care for my chronic condition over the past six months,
I was…
Almost
never

15. … encouraged to go
to a specific group or
class to help me cope
with my chronic
condition.
16. … asked questions,
either directly or on a
survey, about my health
habits.
17. … sure that my doctor
or nurse thought about
my values, beliefs, and
traditions when they
recommended
treatments to me.
18. … helped to make a
treatment plan that I
could carry out in my
daily life.
19. … helped to plan
ahead so I could take
care of my condition
even in hard times
20. … asked how my
chronic condition affects
my life.
21. … contacted after
a visit to see how
things were going.
22. … encouraged to
attend programs in the
community that could
help me.

Generally
not

Sometimes

Most of
the time

Almost
always

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5
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Over the past six months, when I received care for my chronic condition, I
was…
Almost
never

23. … referred to a
dietitian, health educator,
or counselor.
24. … told how my visits
with other types of
doctors, like the eye
doctor or surgeon,
helped my treatment.
25. … asked how my visits
with other doctors were
going.

Generally Sometimes Most of
not
the time

Almost
always

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

F. Seeing the doctor you prefer…
1. Is there a particular doctor you prefer to see at your GP surgery or health
centre?
Yes

1

No

2

There is usually only one doctor in my GP surgery or
health centre

3

2. How often do you see the doctor you prefer to see?
Always or almost always

1

A lot of the time

2

Some of the time

3

Never or almost never

4

Not tried at this GP surgery or health centre

5
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G. Seeing a doctor in the GP surgery or health centre…
Please answer these next questions about the last time you saw a doctor at
your GP surgery about your long-term condition(s)
1. The last time you saw a doctor at your GP surgery or health centre, how
good was the doctor at each of the following?
Very
Good

a. Giving you enough
time
b. Asking about your
symptoms
c. Listening to you
d. Explaining tests and
treatments
e. Involving you in
decisions about your
care
f. Treating you with care
and concern
g. Taking your problems
seriously

Good

Neither

Poor

Very
poor

Does not
apply

1

2

3

4

5

6

1

2

3

4

5

6

1

2

3

4

5

6

1

2

3

4

5

6

1

2

3

4

5

6

1

2

3

4

5

6

1

2

3

4

5

6

Please answer these next questions about the last time you saw a doctor at
your GP surgery about your long-term condition(s)…
2. When you last saw a doctor at your GP surgery about your long-term
condition, did you have confidence and trust in that doctor?
Yes, definitely

1

Yes, to some extent

2

No, not at all

3

Don’t know/ can’t say

4
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3. When was the last time you visited your GP surgery to see your GP or
Practice nurse?
Month

Year

4. Thinking about the last visit you made to your GP surgery, was this to see
your… (Please tick one box)
GP
Nurse

1
2

Please answer these next questions about the last time you saw a doctor at
your GP surgery about your long-term condition…
5. For each of the below, please tick the box that best describes how you felt
immediately after the visit:
Much
better
a) Able to cope with life
b) Able to understand your illness
c) Able to cope with your illness
d) Able to keep yourself healthy

f) Able to help yourself

Same or
Not
less
applicable

1

2

3

4

1

2

3

4

1

2

3

4

1

2

3

4

Much
more
e) Confident about your health

Better

More

Same or
Not
less
applicable

1

2

3

4

1

2

3

4

511

H. About you…
Please answer the following questions. Either tick one box or write your
answer in the space provided.
Please remember that all the information given will be confidential.
1. Are you:
Male

1

Female

2

2. How old are you now? ____________ years
3. Which ethnic group do you belong to? (Please tick only one box)
White

1

Indian

5

Black – Caribbean

2

Pakistani

6

Black – African

3

Bangladeshi

7

Black – other

4

Chinese

8

Other

9

Please specify ____________

4. Which of these qualifications do you have? (Please tick all that apply)
1 or more O levels/CSE/GCSEs (any grade)

1

1 or more A levels or AS levels

2

Degree

3

NVQ

4

Other trade qualification

5

A professional qualification

6

No qualifications

7
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5. Which of these best describes your current work situation?
(Please tick all that apply)
In paid work (full or part-time including self-employed)

1

Unemployed

2

Retired from paid work

3

Unable to work because of long-term disability or ill health

4

Looking after the family or home

5

In full-time education or training

6

Voluntary work

7

Other

8

If other please describe:

6. Is your accommodation:
(Please tick one box only)
Owner-occupied/mortgaged

1

Rented from local authority/housing association

2

Rented from a private landlord

3

Other arrangements

4

If other please describe:
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About you…
7. How long have you been seeing the doctor/nurse with this
condition?
(If you are unsure, please estimate in the box below)
Years

8. In general, how would you rate your health?
Excellent

1

Very good

2

Good

3

Fair

4

Poor

5

Any Comments?
The space below is for any comments you may have regarding the pilot
survey you have just completed.

Please return the questionnaire in the enclosed prepaid envelope
provided (no stamp is required). Thank you very much for taking
part.
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Appendix 14
Factor analysis alternative result

FACTOR
/VARIABLES E1 E2 E3 E4 E5 E6 E7 E8 E9RECODE E10 E11 E12 E13 E14RECODE E15 E16RECODE
E17 E18 E19 E20 E21 E22 E23 E24 E25 E26 E27 E2
8 E29 E30 E31 E32 E33 E34RECODE E35RECODE E36 E37 E38 E39 E40 E41 E42 E43 E44 E45
E46 E47 E48RECODE E49 E50 E51
/MISSING LISTWISE
/ANALYSIS E1 E2 E3 E4 E5 E6 E7 E8 E9RECODE E10 E11 E12 E13 E14RECODE E15 E16RECODE
E17 E18 E19 E20 E21 E22 E23 E24 E25 E26 E27 E28
E29 E30 E31 E32 E33 E34RECODE E35RECODE E36 E37 E38 E39 E40 E41 E42 E43 E44 E45 E46
E47 E48RECODE E49 E50 E51
/PRINT INITIAL EXTRACTION ROTATION
/FORMAT SORT BLANK(0.4)
/CRITERIA FACTORS(5) ITERATE(25)
/EXTRACTION PAF
/CRITERIA ITERATE(25)
/ROTATION VARIMAX
/METHOD=CORRELATION.
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Table 46a Five factor solution
Item Number

Factor(s)

Loading(s)

Empowerment

Empowerment Item

E27
E21
E37
E14
E31
E4

1
1
1
1
1
1

.783
.765
.763
.760
.753
.739

Identity
Identity
Identity
Identity
Identity
Identity

E34
E19
E45
E15
E35
E11
E51

1
1
1
1
1
1
1

.727
.698
.693
.658
.645
.636
.626

Identity
Identity
Identity
Control
Identity
Identity
Identity

E20
E6
E48
E3
E42
E26
E10
E2
E7
E36
E9
E25
E16
E32

1
1/ 5
1
1
1/ 3
1
1/ 5
2
2
2
2
2
2/ 3
2

.618
.601/.453
.530
.510
.501/ .410
492
.486/ .401
.682
.644
.600
.565
.554
.548/ .419
.538

Control
Control
Identity
Control
Identity
Knowledge
Control
Decision-making
Decision-making
Knowledge
Knowledge
Decision-making
Decision-making
Decision-making

2

.535

Decision-making

I feel useful in my daily life despite my condition
I feel I have a very good life despite my health problems
I feel like I am actively involved in life despite my health problems
My health problems stop me from enjoying my life
I can live a normal life despite my condition
I am still doing interesting things in my life despite my health
problems
I find my health problems take over my life
I have plans to do enjoyable things despite my health condition
I have a positive outlook towards my condition
I can minimise the impact of my symptoms on my life
I live my life one day at a time because of my condition
I have a hopeful outlook towards my condition
I feel there is purpose and meaning in my life despite my health
problems
I feel a sense of control over my condition
I am capable of handling my condition
Without my health problems I could achieve more
I actively manage my condition
I try to make the most of my life despite my condition
Knowing more about my condition helps me to manage it
I am satisfied with my control over the symptoms of my condition
I am aware I can change my mind about a treatment
I am aware I can choose different treatment options
I need to know what is happening to me and why
I’m not bothered about understanding health information
I would refuse a treatment if I thought it was not the best thing for me
I find it difficult to ask my doctor to change my treatment
I am confident choosing among different treatment options related to
my condition with my doctor
I can talk to my doctor if I change my mind concerning my treatment

E29

.
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Table 46a… Five factor solution
Item number

Factor(s)

Loading(s)

Empowerment

E13
E1
E5

2
2
2/ 4

.515
.454
.444/ .413

Knowledge
Knowledge
Enabling

E28

2

.431

E43
E50
E47
E41
E44

3
3
3/ 5
3
3/ 2

.715
.664
.657/ .407
.597
.566/ .464

E39
E49
E40
E17

3
3/ 1
3
4

.521
.478/ .405
.414
.677

E38

4

.673

E46

4/ 3

.612/ .442

E23
E12

4
4

.597
.558

E8

5

.517

E24
E18

5/ 1
5

.469/ .447
.434

E22

5

.403

Empowerment item

I would acquire more health information when needed
I often request additional health information from my doctor
I feel frustrated for other people who are struggling with
similar conditions
Enabling
My own experience has increased my understanding of what
it is like for other people to have this condition
Knowledge
I understand my condition
Knowledge
I know enough about my condition
Knowledge
I have all the knowledge I need to manage my condition
Control
I know how to handle difficulties related to my condition
Decision-making I would feel able to refuse a decision made by my doctor
concerning my treatment
Decision-making I participate in decisions concerning my health care
Control
I know how to control my health problems
Decision-making I sometimes take health information to my doctor
Enabling
I have shared my experience of managing my condition with
other people with health problems
Enabling
I have shared my understanding of my condition with people
who have similar conditions
Enabling
People who are struggling with similar conditions often ask
me for advice
Enabling
I have shared with others how I keep myself well
Enabling
I have helped people who have similar conditions find
different ways to cope
Knowledge
I am satisfied with the level of health care information that I
have available to me
Control
I have the skills that help me feel in control of my condition
Knowledge
I know where to go to find something out about my
condition
Knowledge
I have information to handle difficulties related to my
condition
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Appendix 15
SPSS Crosstabulation table
Owner/ mortgaged vs rented from local authority/ housing association/ privately * Qualifications vs. no
qualifications Crosstabulation
Qualifications vs. no qualifications
0
Owner/ mortgaged vs rented

0

from local authority/ housing

Count

1

Total

72

38

110

75.6

34.4

110.0

65.5%

34.5%

100.0%

54.5%

63.3%

57.3%

37.5%

19.8%

57.3%

Std. Residual

-.4

.6

Count

60

22

82

56.4

25.6

82.0

73.2%

26.8%

100.0%

45.5%

36.7%

42.7%

31.2%

11.5%

42.7%

.5

-.7

132

60

192

132.0

60.0

192.0

68.8%

31.2%

100.0%

Expected Count

association/ privately
% within Owner/ mortgaged vs
rented from local authority/
housing association/ privately
% within Qualifications vs. no
qualifications
% of Total

1

Expected Count
% within Owner/ mortgaged vs
rented from local authority/
housing association/ privately
% within Qualifications vs. no
qualifications
% of Total
Std. Residual
Total

Count
Expected Count
% within Owner/ mortgaged vs
rented from local authority/
housing association/ privately
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% within Qualifications vs. no
qualifications
% of Total

100.0%

100.0%

100.0%

68.8%

31.2%

100.0%

Note: Educational status = qualifications (0) vs. no qualifications (1) Home ownership = owner/ mortgaged (0) vs.
rented from local authority/ housing association/ privately (1)

SPSS Chi-Square Output
Chi-Square Tests

Value
Pearson Chi-Square
Continuity Correction

Exact Sig. (2-

Exact Sig. (1-

sided)

sided)

sided)

a

1

.254

.968

1

.325

1.313

1

.252

1.302
b

Likelihood Ratio

df

Asymp. Sig. (2-

Fisher's Exact Test
Linear-by-Linear Association

1.295

N of Valid Cases

c

1

.255

Point Probability

.274

.163

.274

.163

.274

.163

.274

.163

.066

192

a. 0 cells (.0%) have expected count less than 5. The minimum expected count is 25.63.
b. Computed only for a 2x2 table
c. The standardized statistic is -1.138.
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