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Abstract

There is little research into the understanding, protection and recovery of public trust in
health care systems, considering the underlying importance of public trust, not only for
the effective functioning of health care systems, but also for society in general. There is
no robust conceptual framework of public trust. This poses problems for policy making
and public trust measurement. Therefore, research is needed to identify what public trust
in the health care system means. This research will not only inform health policy making,

but should also allow the development of a public trust measure in the future.

Hence, the aim of this research is to gain deeper understanding of what public trust in
health care systems at the macro level is, and to close a theory and conceptual gap.

Furthermore, this research aims to determine whether public trust is measurable.

To fulfil the research aim, three qualitative case studies of the English NHS were
conducted: an analysis of online news with readership comments concerning care.data; a
secondary analysis of interviews about participants’ experiences and perceptions of
biobanks in general; and an analysis of public focus groups about perceptions of the
100.000 Genomes Project in particular. Further, existing measurement instruments and
their conceptual frameworks, as well as general trust theory, were reviewed. Based on
these elements, public trust theory and a conceptual framework of public trust were

developed.

The findings suggest that public trust grows in the public sphere from open public
discourse and as a result legitimises the actions of the health care system. Public trust
builds on information equally relating to past experiences, present perceptions and future
expectations. Public trust is established in anticipation of a net benefit for the public as
well as the system. With respect to the measurability of public trust, this research suggests

that public trust can be measured.
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Introduction

There is a clear imbalance between the importance of trust for the functioning of a health
care system and the priority given to research on trust. Historically, health care, especially
primary care, has enjoyed a high level of trust compared to other sectors in society
(O’Hara, 2004). However, scholars are now pointing towards something of a trust crisis
in health care systems (Abelson, Miller, & Giacomini, 2009). For example, in the United
States of America the crisis is attributed, at least in part, to a decline in trust in the
government, repeated scandals across the health sector highlighted in the mass media,
rapidly rising costs and the large number of uninsured people (Blendon, 2006). Despite
rising concern, there is a paucity of research about the nature and extent of public trust in
health care systems, and the implications of its presence or absence. Current political
developments, plus the importance of trust in society, call for research and advocacy to
understand, protect and restore public trust in health care systems. Researchers should not
wait until trust is destroyed to such a degree that mistrust is the common base of
interaction. So why is there so little research on public trust in health care systems? Have
we not yet recognized the importance of public trust to the effective and efficient
functioning of health care systems? Or is it the case that public trust is too complicated to
grasp? Or do we need a major system failure to open our eyes to understand that public
trust is one of the fundamentals both of a good society and a robust health care system?

Why does trust matter for health care systems?

Trust is paramount to the delivery of health care (Mohseni & Lindstrom, 2007). An
obvious example of the value of trust lies in its effect at the level of compliance with
therapy (Straten, Friele, & Groenewegen, 2002). Perceiving, enhancing and justifying
trust are embedded in law and policy as fundamental ethical goals (Hall, Dugan, Zheng,
& Mishra, 2001). The absence of trust might have harmful effects for the health of
patients, as it could delay consultation with a doctor by a patient or the withholding of
necessary patient information (Ahnquist, Wamala, & Lindstrom, 2010). Paradoxically, as
health literacy increases, trust becomes more important, while at the same time becoming
harder to win (Brown, 2008). Trust is often taken for granted, leading to neglect in the
ways to maintain and build it. In turn, this results in harm to the system (Jones & Barry,

2011). Robust measures of trust could therefore be used as indicators of performance of
17



health care systems and might show the need for reform at the macro level (Abelson et
al., 2009). This is particularly true if trust is considered as a dimension of patient
satisfaction (Kelly, Njuki, Lane, & McKinley, 2005). Given that good governance is a
key aspect of health care policy, the importance of trust for system stewardship, a key

component of good governance, needs to be stressed (Siddigi et al., 2009).

However, trust in health care systems is difficult to study as there is no agreement as to
how it should be conceptualised. Different authors use different terms, such as public
trust, interpersonal trust and institutional trust; horizontal and vertical trust; individual
trust and system trust; simple trust and established trust. They have also distinguished
between cognitive trust, knowledge-based trust and affective/altruistic trust (Abelson et
al., 2009; Gilson, 2003; Goudge & Gilson, 2005; Hall et al., 2001; Lindstrom, 2011).
Often these terms are used interchangeably between studies with a similar focus, and are
not clearly defined and distinguished. Rolfe et al. (2014) after reviewing 10 intervention
studies to increase trust between doctors and patients, found a similar lack of consistent
definitions of trust (Rolfe, Cash-Gibson, Car, Sheikh, & McKinstry, 2014). These varied
conceptualisations of trust result in diverse approaches to measuring trust in terms of what
is measured and how. The diverse range of instruments purporting to measure trust makes

comparing or synthesizing evidence from studies difficult (McKnight & Chervany, 2002).

Examples of the importance of public trust in health care systems

The first example provides insight into vertical trust, which is the trust that people place
in higher authorities such as experts or governments. It illustrates the widespread effect
of parental mistrust of measles-mumps-rubella vaccine which started in the late 1990s,
particularly in the United Kingdom. Unproven links between the vaccine and bowel
disease and autism were spread by the media and caused low vaccine coverage due to a
lack of trust, leading to disease outbreaks. Similar trust dilemmas related to vaccines are
found around the world (Larson & Heymann, 2010). Larson et al. (2011) describe the
Vaccine confidence gap where public confidence in vaccines is associated with low levels
of public trust in the wider health care system (Larson, Cooper, Eskola, Katz, & Ratzan,
2011). They argue that public trust in vaccines is highly variable and the building of trust

among members of the public depends on factors such as the perceived risk of the vaccine
18



to cause harm rather than benefit, political and religious beliefs and socioeconomic status.
Therefore, research should not only focus on the safety and effectiveness of a vaccine but
also on the psychological, social and political factors affecting the public’s trust in it.

A second example shows the importance of trust in situations where people face choices,
in this case, in the private health insurance market. Here trust plays three roles: In relation
to reducing uncertainty about being able to afford treatment on the part of the person
insured; in relation to the economic viability of insurers, as trust might be one motivating
factor for choosing one insurer over another and in relation to preventing information
asymmetry as private information has to be shared between the purchaser of insurance
and the insurer. This form of trust might be described as established trust or history-based
trust. In the Australian context, Natalier and Willis (2008) conclude that trust in private
health insurers is built up during a family’s history of insurance. It seems that trust
accumulates among loyal insurers (Natalier & Willis, 2008). From the point of purchase
of a policy, the purchaser is able to have a positive expectation towards the future,
resulting in a reduction of fear and uncertainty. This, in turn, supports trust.

Use of the Internet to identify health-related information is the third example, where the
consumer needs to trust a remote, anonymous and often foreign information provider in
order to be able to benefit from the information available. This form of trust is probably
best described as cognitive or knowledge-based trust. In the US, in the mid-2000s, 80%
of adults regularly sought online health advice and in Europe it was 66% (Sillence,
Briggs, Harris, & Fishwick, 2007). Misleading information, which if perceived to be
trustworthy by the consumer, could have negative health effects and prolong recovery.
Though the Internet is increasingly used as a source of information, evidence regarding
its usefulness and quality and the ability of the public to understand the information
provided, is conflicting. The Internet is said to be the biggest contemporary addition to
social capital (Hardin, 2006). In the context of the Internet, trust is most likely influenced
by security, identity, privacy and quality. Nevertheless, the apparent quality (accuracy,
completeness, readability, design, disclosures and references) of Internet content tends to
be assessed as poor (Eysenbach, Powell, Kuss, & Sa, 2002). In the case of cancer risk
web sites, of 22 sites reviewed in 2005 by Ekman et al. (2005), only two fulfilled the

quality criteria of transparency, authority, privacy and currency as defined by the
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European Union. The overall impression of quality and the risk estimates provided were
poor (Ekman, Hall, & Litton, 2005). There is an inherent disadvantage in Internet
communication since no additional verbal or visual information can be provided unlike
face-to-face interaction (Jucks & Bromme, 2007). Perhaps in response to the poor quality
and limited trustworthiness of health care web-pages, the European Commission has
recently launched a web site called E-Health, where so called trustworthy e-health web
sites are listed (Commission, 2013).

Conclusion and thesis aims and objectives

These three examples show the importance of public trust in health care systems for their
effective functioning and the potential harmful consequence of mistrust or low levels of
trust in health interventions. Yet there has been little research in this area and a more
vibrant exchange of knowledge among researchers and with policy makers and health
care managers is needed. Many issues are still to be resolved. In particular, detailed
conceptual work and the development of common concepts and methods for public trust
measurement would be beneficial. Exploration of the extent to which trust theories from
other disciplines can be used creatively in the analysis of health care systems would also
help. The long-term aim should be to learn how to earn, build and preserve public trust in
health care systems since, if we wait until trust in health care systems is eroded or even
broken before giving its analysis sufficient priority, it may be too costly and too late to
rebuild it.

Therefore, the first aim of this research is to gain a deeper understanding of what
constitutes public trust in health care systems and whether this is a construct that could
subsequently be measured on a continuous scale. The second aim is to close an existing
theory gap and to refine the terminology of public trust. Last, this research aims to foster

deeper discussion within this small research area.
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The objectives for this research are:

Objective 1: To map contemporary trust theory developed outside the health care field
and to draw out its relevance for trust in healthcare systems.
Objective 1.1: To synthesise a preliminary concept of trust based on
theoretical literature.
Objective 2: To elaborate the meaning of public trust.
Objective 3: To further refine the concept of public trust in the health care system through
three case studies of public trust in the NHS, England.
Objective 3.1: To study and conceptualise public trust in care.data on the basis of
discussion and commentary in public fora.
Obijective 3.2: To study and conceptualise trust existing between participants and
Biobank research.
Objective 3.3: To study and conceptualise trust existing between the public and
the 100.000 Genomes Project.
Obijective 3.4: To conceptualise public trust based on objectives 1, 2, and 3.1-3.3,
4,
Objective 4: To develop an approach to measurement of public trust in health care
systems.
Obijective 4.1: To review classical and modern psychometric theory to determine
the principles necessary for effective measurement.
Objective 4.2: To review existing public trust measurement tools applicable for
healthcare systems research.
Obijective 4.3: To determine whether public trust in the healthcare system is a

measurable construct.

The overall research question is: what is public trust in the health care system?

Consistent with this question, and these aims and objectives, this thesis comprises an
overview of wider trust theory, an analysis of existing public trust conceptualisations, and
an analysis of three case studies from the field of biomedicine and mass data use. In doing
s0, a conceptual framework of public trust in the health care system is developed which
can form the basis of policy making and measurement instrument development. As

existing public trust measurement instruments have considerable conceptual deficits and
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as established measurement instrument development guidelines have somewhat limited
information about the characteristics of a good conceptual framework, the thesis includes
a psychometric analysis of existing public trust scales and improves quality criteria for

the construction of a robust conceptual framework of public trust.
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Chapter 2: Methods overview and research ethics

This short chapter provides an overview of the research methods. Detailed descriptions

of the methods are presented in each chapter. Chapter references referring to the methods

in the thesis are found in the Table 2.1. It is important to note that this research builds on

my Master’s Thesis, A pilot study on measuring public trust in health systems (2013). The

pilot study informed the overall research strategy. In the remainder of this thesis it is

indicated when the Master’s Thesis had a particular strong influence on this research.

Table 2.1: Methods overview

Objective Motivation Method Chapter
Objective 1: To map Numerous different trust Heuristic approach; 4
contemporary trust theory theories are available, but Narrative literature review;
developed outside the unfortunately there is no Snowball sampling.
healthcare field and to overview of applicable
draw out its relevance for theories found in the
trust in healthcare literature. Further this
systems. theory mapping provides

an easier access to the

research field.
Objective 1.1: To An understanding of trust Comparative discussion of 4
synthesise a preliminary theory is essential to trust theories described in
concept of trust based on discuss the empirical data. the literature.
theoretical literature. Further it provides first

hints of what public trust in

health care systems may

look like.
Objective 2: To elaborate Public trust is a poorly Discussion of 5
the meaning of public elaborated concept, contemporary theory on
trust. however commonly used public spheres as well as

within the research and trust theory describing

public sphere. leading to a theory of

public trust.

Objective 3: To further To understand what Qualitative analysis of 6-7
refine the concept of constitutes public trust in inductive open coded
public trust in the the health care system. themes evolving from data
healthcare system through of three case studies.
three case studies of
public trust in the NHS,
England.
Objective 3.1: To study Assuming that public trust Qualitative analysis of 6

and conceptualise public
trust in care.data on the
basis of discussion and
commentary in public
fora.

develops from public
discourse, public trust can
be conceptualised by
analysing public discourse.

national online newspaper
articles (n=58) with
readership comments
(n=1625).
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Objective Motivation Method Chapter
Objective 3.2: To study Biobanks are an example of Qualitative secondary 6
and conceptualise trust a health care system's analysis of 21 interviews of
existing between programme on macro level biobank participants in the
participants and Biobank which are likely to depend UK. Interviews provided by
research. on public trust. Further Health Experiences

they are long established Research Group at

compared to the other case University of Oxford.

studies, i.e. assumingly

more trusted and accepted.
Objective 3.3: To study A research programme on Qualitative analysis of two 6
and conceptualise trust national level which had public focus groups
existing between the the aim to refine future conducted to research
public and the 100.000 health care and to public perception of the
Genomes Project. contribute to the public 100.000 Genomes Project.

good. Public trust is

understood to influence the

success or failure of such a

programme.
Objective 3.4: To To measure public trust Conceptualising public 7
conceptualise public trust and to provide health trust based on all sources at
based on objectives 1, 2, policy implications on how hand, i.e. trust theory,
and 3.1-3.3, 4. to improve public trust, a empirical data, existing

detailed conceptual conceptualisations of public

framework is necessary. trust, and wider literature

on public trust.
Objective 4: To develop Several public trust Reviewing previous used 38
an approach to measurement instruments measurement instruments.
measurement of public exist, often lacking Analysing the concepts
trust in health care conceptual and theoretical deriving from the previous
systems. description. objectives using modern
psychometric approaches.

Objective 4.1: To review To understand the Literature review 3
classical and modern methodological background
psychometric theory to for the psychometric
determine the principles analysis.
necessary for effective
measurement.
Objective 4.2: To review To examine if public trust Psychometric appraisal 3
existing public trust has common elements
measurement tools between different
applicable for health instruments and to see if
systems research. public trust is universal

conceptualisable. Further,

to examine if existing

instruments are robust.
Objective 4.3: To To elaborate on the Review and discussion 8

determine whether public
trust in the health care
system is a measurable
construct.

measurability of public
trust.
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Methods orientation

Since the field of trust research (especially theory) is often rather confusing, unspecific
and feels at times subjective, | aim to stay as closely as possible at the qualitative data
and only carefully abstract or generalise from the data. As a result, | keep the research
process as open and neutral as possible. | consider the qualitative data to be the leading
source of information to find themes conceptualising public trust. Where the qualitative
data is contradicted by either existing social theory or previous measurement instruments,
priority is given to the qualitative data since these data are analysed specifically with the
development of a conceptualisation of public trust in the health care system in mind.
Therefore, all insight gained from trust theory, literature and existing measurement

instruments will foremost be used to help understand or sort the qualitative data.

Ethics

No anticipated physical, psychological, social, or legal risks were involved in this study.
Ethical approval to use the Biobank data for further secondary analysis had been granted
previously (South Central Berkshire NRES Committee Ref 12/SC/0495) and the approval
for the secondary analysis of the focus groups was covered in the ethical approval of the
Department of Health-funded project on the experience of participation in the 100.000
Genomes Project (University of Oxford Research Ethics Approval: MS-IDREC-C1-
2015-175). The data for the care.data case study are publicly accessible. LSHTM ethical
approval was granted for the entire PhD project on 31 March 2015, London School of
Hygiene & Tropical Medicine Ethics Ref: 8982.
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Chapter 3: Review of existing public trust in health care systems

measurement instruments

Key messages

e Existing conceptual frameworks of public trust in the health care system as well
as the corresponding measurement instruments have psychometric weaknesses

e Existing public trust measurement instruments measure the average of aggregated
individual patient trust in selected health care system representatives/institutions

e Established measurement development guidelines are limited in the criteria they

provide to develop a robust conceptual framework

Overview

Three existing measurement instruments were identified and reviewed regarding their
psychometric properties. All three instruments and respective conceptual frameworks
have psychometric weaknesses. A comparative analysis of the conceptual frameworks
was conducted to inform the conceptual framework developed in Chapter 7. Furthermore,
when reviewing existing measurement development guidelines too little information was
identified with respect to the quality criteria necessary to develop a robust conceptual
framework. This chapter sets out the necessary research steps to develop a conceptual

framework.

| Introduction, Chapter 1 |

| Overview of methods, Chapter 2 |

Comparative analysis of Theory of public trust in
existing public trust the health care system,
measures, Chapter 3 Chapter 5

Themes developing
Discussion of trust from the three case

theory, Chapter 4 studies of this research,
Chapter 6

Conceptual framework,
Chapter 7

Discussion, Chapter 8
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Introduction
The following chapter meets the objectives:
e Objective 4.1: To review classical and modern psychometric theory to determine
the principles necessary for effective measurement.
e Objective 4.2: To review existing public trust measurement tools applicable for

health systems research.

To use public trust in health services research as a measure for example for reform need,
transaction costs or state legitimacy or as a measure of health care systems’ quality
depends on the extent to which public trust can be operationalised into a robust
measurement instrument. While a detailed definition and description of public trust is
helpful and informative to discussion and debate, to use public trust in these applied
contexts necessitates formal quantification, usually via measurement in a questionnaire
that is psychometrically scaled to produce a score that represents the construct (i.e. public
trust). Measurement in contrast to e.g. counting or checklists as a form of quantification
is preferred. Measurement is possibly the only way to understand changing levels of
public trust over time. The purpose of measurement ’is to provide a reasonable and
consistent way to summarize the responses that people make to express their
achievements, attitudes, or personal points of view through instruments ...” (Wilson,
2005, p. 5). Critics of contemporary public trust measurement state that public trust in the
health care system is difficult to measure through single opinion polls in contrast to a
survey consisting of several questions covering specific branches of the health care
system. This is because different sectors in a health care system enjoy different levels of
trust among the population so that a single measure would not be meaningful and rather
‘abstract’ (O’Neill, 2002). The alleged meaninglessness is a result of the different levels
of public trust in the many actors that contribute to the concept of public trust. Therefore,
the result of such a measure would produce a meaningless average where it is not clear
which actors enjoy which level of public trust. Hence, one would be better off measuring
public trust in selected branches of the health care system only. This criticism will be

considered in Chapter 8, where the measurability of public trust will be discussed.

Nevertheless, in other contexts several sets of well established guidelines document the
minimum requirements for questionnaires to be considered as measurement instruments
(Lohr, 2002; Reeve et al., 2013; U.S. Department of Health and Human & Administration,
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2009). In general, these guidelines suggest that measures should have reliability, validity
and responsiveness. Reliability is the extent to which an instrument is free from random
error, internally consistent, and yields repeatable and unchanging results. Four types of
reliability exist: internal consistency, test-retest reliability, inter-rater reliability and
parallel (alternative) forms reliability. Validity is concerned with the question of how far
the instrument is measuring what it should be measuring. Content, criterion-related and
construct validity are three types of validity. Responsiveness focuses on the ability of the
questionnaire to detect meaningful change over time (Smith, Lamping, Banerjee,
Harwood, & Foley, 2005, p. 16; Streiner & Norman, 2003, p. 186). Existing guidelines
also include the importance of content validity, the extent to which every aspect of a
construct is represented by items in the questionnaire. Here guidelines generally stress
that the content of a questionnaire should be based on a conceptual framework that is in
some way derived from qualitative interviews, a review of existing conceptual literature
and compared against existing instruments. Table 3.1 shows a summary of current
guidelines on how to develop the content of a conceptual framework and what the needs

for validity are.

Table 3.1: Summary of current development guidelines on conceptual framework and

validity
Quiality criteria Definition Source
Conceptual and ‘A ...measure should have documentation defining and describing Reeve et al.,
measurement the concept(s) included and the intended population(s) for use. In 2013
model addition, there should be documentation of how the concept(s) are
organized into a measurement model, including evidence for the
dimensionality of the measure, how items relate to each measured
concept, and the relationship among concepts included in the ...
measure.' (p.1901)
Concept measured ‘Generally, when it is not obvious, instrument developers initially uU.s.
can hypothesize a conceptual framework to support the Department of
measurement of the concept of interest drafting the domains and Health and
items to be measured based on literature reviews and expert Human &
opinion. Subsequently, patient interviews, focus groups, and Administration,
qualitative cognitive interviewing ensures understanding and 2009

completeness of the concepts contained in the items. ... The
conceptual framework of a ... instrument will evolve and be
confirmed over the course of instrument development as a sponsor
gathers empiric evidence to support item grouping and scores.
When used in a clinical trial, the ... instrument’s conceptual
framework should again be confirmed by the observed
relationships among items and domains.' (p.7)
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Quality criteria

Definition

Source

Conceptual and
measurement
model

“The rationale for and description of the concept and the
populations that a measure is intended to assess and the
relationship between these concepts. Developers should: State
what broad concept (or concepts) the instrument is trying to
measure ... In addition, if the instrument is designed to assess
multiple domains within a broad concept ..., then provide a listing
of all domains or dimensions. Describe the conceptual and
empirical basis forgenerating the instrument content and for
combining multiple items into a single scale score and/or multiple
scale scores. State the methods and involvement of the target
populations for obtaining the final content of the instrument and for
ascertaining the appropriateness of the instrument’s content for that
population, for example by use of focus groups or pretesting in
target population(s). '(p.196)

Lohr, 2002

Content validity

Content validity

Content validity

‘A ... measure should have evidence supporting its content validity,
including evidence that patients and experts consider the content of
the ... measure relevant and comprehensive for the concept,
population, and aim of the measurement application. This includes
documentation of as follows: (1) qualitative and/or quantitative
methods used to solicit and confirm attributes (i.e., concepts
measured by the items) of the ... relevant to the measurement
application; (2) the characteristics of participants included in the
evaluation (e.g., race/ethnicity, culture, age, gender, socio-
economic status, literacy level) with an emphasis on similarities or
differences with respect to the target population; and (3)
justification for the recall period for the measurement application.'
(p.1901)

‘Evidence that the instrument measures the concept of interest
including evidence from qualitative studies that the items and
domains of an instrument are appropriate and comprehensive
relative to its intended measurement concept, population, and use.
Testing other measurement properties will not replace or rectify
problems with content validity.' (p.11)

‘Evidence that the domain of an instrument is appropriate relative
to its intended use.' (p.196)

Reeve et al.,
2014

uU.S.
Department of
Health and
Human &
Administration,
2009

Lohr, 2002

Construct validity

Construct validity

Construct validity

‘A ... measure should have evidence supporting its construct
validity, including documentation of empirical findings that
support predefined hypotheses on the expected associations among
measures similar or dissimilar to the measured ... outcome'

(p.1901)

‘Evidence that relationships among items, domains, and concepts
conform to a priori hypotheses concerning logical relationships that
should exist with measures of related concepts or scores produced
in similar or diverse patient groups' (p.11)

‘Evidence that supports a proposed interpretation of scores based
on theoretical implications associated with the constructs being
measured.' (p.196)

Reeve et al.,
2015

U.s.
Department of
Health and
Human &
Administration,
2009

Lohr, 2002

Criterion validity

‘Evidence that shows the extent to which scores of the instrument
are related to a criterion measure.' (p.196)

Lohr, 2002
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The commonalities between the guidelines with respect to conceptual development are
that instrument developers need to document and describe the underlying construct as
well as present evidence for the items and dimensions used in the instrument. To develop
the items, it is suggested that items can be drafted by expert opinion and literature review
which should be followed by qualitative research to confirm and improve the items. To
assure content, construct and criterion validity, evidence must be provided. This evidence
should be based on qualitative research. Unfortunately, none describe in detail what an
adequate conceptual framework should look like. The guidelines are superficial with
respect to the development process of a conceptual framework, merely stating that one
should undertake a literature review, rely on expert opinion and conduct qualitative
research with patients (or whoever is the potential repondent) to provide an empirical
basis. With respect to content validity, the guidelines suggest that one should have
(qualitative/quantitative) evidence at hand to prove how the measure items are linked to
the concept of interest. Similarly, evidence is needed to show how items are related to
each other to prove construct validity. The major shortcomings are the lack of specificity
of the guidelienes and the loose use of the term ‘evidence’. The guidelines do not describe
in great detail what the contribution of different sources of evidence should be for the
development process of a conceptual framework and how the sources should relate to
each other; i.e. other empirical literature, qualitative data, quantitative data or theory. Also
the guidelines do not elaborate on differences with respect to developing a measure based
on an existing measure by re-validation, versus developing a measure from scratch. Last,
despite Lohr’s (2002; p. 196) very brief mentioning of theory, there is no suggestion of
how to make use of any theoretical underpinning. In conclusion one can argue that the
guidelines are unspecific and do not stress the benefit of reviewing a wider body of theory.
Likely the guidelines lead to a misleading perception of an adquate conceptual framework
when used as quality criteria for a psychometric review, as seen further below. It seems
that the guidelines acknowledge the importance of a well developed conceptual
framework, but focus on the quality criteria of the actual instrument. There seemes to be
an imbalance in focus between the qualitative development process of the conceptual
framework and the ensuing instrument development process based on the conceptual

framework. This imbalance undermines the quality of the measurement instrument.
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Importance of a clear conceptual framework underlying a questionnaire

instrument

All psychometric measurement requires a clear definition of the underlying conceptual
framework from which the measure is developed (Green & Browne, 2005). In its most
simple form, this is because a clear understanding of the underlying conceptual
framework enables appropriate hypotheses to be set up in order to test the validity of a
new instrument. This understanding is emphasised by Perron and Gillespie (2015): ‘We
must establish clear and concise conceptual definitions of focal constructs by describing
what the construct is and what it is not, by specifying and defining all dimensions of the
construct, and by ensuring the items that reflect each dimension are unidimensional and
Cannot be subdivided into more dimensions.’ (Perron & Gillespie, 2015, p. 33). Yet this
has often not been achieved. Stenner (2001) wrote: ‘There is a simple thought experiment
that can inform us regarding how well we understand the construct under study. If
presented with an instrument purportedly measuring the construct, can we use our
knowledge about the construct-associated (construct theory) specification/calibration
equation(s) together with item engineering rules to produce a clone or copy of the
instrument - such that the score-to-measure table for the clone is identical to that of the
original instrument?’ (Stenner, 2001). This implies that it is essential to present a well-
developed conceptual framework so that others can replicate the measure based on the
conceptual framework when following the same measurement development rules. In
1983, looking back over 50 years of research, Stenner (1983) stressed that measurement
procedures often lack ‘persuasive, well-documented construct theories’ (p.1) due to a lack
of formal methods. Stenner, Smith, & Burdick (1983) highlight the absolute importance

of a robust construct for measurement.

The negative consequences of a poor conceptual framework are manifold:
misspecification of the measurement model (i.e. inaccurate calibration of the scale);
deficient or contaminated measures (i.e. items being missed out or the wrong items
included), and a weak theoretical rationale for validation of the hypotheses, leading to
problems of low construct validity, low validity of statistical conclusions and low internal
validity (MacKenzie, 2003, p. 324). MacKenzie (2003) states that if a construct is poorly
developed, the following discussions of instrument reliability and validity are close to

meaningless.
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Adding to this issue, there are also more complex ways in which the nature of the
conceptual framework has an effect on how it can be measured. Several authors have
described the difference between causal indicators and effect indicators, see Figure 3.1
(Streiner & Norman, 2003, p. 75). Effect indicators result from the conceptual framework
to be measured and causal indicators influence the conceptual framework to be measured.
Whether the dimensions (or items) within the conceptual framework are considered to be
a causal or an effect indicator determines the statistical (psychometric) techniques that
can be used in evaluation of the measure. In the field of trust research, it is observable

that both types of indicators have been used in instruments.

Sweatiness Mobility

Worry Dressing

Quality
of life -

Sleep Feeding

disturbance
Leisure

[rritability activity

Figure 3.1: A practical representation of effect indicators on the left, and causal indicators
on the right

(Source: Streiner & Norman, 2003, p. 75)

The implications of effect indicators for instrument development are: first, all items
should correlate with each other to different degrees. Second, in order to measure the
construct, the inclusion of every specific item does not really matter. If, for example, one
item cannot be used due to wording problems the other items are correlated with the
missing item and so in some way compensate for the missing item. Third, when
conducting a factor analysis all items load on a strong first item. In contrast, the
implications for instruments building on causal indicators are very different: here the
items are not strongly related and therefore items cannot be missed. If one item is not
covered in the questionnaire, the area the item is representing is missing. (Streiner &
Norman, 2003, p. 75). This distinction leads to the understanding that both types of items

should not be mixed in the same instrument.
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For the conceptualisation of public trust, this distinction is important to consider as trust
itself is reciprocal: trust can be the effect of action but also cause action at the same time,
as trust legitimises action. For example, a patient trusts a doctor because of her/his
personal experience of the doctor. This form of trust can be operationalised, for instance,
if the patient formally consents to treatment or if s/he simply allows the doctor to conduct
the treatment. Now, by consenting to treatment, the patient hereby legitimises the
treatment. Following the differentiation of causal and effect indicators, a conceptual
framework must consist of one of the two, but not both. In this particular exercise, to sort
items into the two categories, one group of items are of particular interest: items
describing an anticipated effect. For example, a person participates in biomedical research
as s/he trusts that the participation will lead eventually to a personal health benefit.
However, at the point of making the decision to participate, this personal health benefit
is not yet certain as it is an anticipated effect (there is always the risk that the anticipated
effect of the trusting relationship does not appear for unforeseen reasons). Therefore,
anticipated effects can be understood as causal indicators as the effect of the trusting
relationship is a result of the relationship itself and can therefore not appear at the point
of deciding to trust. This understanding can be challenged in trust relationships where
there is an ongoing direct effect as a result of the trust relationship; i.e. where trust and
the effect of trust are mutually reinforcing. The difficulty of separating anticipated effect
indicators (causal indicators) from effect indicators is increased when the timeframe
between the decision to engage in a trusting relationship and the effect of the trusting
relationship shrinks. It will be fairly straight forward to separate both in situations where
the reason for trust pre-determines a temporal separation; for example, a patient trusting
a surgeon and the effect of the surgery which is assessed after the surgery is conducted.
On the other hand, it will be very difficult in areas where the effect of trust affects the
trusting party as well as the trusted party and where the effect of trust occurs at the same
time as the decision to trust. An example could be the trusting relationship of a rally driver
and her/his co-driver. Both are sitting in the same car and if the co-driver selects the wrong
route, this is a problem for both parties, including the possibility of a crash. Another
example could be self-confidence and trust in one’s own reasoning and decision making.
Here the trusting relationship is taking place in a somewhat closed system as one is
trusting oneself and the effect is experienced immediately. Consequently, it is essential
to assess the trust relationship under review to determine how far effect indicators or

anticipated effect indicators in the form of causal indicators are involved.
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Furthermore, modern psychometric theory, such as Rasch measurement theory, suggests
that for a construct to be measurable, the construct should consist of a hierarchy of items
from low to high along a single continuum of the construct (Wilson, 2005). Rasch analysis
itself is described as ‘a mathematic modelling technique that converts qualitative
(categorical) responses to points on a continuous (unmeasured) latent scale using a logit
model and can be conceptualized as ‘a statistical approach to the measure of human
performance, attitudes and perceptions’’ (Young, Yang, Brazier, & Tsuchiya, p. 198).
This implies that each item (question) has to have a unique location along the continuum
of the construct (Wilson, 2005). It is clear therefore that a good understanding of the
construct must be the first building block in developing a robust measurement instrument
(Wilson, 2005).

With respect to the design of a construct map, Wilson, (2005) suggests that two
necessities need to be fulfilled, a) a coherent and substantive definition of the content of
the construct and b) an idea that the construct is composed of an underlying continuum
(Wilson, 2005). The construct map will help to focus on the essential feature of what will
be measured. Important to the idea is that there is a qualitative order of levels inherent in
the construct and underlying that there is a continuum running from more to less (Wilson,
2005). The construct map will picture ‘respondents’ and ‘responses to items’ as seen in
Figure 3.2 (Wilson, 2005).

Direction of
Respondents increasing ‘X’ Responses to items
A
Respondent with Item responses indicates
high X’ highest level of ‘X’
Respondents with Item response indicates
mid-range ‘X’ higher level of ‘X’
Respondents with Item response indicates
low “X’ lower level of ‘X’
Item response indicates
il lowest level of ‘X’

Direction of
decreasing ‘X’

Figure 3.2: A generic construct map

(Source: Wilson, 2005, p.27)
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The continuum can be imagined as a continuous ruler without interruptions. All items
must be placed on the ruler in a qualitative hierarchy and there is no indifference point
(neutral) on the ruler. Hence the ends of the ruler represent the same construct but as a
high or low value (Wilson, 2005, p. 26).

Review of existing instruments that measure public trust in the

healthcare system

To determine the extent to which questionnaire instruments measuring public trust in the
health care system meet the above requirements for “good” measurement (including a
good conceptual framework), a critical psychometric and conceptual review of existing
instruments was conducted. To review the measurement instruments for their
psychometric properties, a methodology was developed based on quality criteria
developed by Smith and colleagues, The Scientific Advisory Committee of the Medical
Outcomes Trust, and Fitzpatrick and colleagues (Aaronson et al., 2002; Lohr, 2002;
Fitzpatrick, Davey, Buxton, & Jones, 1998; Smith et al., 2005). Smith and colleagues
(2005) evaluated instruments in the context of the measurement of health-related quality
of life in people with dementia. Table 3.2 shows the quality criteria used to evaluate the
psychometric properties of the previous instruments. A brief explanation for each quality
criteria is provided in the table. Further, the sources for the individual criteria are
provided. As mentioned above, it needs to be considered that the quality criteria with
respect to the development of a conceptual framework are superficial and therefore the
review may give a misleadingly favourable impression of the quality of the conceptual

framework.
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Table 3.2: Measurement instrument review criteria adapted from Aaronson et al., 2002;
Lohr, 2002; Fitzpatrick, Davey, Buxton, & Jones, 1998; Smith et al., 2005.

analysis/reduction

elimination due to weak
psychometric performance; assessed
on the basis of: 1) unrotated
principal component factor analysis
to determine whether all items are
measuring a single factor; and 2)
item analysis for all items.

o All items should load on the first
unrotated factor >0.30.

Item analyses (applied to all items):
® Missing data <5%.

e No item redundancy (inter-item
correlations <0.75.

e Item-total correlations >0.25.

e Maximum endorsement frequencies
< 80% (i.e. the proportion of
respondents who endorse each
response category), including
floor/ceiling effects< 80% (i.e.
response categories with high
endorsement rates at the bottom/top
ends of the scale, respectively).

® aggregate adjacent endorsement
frequencies > 10%.

3. Acceptability

The quality of data; assessed by
completeness of data and score
distribution.

e Missing data for summary scores
<5%.

e Even distribution of endorsement
frequencies across response categories.

® Floor/ceiling effects for summary
scores <10%.

consistency

comprising a scale measure the same
construct (e.g. homogeneity of the
scale); assessed by Cronbach’s alpha
and item—total correlations.

4. Reliability The degree to which the instrument
is free from random error.
4.1 Internal The extent to which items ® Cronbach’s alphas for summary

scores >0.70.

e Item—total correlations >0.20

4.2 Test-retest
reliability

The stability of a measuring
instrument; assessed by
administering the instrument to
respondents on two different
occasions and examining the
correlation between test and retest
SCOres.

o Test—retest reliability correlations
for summary scores >0.70.

4.3 Inter-rater

Agreement between independent

e Intraclass correlation coefficient

measure (e.g. form A/B, short/long
form) that indicates that they can be
used interchangeably; assessed on
the basis of correlations between
parallel/alternative forms of a
measure.

reliability raters/observers; assessed by >0.70.

intraclass correlation coefficient.
4.4 Parallel Agreement between two or more ® High correlation between
(alternate) forms parallel/alternative forms or parallel/alternative forms of the
reliability different versions of the same measure.

® (e.g. between long and short form)

Attribute Definition/Test Criteria for acceptability Source
1. Conceptual Rationale for and description of the o Development of conceptual model is | Lohr, 2002, U.S.
framework concepts and the populations that the | discussed and evidence for the model Department of Health
measure is intended to assess and is provided. and Human &
the relationship between those Administration, 2009,
;'(Ejr;(t:eigt&r (ﬁ\/i?jztjmltlon of (public) o New qualitative research is Reeve et al., 2013.
P ) informing the development process of
a conceptual model.
2. Item Identify items for possible Principal component factor analysis: pp. 17-18, Smith et al.,

2005.
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Attribute Definition/Test Criteria for acceptability Source

5. Validity The degree to which the instrument pp. 17-18, Smith et al.,
measures what it purports to 2005.
measure.

5.1 Content The extent to which the content of a | e Qualitative evidence from pre-

validity scale is representative of the testing with patients, expert opinion

conceptual domain it is intended to
cover; assessed qualitatively during
the questionnaire development stage
through pre-testing with patients,
expert opinion and literature review.

and literature review that items in the
scale are representative of the
construct being measured.

5.1.1 Within scale

analysis

Evidence that a single entity
(construct) is being measured and
that items can be combined to form
a summary score; assessed on the
basis of evidence of good internal
consistency and correlations
between scale scores (which purport
to measure related aspects of the
construct).

o Internal consistency (Cronbach’s
alpha) > 0.70.

o Moderate to high correlations
between scale scores.

5.2 Criterion-
related validity

Evidence that shows the extent to
which scores of the instrument are
related to a criterion measure.

5.2.1 Concurrent
validity

Evidence that the scale predicts a
gold-standard criterion that is
measured at the same time; assessed
on the basis of correlations between
the scale and the criterion measure.

e High correlation between the scale
and the criterion measure.

5.2.2 Predictive
validity

Evidence that the scale predicts a
gold-standard criterion that is
measured in the future; assessed on
the basis of correlations between the
scale and the criterion measure.

e High correlation between the scale
and the criterion measure.

5.3 Construct

Evidence that supports a proposed

validity interpretation of scores based on
theoretical implications associated
with the constructs being measured.
5321 Evidence that the scale is correlated o Correlations are expected to vary
Convergent with other measures of the same or according to the degree of similarity
validity similar constructs; assessed on the between the constructs that are being
basis of correlations between the measured by each instrument. Specific
measure and other similar measures. | hypotheses are formulated and
predictions tested on the basis of
correlations.
5.32.2 Evidence that the scale is not e Low correlations between the
Discriminant correlated with measures of different | instrument and measures of different
validity constructs; assessed on the basis of constructs.
correlations with measures of
different constructs.
5.3.2.3 Known The ability of a scale to differentiate | e Significant differences between
groups known groups; assessed by known groups or difference of
differences comparing scores for subgroups who | expected magnitude.
are expected to differ on the
construct being measured.
6 The ability of a scale to detect o Significant differences between

Responsiveness

important change over time;
assessed by comparing scores before
and after an intervention of known
efficacy (on the basis of various
methods including t-tests, effect
sizes, standardised response means,
or responsiveness statistics).

known groups or difference of
expected magnitude.
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Attribute

Definition/Test

Criteria for acceptability

Source

7. Interpretability

The degree to which one can assign
easily understood meaning to an
instrument's quantitative scores.

e Rationale for selection of external
criteria or populations for purposes of
comparison and interpretability of data
is provided.

o Information regarding the ways in
which data from the instrument should
be reported and displayed in order to
facilitate interpretation.

o Citation of meaningful 'benchmarks,
to facilitate interpretation of the
scores.

8. Burden

The time, effort, and other demands
placed on those to whom the
instrument is administered, as well
as the demands placed on those who
administer.

8.1 Respondent
burden

The time, effort, and other demands
placed on those to whom the
instrument is administered.

® Average time needed to complete
the instrument.

e Reading and comprehension level
needed for target population.

® Special requirements and requests
that might be placed on the
respondents.

o Acceptability of the instrument.

8.2
Administrative
burden

The burden placed on those who
administer the instrument.

® Average time required to train staff
to administer the instrument.

e Level of education or professional
expertise and experience required by
administrating staff.

® Availability of scoring instructions.

9. Alternative
modes of
administration

Different types of administration
(self-reported, interviewer
administered, trained observer rating
etc.) including proxy respondents.

e Evidence on reliability, validity,
responsiveness, interpretability and
burden for each mode of
administration.

o Information on the comparability
between different modes of
administration.

10. Cultural and
language
adaptation or
translation

Situations in which the instrument
has been fully adapted from original
or source instruments for cultures or
languages different from the
original.

® |st At least two forward translations
that yields a pooled forward
translation. 2nd at least one backwards
translation that yields in a pooled
backwards translation. 3rd a review of
the translated version by lay and
expert panels. 4th field tests to provide
evidence of comparability.

® Methods are described to achieve
conceptual equivalence between or
among different versions of the same
instrument.

o Identification and explanation of any
significant differences between the
original and translated version.

e Explanation of how inconsistencies
are reconciled.

pp.196-197, Aaronson
etal., 2002.

38



Measurement instruments of public trust in health care systems

To identify instruments that measure public trust in the health care system the following
platforms were reviewed: Business Source Premier, Cochrane Reviews, Economic and
Social Data Service, Ovid, PsycINFO, PubMed, ScienceDirect, Sociological Abstracts,
SveMed+, Web of Science with Conference Proceedings. This resulted in the final
selection of three instruments that fulfil the inclusion criteria of measuring public trust in
the health care system (incorporating social trust which is understood as a part of public
trust) (Anand & Kutty, 2015; Egede & Ellis, 2008; Straten et al., 2002). Nine instruments
were excluded, predominantly on the basis that they engaged with distrust (see Chapter
4, where the difference between trust and distrust/mistrust is discussed) and were not
measuring public trust in the system (Armstrong et al., 2008; Katapodi, Pierce, & Facione,
2010; Kelly et al., 2004, 2005; Laveist, Isaac, & Williams, 2009; Rose, Peters, Shea, &
Armstrong, 2004; Shea et al., 2008; Shelton et al., 2010; Thompson, Valdimarsdottir,
Winkel, Jandorf, & Redd, 2004). Instruments measuring trust in specific parts of the
health care system only such as health care providers, insurance companies, medical staff,
pharmaceutical companies, government, etc. were excluded. Also no trust instruments are
included that use synonyms of trust. This decision is motivated by the lack of conceptual
clarity that arises, as described in Chapter 4. Even though it is argued that trust itself is
culturally dependent, the review was not limited to a cultural region to increase the

number of reviewed measures.

The search strategy identified three instruments and Table 3.3 provides an overview. The
instrument by Straten, Fiele and Groenewegen, 2002, was used as a basis for the later
published instrument used for cross country comparison in Europe and elsewhere (Peters

& Youssef, 2014; van der Schee, Braun, Calnan, Schnee, & Groenewegen, 2007).
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Table 3.3: Overview of reviewed instruments

Instrument Author & Description Response Scale Administration Target Language Cultural and/or language adapted
Year population or translated versions
Public healthcare Anand and 23 items representing five 5-point Likert Paper based self People living Malayalam/English N/K
system trust scale Kutty, 2015 domains covering individual scale ranging reported within the area
trust (domain: from “Strongly of the public
communication, disagree” to health care
transparency, competency) “Strongly system in
and institutional trust agree”. Kerala, India.
(domain: quality, reliability).
Multidimensional Egede and 17 items capturing trust in 5-point Likert Self reported, as Patients of an US English N/K
Trust in Health Ellis, 2008 health care providers, in scale ranging a proxy, or in academic
Care System Scale health care institutions, and from 5 (strongly interview medical centre
in health payers. agree)to 1 administered of a general
(strongly self-reported internal
disagree). medicine clinic
in the south-
eastern United
States
Public trust in Straten, Friele 36 items covering six 4-point Likert Paper based Dutch general Dutch van der Schee, Braun, Calnan,
Dutch health care and dimensions of public trust: scales ranging administration population Schnee, Groenewegen, 2007, Public

Groenewegen,
2002

Patient focus of providers,
policies at the macro level
will be without consequences
for the patient, health care
providers’ expertise, quality
of care, information supply
and communication by care
providers, quality of
cooperation.

from ‘very low
trust’ to ‘very
high trust’. Six
items are
combined with a
5-point Likert
scale. All items
have in addition
a 'no opinion'
response option.

trust in health care: a comparison of
Germany, The Netherlands, and
England and Wales. Health Policy.
2007 Apr;81(1):56-67.

eDouble forward backward method
from Dutch into German and from
Dutch into English.

Peters, Youssef, 2014, Public trust in
the healthcare system in a developing
country, Int J Health Plann Mgmt
(print online). DOI:
10.1002/hpm.2280 (Trinidad and
Tobago)

eFollowing a review by the authors
and an expert in survey design within
the local setting, the questionnaire
was adapted.
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Psychometric review of existing public trust measurement instruments

After reviewing the instruments based on the information provided in the original articles

presenting the instruments, Table 3.4 shows the psychometric properties of each

instrument (0 = no evidence or not tested; + = some limited evidence; ++ = some good

evidence, but some aspects do not meet criteria or some aspects not tested/reported; +++

= good evidence). The evidence was assessed independently by two raters and any

discrepancies was discussed to reach a consensus.

Table 3.4: Psychometric characteristics of the reviewed measures

Public healthcare
system trust scale.
Anand and Kutty,

Multidimensional
Trust in Health Care
System Scale. Egede

Public trust in Dutch
health care. Straten,
Friele, Groenewegen,

2015 and Ellis, 2008 2002
Conceptual framework + (Based on a distrust ++ ++

model (p.126). Poses a

conceptual problem)
Item analysis/reduction ++ ++ ++
Acceptability 0 0 0
Reliability
Internal consistency ++ ++ +
Test-retest reliability ++ 0 0
Inter-rater reliability 0 0 0
Parallel (alternate) forms reliability 0 0 0
Validity
Content validity + + +
Within scale analysis +++ +++ +++
Criterion-related validity
Concurrent validity 0 0 0
Predictive validity 0 0 0
Construct validity
Convergent validity +++ 0 0
Discriminat validity +++ 0 0
Known groups differences 0 0 0
Responsiveness 0 0 0
Interpretability 0 0 0
Burden
Respondent burden 0 0 0
Administrative burden 0 0 0
Alternative modes of administration 0 0 0
Cultural and language adaptation or ++ not applicable not applicable

translation
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This review analysed three public trust in health care system instruments against existing
quality (psychometric) criteria. Overall evidence was relatively sparse, but was strongest
for the Public Healthcare System Trust Scale (Anand and Kutty, 2015). In terms of
reliability, good evidence was provided for two scales for internal consistency but only
the Public Healthcare System Trust Scale had evidence of both internal consistency and
test-retest reliability. In terms of validity, all three scales showed some limited evidence
of content validity and all three had evidence of some item analysis. Across all three
scales good evidence of within scale analysis is provided. However only the Public
Healthcare System Trust Scale had any further evidence of validity (convergent and

discriminant).

Anand and Kutty (2015) define trust in the healthcare system as ‘a combination of trust
in the healthcare provider and trust in the healthcare institution’ (Anand & Kutty, 2015,
p. 126). Figure 3.3 shows the conceptual model used in their study. By healthcare
provider they mean a doctor or alike professional. The instrument builds on previous
research and integrates the healthcare distrust model by Armstrong and colleagues,
despite measuring trust (Armstrong et al., 2006). The initial item pool of 40 items was
developed by conducting five in depth interviews with adults who have experienced the
health care system, by reviewing literature and by reviewing previous trust instruments:
‘Multidimensional Trust in Health Care System Scale, Trust in Primary Care Physician
Scale, Trust in Physician Scale and scale measuring trust in a physician, health insurer
and the medical profession’ (p.126) (Anderson & Dedrick, 1990; Dugan, Trachtenberg,
& Hall, 2005; Egede & Ellis, 2008; Hall et al., 2002). The final item pool consists of 23
items covering five domains relating to institutional as well as individual trust: quality,

communication, transparency, reliability and competency.

Socio demographic factors Health care provider
(individual trust)

Better adherence

Cultural factors Improved health seeking pattern
Previ ) Health care system trust
TEVIOUS expenences Increased health care utilisation

Media influences Health care institution Improved communication
(institution trust)

29

Figure 3.3: Conceptual model of “health care system trust

(Source: Anand & Kutty, 2015, p. 126).
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The Public Healthcare System Trust Scale consists of questions partly formulated with
the trust synonym, belief (Anand & Kutty, 2015, p. 132). Furthermore, the instrument
consists of both causal items (items: 1, 2, 3, 4,5, 9, 10, 11, 13, 14, 15, 17, 18, 19, 20, 22)
and effect items (items: 6, 7, 8, 12, 16, 21, 23). The Public healthcare system trust scale
built upon an item reduction process in three steps: 1% items were reviewed by experts,
2" an item to total correlation analysis and exploratory factor analysis was performed,
and 3" a maximum likelihood analysis for factor extraction was conducted. Reliability
was tested by internal consistency (Cronbach’s alpha: 0.86) and test-retest reliability
(r=0.97,p<0.05). The mean value of the content validity ratios was 0.64. Convergent
validity between the public healthcare system trust scale and a general trust scale was
(r=0.48, p<0.05). Discriminant validity was obtained by correlating the score of the
Medical Mistrust Index and the public healthcare system trust scale (r=-0.52, p<0.05). As
the Medical Mistrust Index was in Malayalam, the items were translated into English and
checked by an independent body (Anand & Kutty, 2015).

Building on Hall and colleagues (2001) Egede and Ellis (2008) defined trust operationally
as ‘the optimistic acceptance of a vulnerable situation in which the trustee believes the
trustor will take care of the trustee’s interests’ (p.808) (Egede & Ellis, 2008; Hall et al.,
2001). Egede and Ellis (2008) distinguish in their study interpersonal trust as well as
social trust (social trust is understood as a comparable construct to public trust) and
conclude that there are three main objects of trust in the health care system: health care
providers; institutions; and payers (p.808). Previous work has suggested that at least four
dimensions are prominent in trust measurement instruments: agency/fidelity;
competence; honesty; and confidentiality. The conceptual model developed after a
literature review defines ‘trust in healthcare systems as comprised of trust in health care
providers, health care insurers, and health care institutions. Patient characteristics
included in the model were age, gender, marital status, educational level, insurance
status, income and having a usual source of care...also ...race/ethnicity as an important
variable that influences the level of trust patients have in health care systems’ (p.809).
The final item pool consists of 17 items organized in 3 subscales covering trust in health
care providers, trust in health care payers and trust in health care institutions. The
Multidimensional Trust In Health Care System Scale was partly formulated with the term
‘trust’ (Egede & Ellis, 2008, p. 812). Again, the instrument consists of both causal items
(items: 1,5,6,7,8,9,10, 11, 12, 13, 14, 15, 16, 17) and effect items (items: 2, 3, 4). An
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exploratory factor analysis (principal component analysis with Varimax Rotation) and the
Kaiser— Guttman criterion (eigenvalues greater than 1.0) were used to select the final set
of items. Reliability was tested by internal consistency (Cronbach’s alpha: 0.89). Content
validity was indicated to be good, without further explanation. Within-scale analysis was
conducted with a principal component analysis and further statistical measures (Item

selectivity and Cronbach’s alpha without each item).

Straten, Friele and Groenewegen (2002) define public trust in health care as ‘being
confident that you will be adequately treated when you are in need of health care. This
means confidence in the agency relation between patients and health care providers’
(p.227). Straten and colleagues distinguish public trust from interpersonal trust. Public
trust is understood as ‘a generalized attitude based on personal experience in trust
Situations, on direct communication of other people’s experience and on mass media
communication’ (p.227). The final tool consists of 37 items covering six dimensions:
patient focus of providers; policies at the macro level will be without negative
consequences; health care providers’ expertise; quality of care; information supply and
communication by care providers; and quality of cooperation of medical specialists
(p.231). This instrument was the cornerstone for the study, ‘Public trust in health care: a
comparison of Germany, The Netherlands, and England and Wales’ by van der Shee and
colleagues (2007) which provided the background of the initial public trust model
presented in this thesis, see Chapter 5. The Public Trust in Dutch health care instrument
was constructed following an item generation process based on telephone interviews.
Following the development of the final set of items, further items were added (not
specified further). The scale consists of causal items only. As the scale consists of six
subscales, Cronbach’s alpha was calculated for each subscale and all Cronbach alphas
were above 0.80, except for one scale scoring 0.74. Further eigenvalues were calculated
for each scale all scoring above 1.0.
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Analysing the conceptual differences between existing instruments

measuring public trust in the health care system

The purpose of the following section is to compare the existing instruments. The
conclusions drawn here will inform the conceptualisation of public trust developed in
Chapter 7. When looking at Tables 3.5 and 3.6, below, and comparing the different

conceptualisations, several observations can be made:

1. Previous research understands public trust as a relational concept between the
patient and selected parts of the healthcare system: healthcare provider, health
care organisation, health care payers and macro level policies. This implies that
public trust is only applicable to patients as opposed to the public including
healthy individuals.

2. It remains unanswered in how far the previous conceptualisations actually
describe public trust. Their content reflects individual patient trust in health care
system representatives.

3. Previous research describes the health care system with selected access points
only (e.g. Provider, Payer and Institution), neglecting other actors in the health
care system and public sphere which influence levels of public trust.

4. Previous research understands public trust as an effect of certain health care
system qualities, missing the possibility that public trust also legitimises health
care system action.

5. All conceptualisations touch in one form or the other on quality of care, financial
costs, information, professional behaviour and professional competences.

6. No item represents intrinsic motivations, implying that all conceptualisations are
located in the area of calculated conscious decision-making. As no intrinsic
motivations are represented, the conceptual model might be at risk of failure, see
Chapter 4 for a detailed discussion about the implication of calculated decision

making on conceptual frameworks of public trust.
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Table 3.5: Overview of key themes or key focus of existing conceptualisations of public

trust in the health care system

Instrument  Public healthcare system trust Multidimensional Trust in Public trust in Dutch health
scale Health Care System Scale care
Author & Anand and Kutty, 2015 Egede and Ellis, 2008 Straten, Friele, Groenewegen,
Year 2002
Healthcare provider trust Trust in health care providers Patient focus of providers
(individual trust)
Trust in health care payers Policies at the macro level will
- be without consequences for the
3 patient
L
) Healthcare institution trust Trust in health care institutions Health care providers’ expertise
f (institutional trust)
w
£ Quality of care
£
8 Information supply and

communication by care providers

Quality of cooperation
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Table 3.6: Overview of themes of existing conceptualisations of public trust in the health care system as formulated in respective measurement tools

Summary Public healthcare system trust scale Multidimensional Trust in Health Care System Public trust in Dutch health care
categories Scale
developed
for this
research . .
Anand and Kutty, 2015 Egede and Ellis, 2008 Straten, Friele, Groenewegen, 2002
ID Questions ID Questions ID Questions
19 My healthcare institution provides me 9 My health care provider offers me the highest 19  The right dosage will be given.
quality care. quality in medical care.
16  Healthcare institutions provide the highest 20  Doctors won’t prescribe medicines too late.
quality in medical care.
21  Patients receive the correct medication.
% 22 Doctors won’t prescribe medicines too quickly.
E 23 Doctors will always treat the patients’
% confidential data with great care.
& 24 Doctors won’t do too few tests.
25  Doctors won’t do too many tests.
26  Doctors will give the patients the best treatment.
27  Doctors will make the right diagnosis.
18 The treatment expenses in my healthcare 12 When needed, health care payers will pay for 7 Cost-cutting will not be to the disadvantage of
institution are reasonable. you to see any specialist. patients
4 My healthcare provider understands my 14 Health care payers will pay for everything they 8 Patients will be able to meet their own financial
o economic and social conditions. are supposed to, including treatment that is contribution requirement
8 expensive.
(5]
=) 15  Health care institutions only care about keeping 10 Patients will not be the victim of the rising costs
S medical costs down, and not what is needed for of health care.
8 my health.
04
17 When treating my medical problems, health

care institutions put my medical needs above all
other considerations, including costs.
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Summary Public healthcare system trust scale Multidimensional Trust in Health Care System Public trust in Dutch health care
categories Scale
developed
for this
research Anand and Kutty, 2015 Egede and Ellis, 2008 Straten, Friele, Groenewegen, 2002
5 | believe my healthcare provider is
G efficient in terms of using the resources
38 available.
e
g § 20 | believe my healthcare institution has
§ £ enough employees for providing health
u services.
2 My healthcare provider will give all the 1 My health care provider is usually considerate 3 Doctors will listen to their patients.
information available on the diagnosis and of my needs and puts them first.
treatment of my illness.
10 | believe that the health promotional 3 | trust my health care provider so much that 28  Patients will get sufficient information about the
messages given by my healthcare provider whatever he/she tells me, it must be true. effects of the treatment.
are valid or logical.
11 My healthcare provider listens to me 13 When questioned about what treatments are 30 Patients will be given information that they can
c . . .
S patiently about my health problems. covered, health care payers are honest with their understand.
g answers.
S 12 I think | can tell my healthcare provider 31  Patients will get sufficient information about the
IS everything, so that he/she can understand cause of their problem.
my condition better.
32 Doctors will discuss things thoroughly with their
patients.
33 Doctors will make use of the patients” own
understanding and insights.
14 My healthcare provider will involve me in 8 I can trust my health care provider’s decisions
= the decision-making process regarding my on which medical treatments are best for me.
£ treatment.
©
£
c
=2
(7]
3
o}
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Summary Public healthcare system trust scale Multidimensional Trust in Health Care System Public trust in Dutch health care
categories Scale
developed
for this
research . .
Anand and Kutty, 2015 Egede and Ellis, 2008 Straten, Friele, Groenewegen, 2002
1 | believe my healthcare provider is 5 | can trust my health care providers judgments 6 Doctors will understand their patients’
g technically competent. concerning my medical care. problems.
c
*;:5_ 3 | believe that my healthcare provider will 7 Because my health care provider is an expert, 16  Dutch doctors are very well trained.
£ give me the right treatment. he is able to treat medical problems like mine.
o
© 8 Even if my healthcare provider makes a 11 Health care payers are good at what they do. 18 Doctors are always looking for the right answer.
mistake, | believe in him/her.
= 17 My healthcare institution has all the latest 13 Nowadays doctors can do a lot more than they
o apegs . .
3 facilities for treatment and diagnosis. used to be able to do.
D
L
g 15 New discoveries are always being made and put
= into practice in the health care system.
=
g 17  Itis amazing the sort of operation surgeons
g carry out nowadays.
2
o}
34 Medical specialists always cooperate with one
another.
35  Doctors won’t give conflicting information.
36  The tendency towards a high degree of

Cooperation between professionals

specialization does not cause problems.
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Summary Public healthcare system trust scale Multidimensional Trust in Health Care System Public trust in Dutch health care

categories Scale
developed
for this Anand and Kutty, 2015 Egede and Ellis, 2008 Straten, Friele, Groenewegen, 2002
research
s 9 My healthcare provider gives value to my 6 My health care provider will do whatever it 4 Doctors spend enough time on their patients.
-g time also during consultation. takes to give me the medical care that | need.
[+
E 13 My healthcare provider considers every 5  Doctors will always stick up for their patients.
= patient equal.
c
2 14 My healthcare provider will involve me in
& the decision-making process regarding my
< treatment
o
= 7 | have never taken a second opinion from 4 Sometimes, | do not trust my health care
S health workers about my health problem. provider’s opinion and therefore I feel [ need a
RS second one.
S35
é ()
(2]
o 6 | often try to follow the instructions my 2 | have so much trust in my health care provider
% 8 healthcare provider gives me. that | always try to follow his/her advice.
S3
o ©
L
16 | respect my healthcare provider for his/her 10  All things considered, | completely trust my
activities. health care provider.
21 | recommend my healthcare institution to
my friends.
é’ 22 My healthcare institution is a dependable
© one.
23 | believe that | can approach my healthcare

institution for any medical problem.




Conclusion

Following the review of measurement instrument development guidelines as well as
literature on this topic, it can be concluded that the existing guidelines do not sufficiently
outline the criteria defining what an adequate conceptual framework should look like.
This chapter proposes a set of additional criteria with which to evaluate the conceptual
frameworks of instruments claiming to measure trust in the healthcare system. The
discussion above suggests that the 1% attribute focusing on the conceptual framework in

table 3.2, above, can be expanded as shown in table 3.7 below.

Table 3.7: Expansion of review criteria

Attribute Definition/Test Criteria for acceptability Source
1. Rationale for and description o Development of conceptual model is Lohr, 2002, U.S.
Conceptual | of the concepts and the discussed (literature Department of Health and
framework | populations that the measure review/theory/empirical work). Human & Administration,
is intended to assess and the 2009, Reeve et al., 2013.
relationship between those
concepts. A definition of e Empirical research is informing the
(public) trust is provided. development process of a conceptual
model.
o Comparison with other similar This thesis
conceptual models is provided.
® A review of applicable theory from
within and outside of the research field is
conducted.
e The construct of interest is defined and
distinguished from similar constructs
and/or synonyms..
e The construct is defined and discussed
in relation to its opposite.
® Reasoning for the measured construct is
provided.
e The word describing the construct itself
or synonyms do not appear in the
questionnaire.
1.1. Causal | The items in the scale must ® The scale consists of either causal or Wilson, 2005
or effect either be causal indicators or effect indicators but not both.
indicators effect indicators. Whether the | e Items are ordered along a single
construct is considered to bea | continuum.
causal or an effect indicator
determines the statistical
(psychometric) techniques
that can be used in evaluation
of the measure.

An application of these criteria to existing instruments suggests that the conceptual
underpinning of existing instruments is not adequate. Foremost, the conceptual
frameworks are not well developed and seem to focus on patient trust in a range of health
care system representatives. The notion of public trust is missing in the conceptual

frameworks. Further, the psychometric properties of these instruments are weak.

51



To improve the measurement instrument development process and to incorporate the
suggested criteria, it will be essential to understand that the development process of the
conceptual framework is as important as the development process of the measurement
instrument itself. It is important to understand that a conceptual framework is the first
building block of a measurement instrument. If it is not clear what the instrument is

measuring, the instrument will have minimal applicability and usefulness.

Hereafter, the conceptual framework of public trust in the healthcare system evolving

from this research, is developed with the expanded development criteria in mind.

With respect to the content of the existing public trust measurement instruments, it can

be concluded that the instruments cover themes in the following categories:

Table 3.8: Categories of themes conceptualising public trust in health care systems

Competence Information
Cooperation between professionals Other

Decision making Professional behaviour
Development of profession Quality of care
Efficient use of resources Reasonable costs
Following advice Seeking a 2nd opinion

The list of categories will be used to inform the conceptualisation of public trust as

developed in Chapter 7.
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Chapter 4: Contemporary trust theory

Key findings

e There are many contemporary trust theories which explain trust in different ways

e Trust theories use the term ‘trust” and similar terms in different ways

e Niklas Luhmann is the most influential theorist for the contemporary

understanding of trust

Overview

Since there are a number of different theories relating to the social determinants of trust

and its role in society, it is difficult to come to a theory based conclusion of what trust is.

Despite the differences between theories, a discussion of major contemporary theories

reveals that trust can be described as a relational concept, developing from information

relating to the past, present and anticipated future, which enables the trusted party to act

autonomously to reduce future complexity for the trusting party. This complexity arises

from the lack of full information about the actions of others and/or lack of resources,

knowledge and power to cope with the complexity alone.

Introduction, Chapter 1

Overview of methods, Chapter 2

Comparative analysis of
existing public trust
measures, Chapter 3

Theory of public trust in
the health care system,
Chapter 5

Discussion of trust
theory, Chapter 4

Themes developing
from the three case
studies of this research,
Chapter 6

ANW/4

Conceptual framework,
Chapter 7

Discussion, Chapter 8
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Introduction
The following chapter meets the objectives:
e Objective 1: To map contemporary trust theory developed outside the healthcare
field and to draw out its relevance for trust in health care systems.
e Objective 1.1: To synthesise a preliminary concept of trust based on theoretical

literature.

It is agreed across the social sciences that trust has a distinct role in the functioning of
society (Seligman, 1997, p. 75). Since the 18" century the scope of trust relationships has
developed alongside the secularisation of society. Trusting a doctor is one of the earliest
examples in encyclopaedias describing trusting relationships between humans as distinct
from faith in God (Frevert, 2013, p. 30; Seligman, 1997, pp. 22, 45). The boundaries of
what can be trusted expanded from solely placing faith in God via trusting family
members in the private sphere to being able not only to trust within the private sphere but
also to trust other individuals with whom one is connected by technology and abstract
systems in the public sphere (Frevert, 2013, pp. 28-43; Misztal, 1996, p. 2; Sztompka,
1999, pp. 41, 51). A physical example of trust boundaries between the private and public
sphere are door keys. Keys draw a boundary between the trusted realms and the not
trusted. Only trusted individuals get access to a private and somewhat protected sphere
(Papakostas, 2012, Chapter 2). This development of the scope of trust is fuelled by the
emergence of modernity (Giddens, 1990). Giddens observes distinctive attributes in
relation to modernity, which cause discontinuities separating modern institutions from
the former social order. Pace of change, scope of change and the nature of modern
institutions distinguish modern society from previous societies and, as a result, the
understanding of trust has changed (Giddens, 1990, p. 6). As the individual is living in a
highly complex environment with increasing technological development and increasing
human freedom to act which influence the environment itself and the future, Luhmann
argues that trust and the increasing need to trust is a way to reduce complexity and to
strengthen tolerance for ambiguity (Luhmann, 2009, pp. 19, 48). The complexity
develops from the endless number of possible future outcomes of present interaction
(social as well as environmental) which overstrains the human capacity to envision which
future will become real. Alongside the development of trust theories from an individual
and local focus to a public and global focus, the change of scope of trust theories can also

be described by a shift from a focus on the act of trusting as motivated by an intrinsic
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somewhat heartfelt wish (probably more a gut feeling) to an understanding of trusting
based on a conscious choice (Hartmann, 1994, p. 472; Reemstma, 2008, p. 31). Therefore,
most contemporary trust theories can be mapped on to the grid in right-hand side
quadrants in Figure 4.1. The vertical axis describes the development of trust theory from
individual to public focus and the horizontal axis describes the shift from trust theories
developed based on intrinsic motivations to understanding trust as based on a conscious
choice.

Public

Matter of the heart Conscious choice

-

X

y
Individual

Figure 4.1: Trust theory grid describing the focus (individual to public) and underlying
roots of modern trust theory (trust developing as a matter of the heart to trust developing

based on conscious choice)

To provide an overview of contemporary trust theory and the use of the term trust in
colloquial speech and research, the following Chapter will engage with the major theorists
of trust to provide an understanding of the differences and commonalities between their
theories. Subsequently an understanding of what a theory-based conceptualisation of trust

might entail will be developed.

It would be dangerous to generalise on trust theory on such a scale like public trust in
health care systems. This is the case as several different forms of trust occur in the health
care system at the same time (Haddow & Cunningham-Burley, 2008; Pilgrim, Tomasini,
& Vassilev, 2011). But when researching public trust it is necessary to explain and
develop a definition of trust as a working definition in this context. Otherwise it will not
be possible to compare the outcome of the thesis and it would equally not be possible for
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the reader to understand how trust is understood in this research. Further, it is necessary
to drill down to the essence of trust theory to understand what the core of trust is which
is identifiable in every conceptual framework of trust in whatever context. Only if we
understand what the common core conceptualising trust is, we can identify the differences
between other conceptualisations of trust as for example public trust compared to
institutional trust, compared to individual trust and so forth. Therefore the following will
pursue this attempt to define trust based on contemporary trust theory and to discuss the

essence of different trust theories.

A full historical approach to trust theory was not taken, as today’s health care systems are
relatively recent developments in Europe by historical standards, considering, for
example, the National Health Service in England and the social insurance system of
Germany (Dean, 1998; Freeman & Schmid, 2008; Kamke, 1998; Tavanxhi, Burazeri, &
Laaser, 2008). Hence, the discussion starts with Erik H. Erikson publication from 1950
on Childhood and Society. Also contemporary trust theory builds largely on the past.
Furthermore, a Western societal perspective was taken. This is motivated by the
assumption that trust is highly influenced by culture and a global view would even more
complicate the theory, if not make it impossible to theorise trust (Fukuyama, 1995;
Igarashi et al., 2008). It is recognised that the understanding of the welfare state and the
health care system is different between Western countries. Nevertheless, the application
and the transfer process of theories from one cultural realm to the other within Western
societies seems applicable due to similar underlying societal values and norms. The
literature search was conducted in the British Library, the Senate House Library and
LSHTM library as well as the Library of the Westfalische-Wilhelms Universitét,
Minster, Germany. Search terms used were: “Trust’, ‘faith’, ‘confidence’ as well as
‘Vertrauen’. Further, the search was guided by references from my Master’s Thesis.
Snowballing, by following references to other theories in literature already identified, was
continued until saturation was reached and the ‘new’ theories identified were not
necessarily leading to new insights. Snowball sampling is a qualitative research method
where new subjects are sampled by recommendation of previous sampled subjects. The
strength of this method is to get access to hidden populations or in the case of this research
to less well known material (Atkinson & Flint, 2001). The focus of the discussed literature
is on literature engaging with the trusting relationship between individuals, public and a
system, e.g. health care system or other political systems. Initially Niklas Luhmann,

Anthony Giddens, and Francis Fukuyama were read (Fukuyama, 1995; Giddens, 1990;
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Luhmann, 2009). It was anticipated that relevant literature in this area would mostly be

available in English, however sources in German were also included. This has the added

advantage that original sources are used where possible.

Mapping contemporary trust theory

Theoretical literature on trust has grown considerably since 1989 when Niklas Luhmann

noted the meagre professional literature on trust. By 2001, Martin Hartmann was writing

about a ‘publication wave’ (Reemstma, 2008, p. 30). The search described above

generated a set of trust theories from outside the field of health policy and system research

to inform the understanding of trust, set out in Table 4.1.

Table 4.1: Major contemporary trust theories from outside the field of health policy and

system research

Author Country Title Year

Erik H. Erikson Germany/US Childhood and Society 1950

Niklas Luhmann Germany Original: 'Vertrauen: ein Original: 1st Edit.
Mechanismus der Reduktion sozialer ~ 1968 (4th edition
Komplexitét'. Translation: ‘Trust 2000) Translation:
and Power' 1979

Niklas Luhmann in Diego Germany ‘Familiarity, Confidence, Trust: 1988

Gambetta (editor) Problems and Alternatives’ in ‘Trust
— making and braking cooperative
relations’

Anthony Giddens UK The Consequences of Modernity' 1990

Martin Hartmann Germany Die Praxis des Vertrauens (The 1994
practice of trust)

Francis Fukuyama us Trust : the social virtues and the 1995
creation of prosperity

Barbara Misztal UK Trust in Modern Societies: The 1996
Search for the Bases of Social Order

Adam Seligman us The problem of trust 1997
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Author Author's Country Book Title Year

Melissa S. Williams us Voice, trust and memory: 1998
Marginalized groups and the failings

of liberal representation

Piotr Sztompka Poland Trust-a sociological theory 1999
Onora O’Neill UK A Question of Trust: The BBC Reith 2002
Lectures 2002
Onora O'Neill UK Autonomy and Trust in Bioethics 2002
Russell Hardin us Trust & Trustworthiness 2002
Gabriella R. Montinola in us ‘Corruption, Distrust and the 2004
Russell Hardin (editor) Deterioration of the Rule of Law’ in
‘Distrust’
Russell Hardin us Trust 2006
Jan P. Reemtsma Germany Original: "Vertrauen und Gewalt' Original: 2008
(Trust and Violence) Translation: 2012
Apostolis Papakostas Sweden Civilizing the public sphere: Distrust, 2012

trust and corruption

Ute Frevert Germany Vertrauensfragen - Eine Obsession 2013 only available in
der Moderne (Questions of Trust - German

An Obsession of Modernity)

The publication timeline of the literature list is framed by Erik Erikson, (1950), and Ute
Frevert, (2013). The literature touches on a wide range of disciplines, mostly on
economics, history, politics, psychology and sociology. This implies that the domain of
reference of the literature reviewed in this chapter is far beyond the health care system
and engages with trust relationships in a variety of settings of social life. This implies that
the findings of this chapter are likely to be generalizable across different societal systems
and do not apply to the health care system only. Next to the single or co-authored books,
edited books are included in the list as they provide additional insight into the topic. Also
it needs to be noted, there is a large body of journal articles which find their way into this
thesis in other chapters but which do not contribute additional theoretical insights, so are
not discussed here.

When reading the books and seeing how they refer to each other, it is evident that
Luhmann was the most influential author in the field and that the theories build on each

other as seen in Table 4.2. Exceptions are Erikson (1950), Fukuyama (1995), Williams
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(1998) and the chapter by Montinola (2004). Erikson’s book was written before Luhmann
and therefore does not cite any of the other books. It is not clear why Fukuyama, Williams
and Montinola do not engage with the other theories. Further, Table 4.2 shows that some
disciplines have had a continuing interest in this topic (for example especially sociology)
while others have been less involved and are much less intellectually grounded in

previous theory from other disciplines.
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Table 4.2: Cross-referencing in trust theory

Eine Obsession der
Moderne (Questions of
Trust - An Obsession
of Modernity).
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Erik H. Childhood and Society | 1950
Erikson
Niklas Original: "Vertrauen: | 1968
Luhmann ein Mechanismus der
Reduktion sozialer
Komplexitat'.
Translation: Trust and
Power'.
Niklas Trust: Making and 1988
Luhmann in | breaking cooperative
Diego relations. .
Gambetta
(editor)
Anthony The Consequences of | 1990
Giddens Modernity". * *
Martin Die Praxis des 1994
Hartmann Vertrauens (The . °
practice of trust).
Francis Trust : the social 1995
Fukuyama virtues and the
creation of prosperity.
Barbara Trust in Modern 1996
Misztal Societies: The Search
for the Bases of Social * * *
Order.
Adam The problem of trust. | 1997
Seligman M ° M M
Melissa S. Voice, trust and 1998
Williams [ memory: Marginalized
groups and the failings
of liberal
representation.
Piotr Trust-a sociological | 1999
Sztompka theory i ® * * * ®
Onora O’Neill | A Question of Trust: | 2002
(BBC) The BBC Reith .
Lectures 2002'.
Onora O'Neill | Autonomy and Trust | 2002
in Bioethics. °
Russell Hardin Trust & 2002
Trustworthiness. * * ° * *
GabriellaR. | Corruption, Distrust | 2004
Montinola in | and the Deterioration
Russell Hardin | of the Rule of Law.
(oditar)
Russell Hardin Trust. 2006 . . . . . .
Jan P. Original: "Vertrauen | 2008
Reemtsma und Gewalt' English
Translation: Trust and * *
Violence.
Apostolis Civilizing the public | 2012
Papakostas | sphere: Distrust, trust . . . . .
and corruption.
Ute Frevert Vertrauensfragen - 2013
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The theories are predominantly ‘middle-range’ social scientific theories. However, they
partly engage with ‘grand theory’(Jaccard & Jacoby, 2010). Middle range theories do not
attempt to be far-reaching and holistic, whereas grand theory makes an all-embracing
attempt to explain. It appears that Germany and the United States have generated a
substantial amount of the theory on trust. It needs to be noted that the more recent
approaches to trust theory are also influenced by much earlier English and Scottish
theories of trust by Thomas Hobbes (1588 — 1679), John Locke (1632-1704), David Hume
(1711-1776) and John Stuart Mill (1806-1873) (Hobbes & Mayer, 1936; Hume, 1817,
Locke, Shapiro, Dunn, & Grant, 2003; Mill, 2008).

Development of trust terminology

Many different concepts are used as if they are synonyms to describe trust. For example,
when looking at the conceptual differences between faith, trust and confidence, evidently
theorists do not agree what the differences are. One way to distinguish faith and trust is
suggested by Seligman (1997), who concluded that one places trust in man and faith in
God. Giddens argues for a different understanding, where trust is the link between faith
and confidence, and, thus, a particular type of confidence (Giddens, 1996, pp. 32-33).
According to Niklas Luhmann the difference is that ‘trust remains vital for interpersonal
relations, but participation in functional systems like the economy or politics is no longer
a matter of personal relations. It requires confidence, but not trust’ (Luhmann, 1988,
p.102). Luhmann discusses further the difference between hope and trust, where the
possibility of choice is a pre-condition to place trust, otherwise when no choice is offered,
there can only be hope and no trust. Consequently, trust only works in a context where a
critical alternative is offered and where the damage occurring when trust is breached is
larger compared to the advantage gained from the trusting relationship (Luhmann, 2000,
p.28).

Understanding choice to be a pre-requisite for trusting, is one of the fundamental
understandings when developing a trust theory in the realm of conscious choice (de Jonge,
2011, p. 8). Here trust is described as risky choice (see below), which is in line with
rational choice theory, where a choice made with incomplete information is automatically
a risky choice (de Jonge, 2011, pp. 21-23). From a childhood-development perspective

on basic trust, Erikson assigns a higher degree of naiveté and mutuality to trust compared
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to confidence (Erikson, 1995, p. 222). Sztompka, 1999, distinguishes hope (the opposite
of resignation) from confidence (the opposite of doubt) and trust (the opposite of distrust)
(Sztompka, 1999, p. 24,26). When looking at the roots of the English term trust, Hardin,
(2002, 2006), shows in a linguistic analysis that the present term trust came into use in
the Medieval era originating from the Middle English noun tryst. Tryst had a role in
hunting, where according to Hardin, huntsmen were chasing game through a wood and
on the other side of the wood other huntsmen would stand tryst, i.e. ready to kill the game
as it emerged (Hardin, 2006, p. 2). In the following centuries, the term split into the
present terms trust and tryst ,where two ‘lovers’ in a private romantic rendezvous need to

trust each other and might misuse the trust of spouses respectively (Hardin, 2006, p.3).

Confidence developed from the Latin noun confidentia and faith developed from the Latin
noun fides. Confidentia can be translated as: ‘a firm trust in a thing, confidence’ (Lewis,
1980, p. 413). Fides can be translated as: ‘trust in a person or thing, confidence in a
person, trustworthiness, faithfulness, conscientiousness, credibility, honesty’ (Lewis,
1980). As indicated by the translation of fides, Hartmann, (1994) highlights that fides was
used in Latin with a double meaning. The translation of fides as trust, confidence or faith
focuses on the modern understanding of the term as used in ‘I trust you’. However, fides
was also used when describing the characteristics of the person who is trustworthy,
namely as: trustworthy, credible or loyal. Both meanings are related in so far as the
trustworthiness of a trusted person can only be judged by the person who is trusting.
Following this logic, Hartmann concludes that someone can only be trustworthy who is
perceived as trustworthy by others. This implies further that a person can only be
trustworthy, if s/he is doing what s/he has promised or announced to do (Hartmann, 1994,
pp. 376-380).

As one of the most important contributions to trust theory was written in German by
Niklas Luhmann, it is worth considering that in the German language, there is only one
word for trust and confidence: Vertrauen. Faith is translated in the context of faith in God
as Glaube. In the rarer context of faith in humans, it is translated as Vertrauen. The
German noun Glaube can be back-translated into English as faith, but also (less
commonly) as belief. The ambiguity of the concept of trust becomes evident, when
looking at the linguistic history of Vertrauen in the German language. Vertrauen was
known as ‘sih fertruen’ in Old High German (around 750 — 1050 AD). Here Vertrauen

(as well as the English word trust) stems from the Indo-European word family of ‘deru —
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Oak, Tree’ with the meaning of being strong, solid, hard, like a tree. In addition, historical
analyses of Vertrauen prove that the semantic of Vertrauen is rooted in: hope, obligation,
consolation and grace (Bruckner, 2016, p. 7; MacLeod, 2011, p. 23).

This brief historical overview of the roots of trust and Vertrauen demonstrates the
complexity of the research field, and the distinctions between colloquial speech and the
use of the terms in research. In colloquial speech, the terms and other synonyms of trust
such as belief, hope or even love can be used interchangeably and motivated by the
context they are used in, as well as individual habit (the quotes defining trust below show
the diverse use of the terms). Compare here the use of the term confidence in ‘self-
confidence’ as distinct from confidence in systems or the use of ‘confidence-man’ in book
titles such as Herman Melville (1857) The Confidence-Man: His Masquerade or Thomas
Mann (1955) Confessions of Felix Krull, Confidence Man (Frevert, 2013, p.8). With
respect to the distinction between faith in God and trust in humans, compare here the
Brewers’ Hall motto engraved into the wall facing the street called London Wall in
London, UK: IN GOD IS ALL OUR TRUST. In the context of German to English
translations of trust, it is worth keeping in mind when reading Niklas Luhmann’s chapter
Familiarity, Confidence, Trust: Problems and Alternatives that, in German, Luhmann
uses for trust - Vertrauen and for confidence- System Vertrauen (system trust) (Gambetta,
1988, Chapter 6). Thus there seems to be inconsistency between trust theory and
colloquial speech when it comes to the use of the term trust and its synonyms. Pilgrim et
al (2011) observed the same inconsistency in the context of health care research, and
highlight the different use of trust in colloquial speech and academic debate (Pilgrim et
al., 2011, Chapter 1). This inconsistency is important to highlight, as a conceptual
framework should incorporate theory and qualitative work where the text generated might

include more colloquial terms.

A preliminary concept of trust based on the theoretical literature

Trust is defined by different authors in different ways. This is very much in line with
other findings stressing the same ‘confusing potpourri’ of definitions (D. Harrison
McKnight & Chervany, 2001, p. 28). When focusing on descriptions of trust, some

authors present their own understanding, others build much more on previous work and
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start their discussion from there. The following quotes provide an overview of how trust

is mostly understood in the social science literature outside health care research:

Niklas Luhmann: ‘The complexity of the future world will be reduced by the act of
trusting’ (Luhmann, 2009).

Anthony Giddens: ‘Trust may be defined as confidence in the reliability of a person or
system, regarding a given set of outcomes or events, where that confidence expresses a
faith in the probity or love of another, or in the correctness of abstract principles
(technical knowledge)’ (Giddens, 1990, p. 34).

Piotr Sztompka: ‘Trust is a bet about the future contingent actions of others’ (Sztompka,
1999, p. 25).

Francis Fukuyama: ‘Trust is the expectation that arises within a community of regular,
honest, and cooperative behaviour, based on commonly shared norms, on the part of
other members of that community. Those norms can be about deep ‘value’ questions like
the nature of God or justice, but they also encompass secular norms like professional

standards and codes of behaviour.” (Fukuyama, 1995, p. 26).

Russell Hardin: ‘To say we trust you means we believe you have the right intentions
towards us and that you are competent to do what we trust you to do’ (Hardin, 2006, p.
17).

Melissa S. Williams: “... a politics of representation must draw on a fund of popular trust
in the government’s fairness in protecting and advancing citizen’s interests. The concept
of fairness, whether in institutions of political representation or in other political
institutions, provides the standard for evaluating whether popular trust is justified in any
particular instance. The conformity of political institutions to principles of fairness is
what makes government worthy of popular trust’ (M. S. Williams, 1998, p. 30).

When looking at the definitions/descriptions of trust as discussed by different authors it
is visible that many different themes are associated with trust. To build a conceptual
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framework of trust based on the combined theories is difficult. This is so as the theories
are developing from different backgrounds. However, there are moderate similarities
across the literature. These can be condensed so that trust develops from experience,
information, and an expected outcome based on the trusting relationship. Trust usually
carries a degree of uncertainty as we do not know what the outcome of a trusting
relationship is going to be. As a result, trust is inherently risky or associated with risk, as
trust can be betrayed. To further develop a deeper theory-based understanding of trust,

the following statements about trust are common to the discussed literature.

Trust arises between a minimum of two individuals

It is commonly understood among scholars that trust is a three-part relational concept
between a minimum of two individuals: A trusts B to do (or not to do) X (Hardin, 2002,
p. 9; Luhmann, 2009, Chapter 9; Sztompka, 1999, Chapter 2). Before focusing on this
relationship in greater detail, it is worth discussing briefly the role of basic trust and self-
confidence for this relationship. Erik Erikson has influenced the present understanding of
when and how humans learn social trust during childhood in the form of basic trust
(Erikson, 1995, pp. 222—-225). Developing from the quality of the maternal relationship,
an infant learns to trust. ‘Mothers create a sense of trust in their children ... which in its
quality combines sensitive care of the baby’s individual needs and firm sense of personal
trustworthiness within the trusted framework of their culture’s life style. This forms the
basis in the child for a sense of identity which will later combine a sense of being ‘all
right’, of being oneself and of becoming what other people trust one will become.*
(Erikson, 1995, p.224). This basic trust learned in early childhood and further developed
during adolescence has a huge impact on the willingness to trust in later life as well as on
trust in oneself, i.e. self-confidence (Hardin, 2002, pp. 116-119; Luhmann, 2009, p. 107,
Misztal, 1996, p. 164). In the context of health care, the implications of childhood
problems for trust are associated with mental health problems, pathological expressions
of the personality, as well as how patients cooperate with their doctors as well as follow
advice. On the professional side, this deficit expresses itself by egocentricity and
dysfunctional interaction with patients (Pilgrim et al., 2011, p. 48). Similarly, Luhmann,
2009, claims that self-confidence has a distinct role in trust relationships. Self-confidence
is understood to be the basis of interpersonal trust as self-confidence allows individuals

to cope better with trust disappointment. Furthermore, Luhmann states that self-confident
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humans as well as social systems are more willingly trusting (Luhmann, 2009, pp. 102—
105).

Returning to the relationship of A trusts B to do (or not to do) X, this relationship can be
configured in a number of ways. Starting from an individual point of view where A equals
one individual, B can range from one individual to groups, such as family members,
friends, colleagues, experts, media, organisations, institutions, technologies or even
systems such as the health care system (Giddens, 1990, p. 102; Luhmann, 2009, pp. 47—
82). As distinct from this use of trust, trusting relationships are also described between
groups (A=group and B=group) of people or organisations and companies (Cook, 2001,
Chapters 9-13). This leads to describing the nature of the trust relationship between the
public and the healthcare system (Gille, Smith, & Mays, 2017; Misztal, 1996; Sztompka,
1999).

Last, trust relationships can develop as either one-way relationships, mutual trust
relationships, or what Hardin (2002) describes as ‘thick relationships’ (Hardin, 2002, pp.
14-23). One-way relationships are considered as relationships where the parties are not
equal or not in symmetric roles, e.g. children trusting their parents, or the classic
understanding of a layperson trusting an expert. Mutual trust relationships are considered
to be more stable, as ‘a reciprocal trusting relationship is mutually reinforcing for each
truster, because each person then has a built-in incentive to be trustworthy’ (Hardin,
2002, p17 citing Coleman, 1990, p.77). In health care, a good example of a two-way trust
relationship is that involved in ‘co-production’ of health between, say, a general
practitioner and a patient where the patient trusts the general practitioner to provide good
advice and the general practitioner trusts the patient to provide truthful information
(Fledderus, Brandsen, & Honingh, 2014; Wilde, 2013). Fukuyama argues in the context
of prosperity that mutual trust based on prior moral consensus and shared ethical values
has the capacity to replace contracts and extensive legal regulations between
organisations (Fukuyama, 1995, p. 26). Fukuyama stresses the importance for a healthy
and dynamic society of being able to depend on people’s habits, customs and ethics for
the vitality of liberal political and economic institutions (Fukuyama, 1995, p. 4-5). He
concludes that the level of trust inherent in a society is the single most important pre-
condition for a nation’s well-being and ability to compete. To make trusting relationships
between members of a society possible, the rules and habits of the society are crucial

(Fukuyama, 1995, p. 9). Trust as ‘thick’ relationships is developed in small communities
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and consists of dense overlapping social ties which generate a high level of knowledge of
each other among societal members. This knowledge supports the trusting relationship
and provides incentives to trust others (Hardin, 2002, p.21). Examples of ‘thick’

relationships are families or teams which are grown together (Fukuyama, 1995, Part 3).

Trust can only develop by communication and truthful information

Communication needs to be understood in a wide range of ways from body language,
passive and active communication, verbal, written or visual communication to largely one
way communication such as media communication. As trust is relational, the two parties
A and B need to communicate with each other. If no information is exchanged, trust
cannot be established. This implies that trust depends on truthful information (Luhmann,
2009). Fukuyama makes a distinction between the trustworthiness of the information
itself and the trustworthiness of the people providing and using the information
(Fukuyama, 1995, p.25). Especially in health care, and following the idea that trust is
built by conscious choices, to make an informed decision, for example, in the patient

consent process, truthful information is essential to build trust.

Next to the understanding of information being communicated to, or obtained by, the
trusting party, information to decide to trust can equally develop from personal
experience. Personal experience is an important contributor to most newly formed trust
relationships. However, previous personal information is not a compelling necessity in
situations where the trusting party is able to access the experience of others from trusted
sources of information. This could be information about a dentist which is trusted by a
trusted family member who previously experienced the dentist’s care in a positive way.
Though, personal experience or the experience of others is an essential source of

information.

Trust develops in a free society and is voluntary

Trust can neither be expected nor forced. This means for the relationship A trusts B to do
(or not to do) X, that B cannot force or expect A to trust B. Misztal (1996) argues that trust
can only develop in a free society based on free will. Also on a personal level, within a
free society, it is difficult to imagine how trust can be forced or expected, especially when,
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following Hartmann (1994) as discussed above, the trustworthiness of a person can only
be judged by others and not by oneself. An expectation to be trusted might develop from
arrogance, hubris or thoughtlessness or from a long exercised routine leading to a
normative expectation. Nevertheless, this expected trust is not trust, it is purely an
exercise of power developing from a power difference between the trusting and the trusted
party or a misused dependency (e.g. where A has no choice but to trust B.) Furthermore,
obedience could also be misinterpreted as trust. However, these concepts are distinct from

trust.

Trust and trustworthiness are not the same

Following from the previous point and Hartmann’s (1994) description of trustworthiness,
the difference between trust and trustworthiness is important to note and widely discussed
(Hardin, 2002; Luhmann, 2009). Both concepts are important for the relationship A trusts
B to do (or not to do) X. The difference is, that trustworthiness describes an attribute of
B, but trust describes the relationship between A and B including the effect of the
relationship. This implies that trustworthiness has a more limited scope and does not
necessitates a relationship. Just because B shows a behaviour or other characteristics that
are considered as trustworthy, there is no compelling necessity for A to build trust in B.
Doubtless, if trust is established, one would generally reason that A established trust in B,
because B is trustworthy.

Trust is established for a reason

A trusts B to do (or not to do) X for a reason (Luhmann, 2009, p. 29; Sztompka, 1999,
Chapter 4). If there is neither a relationship nor a motive to trust, trust would not be
established. For example, a study participant trusts the research programme s/he is
participating in, because s/he is participating in the programme. If the person chose not
to participate in the study and the study had no indirect effect on her/him there would be
no need to trust. An example of an indirect effect is a student who does not pay income
tax. Despite this, s/he might still trust the government to spend income tax revenue
appropriately as the student lives in an environment where the income tax is used (e.g. on

cycle paths which the student uses to cycle to university).
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Trust exists in the present, but is future-oriented

With the understanding that life is future-oriented, i.e. the effect of our own actions appear
in the future, trust is future-oriented in the sense that the person trusting in the present
trusts that something will happen or not happen in the future once the trusting relationship
Is established. According to Luhmann (2009) a theory of time is a prerequisite for a theory
of trust since a person who trusts inevitably anticipates the future. S/he acts as if s/he has
a tolerable level of certainty as to what will happen in the future (Luhmann 2009, chap.
2). Sztompka (1999) defines trust as ‘a bet about the future contingent actions of others’,
p.25 (Sztompka, 1999, p.25). For example, even if one would trust a structural engineer
to design a building so that it will not collapse, the effect of this trust placed in the
structural engineer and his/her calculations (done in the past) is in the future. For that
reason, one can trust the action of persons or objects in the past, but the effect of this trust
on the trusting person happens in the future.

Trust is a risky ‘advanced payment’

The literature often associates trust with risk. Trust is understood to be a risky choice in
the sense of an advance payment according to Luhmann (1980, 2009, p. 27-38). This is
the case when A chooses to trust B, but A does not know how B will act. There is always
a risk that B will not act in the anticipated (trusted) way, leading to the erosion of trust.
Luhmann, (1988) argues therefore that risk is always a part of decision and action.
Information in the form of evidence and experience about B minimises the risk, but will
never eliminate the risk (Luhmann, 2009, p.40). Giddens reasons slightly differently. For
Giddens, trust is bound up with contingency and not with risk (Giddens, 1990, p. 33), as
reliability is usually associated with trust in contingent situations and choosing to trust is
based on a conscious calculation of the likely risk (Giddens, 1990, p.35). When
understanding trust theory in light of conscious choice, one could claim that placing trust
is inevitably a risky choice due to the fact that the choice is made based on inevitably
incomplete information. As discussed earlier, in the absence of choice one cannot trust,
one can only hope. Nevertheless, one could hypothesize a situation where no choice is
offered, but still situational trust can be placed, detached from a conscious choice. In other
circumstances, it is possible that trust could be mediated by trusted persons or
organisations. For example, one could think of trust in emergency rooms as trust

constructed on the basis of the previous experience of other members of the patient’s
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family (Kelly et al., 2005). Here one would trust the emergency room, because one had

built trust based on information about the emergency room from trusted family members.

Trust enables action as well as grants autonomy for action

Looking at the relationship, A trusts B to do (or not to do) X, it can be concluded that trust
enables action or inaction. By A placing trust in B, A is enabling B to act in line with 4’s
initial intentions motivating him/her to trust B. Here the literature describes a (normative)
expectation expressed with trust, as seen in the quotes above. In the context of health care,
the consent process is an example where trust in the physician or system enables action
with trust expressed by the signature on the consent form as critically discussed by
O’Neill (2002b, p.19). It is important to note, that alongside with granting B the ability to
act, B is also given the freedom to decide how the action is to be carried out (scope of
action). This freedom is framed by the common norms and values of A and B. On the
basis of these common norms and values, B can choose how to act to achieve the result B
is trusted to achieve (Hartmann, 1994, p. 21). Hartmann, describes this as temporary
autonomy (Hartmann, 1994, p. 17). For example, a private investor (A) trusts a fund
manager (B) to invest and work with the investor’s money to achieve a profit X. If both
the investor and manager share the understanding (values and norms) that they do not
want to invest money in weapons, alcohol and tobacco industries, then the fund will not
invest in those industries, but the fund manager can invest in any other industries (scope
of action) to achieve the profit X. By trusting the fund manager, the investor grants this
freedom. In terms of the relationship between citizens and their government, it is
commonly understood that trust legitimises representative governance, i.e. public trust
enables (legitimises) governmental action (Williams, 1998, Chapter 1.1). It is important
to recognise that the power exercised by the government is not for its own benefit, but for
the benefit of the people who trust the government. This implies that representation
creates a two-sided relationship of trust and obligation. The trusted are obliged to
advocate policies which are in the common interest and the trusting are obliged to obey

the laws until the government ceases to act in ‘good faith’ (Williams, 1998).
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Trust reduces complexity

Despite some scholars arguing against Luhmann’s concept of the function of trust as a
mechanism to reduce complexity, this conception is widely cited and recognised in the
field of trust research (Luhmann, 2009). Critics argue that trust itself is inherently highly
complex and therefore cannot reduce complexity. Here it is argued on the one hand that
the act of trusting always develops new complexity and on the other hand that trust itself
is foremost complex in the areas of rationality, normativity and social application
(Hartmann, 1994, Chapter 0). However, by reducing the complexity of the world and of
future uncertainty, trust enables human action. This understanding is relevant to trust in

healthcare systems since they are highly complex.

Trust and distrust can exist at the same time

Distrust is described by many as the opposite of trust or as the mirror image (Hardin,
2009; Sztompka, 1999, p. 26). Luhmann describes distrust to be not only the opposite of
trust but also a functional equivalent (Luhmann, 2009, p. 92). Like trust, distrust has the
function of reducing complexity. For that reason, someone who distrusts has to use
functionally equivalent coping strategies to reduce the complexity of life. In comparison
to trust, those strategies are emotionally tiring, desperate and exhausting, such as fight
strategies, financial liquidity strategies (where one would keep money at home or spread
savings across different places) or abstention strategies. The crux is that a distrusting
person needs more information to cope with life but trusts much less information sources.
Thus, paradoxically the distrusting person is much more vulnerable to others, as the
distrusting behaviour makes it easier for others to deceive the distrusting person
(Luhmann, 2009, p. 93). This is the case as the limited amount of information remaining
to be considered as trustworthy is much easier to manipulate. For example, when a person
is only trusting one information source, it is much easier to manipulate this person via
manipulating the one information source, as the person is not engaging with other

information sources which would counterbalance the manipulated information source.

Adding to the problematics of distrust, Hardin describes distrust (as well as trust) as a
cognitive assessment which can be mistaken. Trust and distrust can be susceptible to false
negative and false positive assessments (Hardin, 2009, p. 9). Beside the fact that distrust
can have in extreme forms a dramatic outcome for all parties affected, it is commonly

agreed among theorists that distrust and trust can co-exist (Haddow & Cunningham-
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Burley, 2008; Hardin, 2009; Luhmann, 2009). However, co-existing distrust and trust are
purpose-specific (Hardin, 2009, p. 3). It is not possible to trust and distrust the same
person for the same matter at the same time in the same context (Ullmann-Margalit,
2009). For example, one might trust a person to buy groceries, but distrust the same

person to drive the car to the grocery store.

Theorists describe what lies between trust and distrust, differently. For example,
Sztompka (1999) describes distrust as the mirror image of trust. In between both is
mistrust as a neutral state. ‘Mistrust is either a former trust destroyed, or former distrust
healed’ (Sztompka, 1999, pp. 26-27). Ullmann-Margalit (2009) describes a no-man’s
land of trust agnosticism between trust and distrust; a place with neither trust nor distrust.

Agreeing that trust and distrust can exist next to each other, a slightly adapted
understanding of the relationship between trust and distrust is proposed here. This
adaptation is based predominantly on three thoughts. First, if distrust were the mirror
image of trust, this would require assuming that distrust is the negative image of trust.
This would further imply that distrust and trust are diametrical opposites. Such an
understanding is challengeable, as the relationship between trust and distrust is
asymmetrical (Ullmann-Margalit, 2009). This is most clearly expressed by the widely
shared insight that trust is easy to destroy, but difficult to repair. This difficulty is
explained in the context of restoring trust in multinational companies such as Siemens or
Toyota following different types of scandals such as Siemens bribing to win contracts or
a Toyota Lexus car killing everybody in the car by accelerating out of control (Dietz and
Gillespie, 2012). The fragility of trust is described by several metaphors and common
sense. Also the conceptualisation of trust and distrust is different. The difference relates
to the different motivation required to overcome distrust. Overcoming distrust requires
overcoming sorrow, envy or frustration. In certain cases, it will never be possible to heal
distrust. Second, assuming a neutral point in the middle between trust and distrust which
could tip in either direction might make sense from a mathematical point of view where
trust might be described with 1 and distrust with -1 resulting in 0 as the neutral point in
between. However, the continuum between trust and distrust does not necessarily pass
through a neutral state. Further, following Luhmann, trust and distrust are dichotomous
choices that have to be made, a neutral position is not logical (Luhmann, 2009, p. 92).
Third, it is possible for a person simply not to care or not to have an opinion on trust.

Making a cognitive assessment not to care about trust or distrust is distinct from deciding
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if something should be trusted or distrusted. If a person is not vulnerable to a situation or
is not affected by a certain action where others would need to trust, the person can indeed
not care or decide that trust does not matter. If the possibility of not caring is not included
in the understanding of trust theory, this would force trust on each individual and would

deprive people of the freedom to not care about trust.

Based on the above, it seems to be reasonable to propose the following understanding of
the relationship between trust and distrust. Here trust and distrust are two distinct concepts
which range from high to low. Both include the possibility of coping strategies to
overcome the lower level of trust or higher level of distrust. However, trust is likely to be
more fragile and to overcome distrust, if at all possible, is requires considerable effort.
This asymmetry is important to recognize, as it fundamentally argues against the idea of
distrust being a mirror image of trust. Further, by separating trust from distrust, there is
room for not caring about trust or distrust and any neutral position between trust and

distrust is eliminated.

Trust is generally important for life, but its importance can vary

depending on the situation

Niklas Luhmann writes, ‘without any trust, he [human] could not get out of his bed. He
would be affected by undefined fears and paralysing horror.” p.1 (Luhmann, 2009, p. 1).
But can we conclude from such a statement that trust is as elementary for human life as
the air we breathe? Probably, the answer is yes and no. As trust is a personal motivation,
the arguments in favour and against the generalisability of trust for all situations depend
on one’s personal point of view. The answer will depend on the trust scenario as well as
individual, social and environmental factors. The following points could tend towards an

answer in the negative:

e One could simply not care or be indifferent about a situation where others trust.
But, indifference does not equal inaction. One can still take part in certain
practices without trust, for example, if the outcome of the practice does not
involve any personal vulnerability (Hartmann, 1994, p. 58).
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From Luhmann’s understanding of trust as a mechanism to reduce complexity one
could conclude that in a simple environment without any complexity trust
inevitably plays a minor role.

In a scenario where trust is taken for granted, people might not recognise the role
of trust at all.

Different types of trust might ‘overlap’ others. For example, if people have
confidence in governmental guarantees, regulation and structures, they do not
need to trust a research programme under the umbrella of the government, as they
trust that the governmental structures will guarantee the trustworthiness of the
research programme. Also, faith in God could overlap trust in humans or systems,
if one would understand that all actions on earth follow God’s plan. Faith could
even go so far as to predetermine if one ‘is allowed’ following one’s interpretation
of a religion to engage in a situation where trust might be needed. Faith can play
a superior role compared to trust.

In a situation where one has all the information needed to control the outcome of
an action in the future, one might not need to trust. Similarly, if one has the
resources, power and knowledge to cope with a breach of trust, one might not
need to trust. If all activities are visible and processes known, one would not need
to trust (Giddens, 1991, p. 33).

Different people might understand the need for trust differently in the same
situation. For example, one person has the knowledge to do something by
him/herself while another person needs someone with that specific knowledge to
do something on their behalf in a trusting relationship.

Another scenario could be that for different people different concepts close to trust
replace trust. A relationship which one person might describe with trust another
person could describe with love.

People might understand contracts as substituting for trust to a certain degree by
replacing a firm handshake among partners. This might be short-sighted as trust
reduces transaction costs such as the legal costs of contracts, and economies grow
better in a high trust environment. On the other hand if one does not place trust in
the business partner, one needs subsequently to trust that the judge and legal
system will interpret the contracts as one intended (Fukuyama, 1995; Luhmann,
2009).

74



Also different views on political systems might influence the understanding of the
need for trust. For example, in a democracy one understands public trust to
legitimise governance. Legitimacy theories are often focusing on trust. Here
political action is legitimised by public trust in the government. This trust could
be understood as a stock of political credit (Misztal, 1996, p. 261). Furthermore,
it is assumed that this results in a certain level of quality of compliance and social
cooperation (Misztal, 1996, p. 245). Legitimisation of political power is facilitated
in democratic societies by elections and so legitimacy is closely linked to
democratic principles and procedures (Misztal, 1996, p. 255). Here accountability
comes into play, in so far as mediators (representatives) of institutional power
need to be the elected ‘faces’ of power. However other political systems might
legitimise governance by inheritance in which case public trust might be far less
important to legitimise governance.

As an alternative to trust, one might impose protocols, monitoring, transparency
and supervisory control mechanisms thereby reducing the autonomy of an actor.
The aim of such measures is to counteract human error and intended betrayal or
fraud. But equally those measures can damage trust by supporting ‘self-
censorship’, dishonesty, and might reveal sensitive information in the process of
being transparent. Evidently, in many countries governmental efforts to encourage
transparency in recent past have tended to undermine a feeling of trust (O’ Neill,
2002a, Chapter 4).

In favour of answering Yes to the universal importance of the role of trust one can argue:

That self-confidence and basic trust play an elementary role in the functioning of
humans in society as well as for their personal wellbeing. Deficits in one or the
other type of trust can result in extreme pathological behaviour (Erikson, 1995,
Chapter 7; Hartmann, 1994, p. 58; Pilgrim et al., 2011, Chapter 3).

That societies incorporate formal structures and mechanisms as well as common
norms and values which to a certain degree guarantee trust. Thus, a trustworthy
environment surrounds the individual. As trust is closely linked to freedom,
autonomy and hereby to democratic principles, one might go as far as to argue
that trust is to a large degree institutionalised. Law, rules and regulation as well
as certain mistrust points support and shape trust in the way a society has
developed its legal and political structures in first place. For example, since

groceries need to show expiry dates, a consumer does not need to check further
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the quality of the food and will not need to fear getting food poisoning. Another
example is deliberately placed mistrust to foster overall trust, for example, quality
checks in a production line (Luhmann, 2009).

¢ In situations where a lack of information exists, trust is a coping mechanism to
overcome this lack of information (Giddens, 1991, p. 33). Most likely, it is not
possible to have all the information needed, therefore there is always space for

trust.

As seen above it is possible that the importance of trust varies considerably. Trust in its
basic forms is axiomatic for human life, but in certain situations, different forms of trust
can play a secondary role. However, trust must not be taken for granted. If one would do
so, one would risk damaging trust as trust is a relational construct which needs constant

reinforcement (Luhmann, 2009).

Conclusion

For the field of health systems and policy research as well as the wider social sciences,
trust theory can only be further developed by vibrant discourse amongst researchers about
new empirical research while adapting the theory to contemporary societal issues and
understanding. Due to the highly subjective nature of trust as well as its tendency to be
context-specific, there will inevitably always be different understandings about trust.
However, the proposed common features of trust discussed in this chapter, can provide a
starting point for further theoretical debate about the commonalities between different
conceptual frameworks. If the commonalities between theories and comparability of these
theories is not elaborated, it will not be possible to compare trust studies or develop policy
targeting trust across different settings. This debate should illuminate how far trust is
generally applicable to human life, where the conceptual boundaries between trust and its
synonyms are and foremost what constitutes trust. Possibly one can formulate a generally
valid and universal definition of trust as well as to describe the function of trust applicable
across disciplines and settings. Unfortunately, this causes the dilemma that such a
formulation will be too abstract to be directly applicable. Nevertheless, such an abstract
definition can serve very well as a guiding construct for context-specific conceptual
framework. If the disciplines would agree on such an abstraction, it would be much easier

for researchers and others to understand where the context-specific conceptual
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frameworks are anchored. Further, this way it will be possible to compare different studies
across different settings as the different conceptual frameworks are rooted in the same
abstract definition. The challenge will be to find a conceptual framework of trust that
balances the level of abstraction to be generally applicable with the accuracy to be as

precise as possible.

Building on the theories and discussions above, such a definition of trust could be that:
trust is a relational concept, developing from past and present information and future
anticipation, which enables the trusted party to act autonomously to reduce future
complexity for the trusting party. This complexity arises from the lack of full information
about the actions of others and/or lack of resources, knowledge and power to cope with

the complexity alone.

To inform the development of the conceptualisation of public trust in Chapter 7, Table

4.3 summarises the points discussed above.

Table 4.3: Summary of the common denominators of trust theory

Trust arises between a minimum of two individuals Trust enables action as well as grants autonomy for action

Trust can only develop by communication and truthful Trust reduces complexity

information

Trust develops in a free society and is voluntary Trust and distrust can exist at the same time

Trust is established for a reason Trust is generally important for life, but its importance can
vary depending on the situation

Trust exists in the present, but is future-oriented Trust and trustworthiness are not the same

Trust is a risky ‘advanced payment’

77



Chapter 5: Towards a broader model of public trust in the health care

system

Key findings

e Public trust develops from public discourse in the public sphere

e Public trust can be influenced by actors outside the health care system

e Public trust legitimises the actions of the health care system

Overview

Public trust lacks a precise, theoretically grounded and empirically tested definition. The

mass media as well as the scientific community use the term public trust as if there is a

common understanding of its meaning. As this is evidently not the case, this chapter

proposes a broadening of an existing model of public trust for use in health care system

and policy research drawing on wider theories on trust from outside health care discussed

in the previous Chapter. In the proposed model, the origin of public trust is understood to

be in the public sphere, which is situated between the individual, the health care system,

the state and other societal institutions. Public trust in the health care system is influenced

not only by the health care system itself, individuals’ experiences of it and its media image

but also by discourse in the public sphere about individuals’ experiences and the system

as a whole.

An adapted version of this chapter has been published: see next two pages.
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Introduction
The following chapter meets the objective:

e Objective 2: To elaborate the meaning of public trust.

As discussed in Chapter 1, examples of health care system activities where public trust
matters most obviously are vaccination coverage, health care provider choice, the use of
the internet to identify health related information, or participation in biomedical research
(Green, 2004; Haddow and Cunningham-Burley, 2008). As described by Brown (2008),
the increased interest in public trust among health care researchers can partly be explained
by a sequence of scandals covered in the media and the government responses that
followed designed to act against the perceived betrayal of public trust. Prominent
examples in the English National Health Service are the cases of retention of organs
without consent at Alder Hey children’s hospital, unacceptably poor quality paediatric
cardiac surgery in Bristol in the 1990s, the Beverly Allitt affair where children were
deliberately harmed and murdered on a ward in the early 1990s, the homicidal general
practitioner, Harold Shipman, in the early 2000s and the quality failure at Mid-
Staffordshire hospital in the late 2000s (Bristol Royal Infirmary Inquiry, 2001;
Brykczynska, 1994; Francis, 2010; Redfern et al, 2001; The Stationery Office, 2005).
These scandals led to changes in the health care system in the attempt to regain trust and
prevent future scandals. The changes focused on increasing the level of monitoring of
performance and the quality of care with the aim of increasing transparency and
accountability (Brown, 2008). However, in contrast to these examples, where experience
of individual harm led to a public debate about trust, the recent public debate on
‘care.data’ in the English NHS provides an example where ahead of any individual harm,
the public has strongly expressed low trust in a prospective NHS project. ‘Care.data’ was
introduced to the general public early in January 2014 via a leaflet, ‘Better information
means better care’, delivered to all households in the country. ‘Care.data’ aimed to collect
and share information about individuals’ care to improve the quality of care for all. Yet
the initiative, which would link hospital and general practice patient data anonymously at
the individual level, has struggled to win public acceptance in the face of concerns about
the trustworthiness of the programme to keep sensitive information secure and the
potential for commercial gain to be made from patients’ personal data (Carter et al, 2015;

NHS 2014; Pollock and Roderick 2014). Due to worries expressed in the media by the
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public as well as scientific bodies, the programme was first postponed and finally closed
on 6™ July 2016 (Department of Health & Freeman, 2016).

Cases like these have led to an increase in research about the role of trust in health care
systems or parts of health care systems as distinct from the large body of earlier research
into trust at the level of the personal encounters between individual patients and health
care professionals (Blendon et al, 2014; Calnan, 2004; Jovell et al, 2007; Larson and
Heymann, 2010; Ozawa and Stack, 2013; Platt and Kardia, 2015; van der Schee et al,
2007). In this research, a number of terms are used interchangeably to describe trust other
than at the inter-personal level, see Chapter 1. The term most widely used in the mass
media and scholarly writing as it is in this research is ‘public trust’. In the mass media,
the term public trust is widely used in relation to many different societal issues. In
addition to the health care system, these include lately discussion of the financial crisis,
scandals around governments’ security service surveillance or leaks of private
information from governments and private companies. At present, it appears that the term
public trust primarily appears in association with negative headlines. It generally hints at
the need for the public openly to discuss public trust because it is perceived to be
threatened. However, such use of the term ‘public trust’ assumes a common

understanding of the term which is evidently not the case.

Social theory on trust

To ground any refinement in understanding of what public trust means in the context of
the health care system, it is necessary to look at social theory on trust. One obvious
starting point is Niklas Luhmann’s definition of trust as a property inherent in
relationships that reduces the complexity associated with future uncertainty (Luhmann,
2009, p. 18). Niklas Luhmann has been influential for the understanding of trust through
his essay on trust (Luhmann, 2009), and his book chapter on familiarity, confidence and
trust (Luhmann, 1988, Chapter 6). His work has been extensively discussed by a number
of recent authors (Holmstrém, 2007; Jalava, 2003; Meyer, Ward, Coveney, & Rogers,
2008). Nevertheless, Luhmann does not explicitly articulate the way in which the public
through social interaction contributes to ‘public trust’. This aspect is more central to the
work of scholars such as Barbara Misztal, who discusses trust as a social construct
(Misztal, 1996). Misztal (1996) shows how the understanding of trust has changed as

modern societies have developed as well as the increasing difficulty such societies face
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to attain trust (Misztal, 1996, p.1,9). For Misztal, ‘‘Trust’ is not seen as a regulatory
mechanism but rather as a public good’ (Misztal, 1996, pp.2, 12). As Misztal develops
her definition of trust as essentially a social phenomenon based on communication, she
incorporates Jirgen Habermas’ Theory of Communicative Action. According to
Habermas, communication is built on mutual trust between the communicating actors. In
turn, communication itself coordinates social and political interaction (Misztal, 1996,
p.13). Referring to Putnam and de Tocqueville, trust is described as a public good as well
as being part of social capital. Trust here is sustained by social interaction and by the
actions of an active citizenry. Understanding trust equally as a property of social systems
as well as an emerging attribute of individual interaction overcomes the conceptual
distinction between trust as a personal property and trust as a systemic property (Misztal,
1996, p.14).

As aresult of reviewing the ‘functions of trust’, Misztal proposes a synthetic approach to
understanding trust as a phenomenon consisting of three types of order. First, there is trust
as habitus (producing stable order) translated into practice as habit, reputation and
memory. The stable order of trust is a mechanism to cope with uncertainty, as shown for
instance in daily routines based on ‘stable reputations and tacit memories’ (Misztal, 1996,
p.102). Second, there is trust as passion (producing cohesive order) translated into
practice as family, friends and society. The cohesive order of trust changed under the
impact of modernity from roots of trust in the family to mutual trust in society based on
communication (Misztal, 1996, p. 157, 206). Third, there is trust as policy (producing
collaborative order) translated into practice as solidarity, toleration and democratic
legitimacy (Misztal, 1996, p.101). Central to Misztal’s discussion of collaborative order
is the concept of civil society as the basis for democratic legitimacy in the modern world
(Misztal, 1996, p.212). Since the separation of the ‘public’ and ‘private’ spheres has
become extreme in Western societies due to fragmentation of society and
individualisation of modern social structure, institutional designs of modern democracies
must be based on solidarity and trust to counteract the ongoing separation between the
individual and society (Misztal, 1996, p.217). She proposes a strategy to support
solidarity by a policy of trust designed to satisfy economic interests, embed the cultural
view of the relationship between self and state, and facilitate freedoms of association,
speech and religion. This strategy should provide reason and trigger people to get

involved with each other in the public sphere (Misztal, 1996, p. 219).
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Discussing public trust with respect to active citizenship, democracy and solidarity, and
stressing its importance for social life in the public sphere are also themes taken up by
other theorists of trust such as O’Neill (2002), Fukuyama (1995), Sztompka (1999),
Seligman (1997) and Papakostas (2012). O’Neill discusses critically the process of
democratic legitimisation in bioethics which can, if well facilitated, increase public trust
(O’Neill, 2002b, pp. 169—174). Here two ways to increase public trust are discussed both
concerned with engaging active citizens in deliberation: small-scale citizen’s juries; and
large scale citizen’s fora and consensus conferences. Similarly, Fukuyama (1995) sees
trustas ‘the expectation that arises within a community of regular, honest and cooperative
behaviour, based on commonly shared norms, on the part of other members of the
communizy’ (Fukuyama, 1995, p. 26). With this community-focused understanding of
trust, he identifies social capital as arising from the prevalence of trust, which requires
that individuals in society have norms in common so that they can build public trust. In
line with Fukuyama, Sztompka also describes trust as an inherently social phenomenon,
and as an important dimension of civic culture and society. He further identifies a strong
correlation between quality of life and the presence of generalized trust in a society
(Sztompka, 1999, pp. 14-17). Following a line of argument similar to Fukuyama’s,
Seligman identifies as the two main elements of associational life (which is the basis of
social solidarity) confidence in the political system and a shared identity (Seligman, 1997,
p. 78). As a last example of this school of thought, Papakostas sees trust as an essential
element for the development of the public sphere (Papakostas, 2012). While referring to
the scholars above, Papakostas concludes that individual trust, social capital and social
networks are central to the production of trust within societies. These scholars all
understand ‘public trust’ to be a distinct social phenomenon that co-exists with individual
trust. For them, in general, public trust is based on shared norms and identity, and
developed by communication and the activities of an active citizenry or public,
contributing, in turn, to the development of social capital.

Existing model of public trust in health care systems

When reviewing both the theoretical and the empirical literature on public trust in a range
of areas, including health care system and policy research, it becomes evident that, unlike
the theorists summarised above, there is little clear definition of public trust. One of the

rare exceptions is the analysis by Van der Schee et al (2007) who present a model of
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‘public trust in health care’ in the context of a cross-country comparison of public trust
in the health care systems of Germany, the Netherlands, England and Wales, see Figure
5.1.

Social context

Health care system: Public Trust
r—1 1. Institutional guarantees
I, Good quality care

M
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Media images
Metwork knowledge
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Y h 4

Interpersonal Trust

Contact with representatives
af the health care system

Figure 5.1: Model of ‘public trust in health care’

(Source: van der Schee et al, 2007, p. 57).

In their model, public trust in the health care system is seen as shaped by: a) the
interpersonal trust between the patient and health care professionals (the underlying level
of trust that prevails at this micro level); b) the mass media’s image of the health care
system and its knowledge network, where activities such as the reporting of crises and
scandals may have a strong influence on ‘public trust’; and, c) ‘institutional guarantees
and the actual availability of good quality care. (Van der Schee et al, 2007, p.57). Van
der Schee et al (2007) argue that all of these factors, as well as the relationship between
the actors in the health care system, need to be set in their social context (van der Schee
et al, 2007, p. 57). This implies that the construct is likely to change its precise shape in
different social and cultural settings. Five years earlier, public trust in the health care
system had been defined slightly differently by one of the same authors as: ‘... a
generalized attitude based on personal experience in trust situations, on direct
communication  of other people’s experience and on mass media
communication.* (Straten et al., 2002, p. 223). It is argued by another of the same group
of authors that one of the common features of definitions of public trust in the health care
system is that: ‘all embody the notion of expectations: expectations by the public that

healthcare providers will demonstrate knowledge, skill and competence; further
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expectations too that they will behave as true agents (that is, in the patient’s best interest)
and with beneficence, fairness and integrity. It is these collective expectations that form
the basis of trust’ (Calnan and Sanford, 2004, p. 32).

Van der Schee et al’s (2007) model of ‘public trust in health care’ provides a good starting
point for public trust research from a health care system perspective, but has some
limitations. It builds entirely on the triangular relationship between the individual, health
care system representatives (i.e. all types of staff) and media coverage that generates
interpersonal trust and then public trust. This model starts at the individual level and
develops a notion of public trust from this level upwards, shaped by the nature of the
health care system’s interaction with the individual, and the broader media image and
representation of the health care system. The model omits other social sectors and
industries, which have recognizable impacts on the health care system, such as the
national and multi-national private sector (e.g. pharmaceutical companies, consulting
companies, insurance companies or IT companies), health care advocates (e.g. non-
governmental organisations), or religious organisations. The strong influence of
pharmaceutical companies on the health care system and the public has been increasingly
critically discussed in recent years (Abraham, 2010). The so called socio-technical
‘pharmaceuticalization’ Of society provides opportunities for pharma industries to shape
both their market and health care systems (Williams et al, 2011). With the increasing
technological development of society, as well as of the health care system, the health care
system itself has been opened up to new phenomena such as the Internet, e-health, data
sharing, foreign health care industries and, simultaneously, its complexity has increased.

Furthermore, the model omits, to a large extent, the influencing dynamics of the public
itself on public trust. The public, as discussed below, is the main driver of public trust, as
individuals, forming the public, discuss and exchange their experiences and perceptions
of trust in the health care system, and their perceptions of what forms public trust. Further,
changing levels of public trust in the health care system may change patients’ behaviour,
for example by influencing their health care choices rather than causality always running
in the opposite direction from the individual to the public. Thus Van der Schee et al’s,
2007, model can be expanded and developed to take into account the greater complexity
and openness of the health care system, and the increase in publicity given to the nature

and level of public trust.
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The model thus seems to be too much focused on the relationship between the health care
system and the individual, which is a limitation when the focus is a phenomenon that
exists at the level of the public. For example, Arendt’s (1958) definition of that which is
‘public’ points to something other than what is described in van der Schee et al’s (2007)
model. Whatever is ‘public’ appears in public and can be seen and heard, in principle, by
everybody, has the widest possible publicity, is common to all and is distinguished from
the private (i.e. personal) realm (Arendt, 1958, pp. 50-58). What is ‘public’ becomes
manifest, for example, in public goods, of which public trust can be understood to be one
(Misztal, 1996,pp. 12-32; Seligman, 1997, pp. 97-99). This would not apply to
individuals’ interactions with the health care system since these are largely private
encounters, despite the fact that public trust also develops indirectly and partly from these

interactions, as argued below.

Both Habermas’ and Arendt’s work on the public and the public sphere have significantly
influenced today’s understanding of the term ‘public’ and need to be brought into any
definition of ‘public trust’ (Calhoun, 1992; Crossley and Roberts, 2004; Seligman, 1997;
White, 1990). The ideal process of discourse in the public sphere was described by
Habermas in his account of the so called ‘ideal speech situation’ which he defined as
based on foundations of communicative ethics (White, 1990, Chapter 3). Two
propositions are crucial in Habermas’ view of communicative ethics: first, that ‘normative
validity claims have cognitive sense’ and therefore can be considered as true claims;
second, that the validation process requires dialogue and cannot be conducted as an
abstract monologue (White, 1990, p. 48). According to Habermas, it is essential for the
development of a consensus that the rules for the ‘ideal speech situation’ are adhered to,
as follows:
1. Each subject who is capable of speech and action is allowed to participate in
discourse.
2. a) Each is allowed to call into question any proposal.
b) Each is allowed to introduce any proposal into the discourse.
c) Each is allowed to express his attitudes, wishes, and needs.
3. No speaker ought to be hindered by compulsion — whether arising inside the
discourse or outside it —from making use of the rights secured under 1 and 2.
(White, 1990, p. 56)
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Further, the arguments brought forward in the discourse need to fulfil four criteria of
validity, namely, that they are comprehensible, true, authentic and morally right, as well
as appropriate (Cukier et al, 2004; Denzin and Lincoln, 2005; Habermas, 1995). If the
rules of the ‘ideal speech situation’ as well as the validity claims are met, the discourse
has the best chance to lead to a consensus. In turn, this discourse has the potential to
legitimise public trust. Habermas’ work has been successfully applied to the context of
the health care system and is proven to be valuable for discussions on the role of the
‘public’ in health care systems (Chaudhary et al, 2013; Scambler, 1998; Stevenson and
Scambler, 2005). All these strands of thinking have contributed to the model set out
below.

Building on van der Schee et al’s, (2007) model and understanding of public trust in
health care systems, influenced by Arendt’s and Habermas’ work on the nature of the
public sphere, as well as Habermas’ work on discourse, and Luhmann’s and others’ work
on trust discussed earlier, and taking a Western view of health care systems (e.g. inspired
by reflecting on the British NHS and German health care system), the following presents
a more elaborated model for discussion and eventual empirical testing (Arendt, 1958;
Habermas, 1990, 1991, 2014; Jakowatz and Habermas 2008; Luhmann, 2009).

A revised model of public trust in the health care system

The proposed model of public trust (Figure 5.2) attempts to describe public trust in health
care systems by giving due recognition to its origins in the public sphere. While the model
has yet to be used to guide empirical work, there are a number of pieces of research that
shed light on different segments of the proposed model. These include research on trust
relationships between patient and doctor, trust in health care programmes such as
vaccination, trust in health information systems such as biobanks, trust in government
institutions and trust in the mass media including the communication of health-related
news (Ahern & Hendryx, 2003; Coleman et al , 2009; Feudtner, 2004; Goold et al 2006;
Hall et al, 2001; Kelly et al, 2005; Ozawa and Stack, 2013; Picard and Yeo, 2011; Tutton
et al, 2004; van der Schee et al, 2012). In Figure 5.2, public trust in the health care system
is understood to be trust developed in the public sphere as a consequence of discourse in
public about people’s experiences and perceptions of the health care system, as well as a

broader discourse shaping trust, grounded in the common health values and health norms
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of asociety. In turn, the public sphere is defined as situated between the individual sphere,

the health care system, the state, and other market and non-market institutions.
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Figure 5.2: Revised model of public trust in the health care system

Communication, indicated by the solid and broken arrows in Figure 5.2, in all forms is
essential for the functioning of society and the development of trust, and hereby for
reducing uncertainty and thence complexity. Communication in the public sphere can be
understood as either active dialogue, face-to-face and in web-based fora, or more passive
one-way communication, as in the consumption of information and periodic public
participation via opinion polls or elections. The media play the biggest role in channelling,
filtering and directing information within and outside the public sphere. As a result, the
media have a big influence on public trust in all the institutions of society, including
shaping public trust in the health care system. To take an obvious example, the media can
be influential in shaping public trust in vaccine programmes by amplifying concerns
about vaccine damage and polarizing the ensuing debates (Larson et al, 2011; Larson and
Heymann, 2010). In the US, during the late 1990s, organized parent groups spread
misinformation about scientifically unproven links between autism and Thiomersal, a

compound containing ethylmercury used in infant vaccine, leading to wide public
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‘mistrust’ in infant vaccines. In turn, this affected trust in the wider health care system,
which, subsequently, led to further falls in childhood vaccine coverage. (Larson et al,
2011, pp. 527-530).

However, depending on the information-consuming behaviour of the individual, the mass
media are only one of many routes, in addition to social media, blogs, tweets, newsletters,
informal networks, etc. by which the individual receives information in relation to public
trust and information that influences his/her individual trust and his/her understanding of
public trust. The media and communication are interpreted in Figure 5.2 as a mediator, a
connector and an observer to enable and keep discourse in the public sphere alive.
Nevertheless, it needs to be recognized that the role of the media in information
dissemination can be controversial. For example, Habermas discussed media power in
the public sphere and concluded that, if used for opinion manipulation, the public sphere
develops into an arena of power where topic selection and the coverage of topics are
fought over (Calhoun 1992: 437). While Habermas’ model of the public sphere may
seem rather abstract and idealised, an adapted understanding of the public sphere does
still exist today (Calhoun, 1992; Crossley and Roberts, 2004). It is in the nature of the
public sphere that it changes as society and the environment develop rather than
disappearing. The clubs, coffeehouses or salons of the 18" century contributed to the
classic understanding of how the public sphere manifests itself, as described by
Habermas, (Habermas, 1990, pp. 90-107). Perhaps the epitome of this concept of the
public sphere is Speakers’ Corner in Hyde Park, London, where members of the public
come together specifically to discuss openly with one another in public. Nowadays, this
is exceptional in that the public sphere is far more likely to be represented by an online
discussion forum facilitated by communication networks that do not require the
participants in public dialogue to be physically present in the same place (Bohman, 2004).
Thus the way that members of society engage in public debate to form the public sphere
has changed, as well as the ability and skillset required to conduct discourse. This does
not mean that the public sphere has disappeared. It is more that the public sphere has
become more dynamic and less physically bounded. The topic-related public sphere
seems to develop on demand, customised to the needs of participants and the
characteristics of the issue triggering the discussion before vanishing again into a more
general public sphere of communication when its raison d’étre disappears.

The constant features that drive different constructs of the public sphere are the

underlying communication networks and technologies, as well as the desire of members
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of society to discuss issues of mutual importance likely to have a large impact on
themselves and society itself. For example, the discussion around the English NHS’s
care.data initiative, mentioned above, was facilitated in the public sphere and was
conducted in different, but connected, communication fora simultaneously. These fora
were the press, press readers’ comments, television, radio, Twitter, public newsletters,
the Internet, Facebook and other platforms. The composition of the public sphere in this
case was constantly adapting to the discussion of the topic and the needs/wants of the
participants. Important to the contemporary understanding of the public sphere is its
perceived democratic character; i.e. that it is and should be open and accessible to all, and
allow free speech, as outlined in Habermas’ definition of the ideal speech situation and
communicative ethics, above. The current ideal appears to be the notion that everyone
should have the same chance to be able to participate in some form of discourse in the

public sphere.

Turning back to Figure 5.2, from an individual perspective, the model of public trust starts
with ‘Individual trust in parts of the health care system’ where trusting relationships are
understood to be a ‘complex ‘web of interactions’’ bridging the individual and
institutional levels (Meyer et al, 2008, p. 182). This initial focus on individual trust is
important, as individuals form the public, and therefore individuals’ trust experiences and
perceptions, in turn, fuel but by no means entirely define, public trust. Individual trust
and public trust are linked via individuals’ perceptions and experiences of each other as
well as their participation in the ‘public sphere’. ‘Individual trust’ in the health care
system develops particularly when individuals engage with branches of the health care
system, such as their general practitioner or the local hospital, and can be built or
undermined in the largely private environment of the clinical encounter in the health care
system from personal experience. However, an individual does not necessarily need to
have had any personal experience of the health care system to reach a judgement about
her/his trust in the system. This is because individuals, whether experienced or not,
engage with others in discussion of experiences (their own or those they are aware of, for
instance, among family and friends as well as cases of strangers or celebrities reported in
the media) and of wider perceptions of the health care system, where this exchange has
an influence on their perceived trust in the system as a whole. These trust experiences are
further raised in other discussions in the public sphere through active or passive
participation in public debates concerning the health care system. From an individual’s

point of view, two forms of participation in the public sphere are possible, either as an
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active participant in different physical fora (e.g. as an elected member of a city council)
and online fora (e.g. Twitter), thereby directly influencing the discussion, or as a passive
participant through opinion polls or by voting in elections, while also reading and
consuming the opinions of others. The example of the social media discussion of care.data
once more supports the argument for the existence of public discourse that is distinct

from personal experience (Hays and Daker-White, 2015).

As the number and range of participants in this discourse widens and becomes public, the
concept of the public sphere which exists between the ‘individual sphere’, the health care
system, the state (authorities, politics) and other societal and economic institutions (e.g.
non-governmental organisations, religious bodies, business, etc.) becomes central to the
model (Chaudhary et al, 2013; Habermas, 1990). Within the public sphere, actors with
different roles in society (e.g. individuals, health care organisations, third sector groups,
politicians, business people, advocates or lobbyists, opinion leaders, etc.) come together
to reflect upon their experience and perception of the health care system, from which
emerges an understanding of public trust in the health care system. Fotaki describes this
trust building consensus discourse at the smaller scale of health care teams or individual
provider organisations. Here trust in relation to the values of a team or organisation can
be built by consensus (Fotaki, 2014). Similarly, O’Neill describes the process of
democratic legitimisation in the field of bioethics operating through deliberations that
take place in citizens’ fora and consensus conferences, as outlined above (O’Neill, 2002,
pp. 169-174). Fotaki’s observation hints at the possibility that the individual’s perception
of trust can be influenced, in particular, by explicit consensus building processes as well
as their own perceptions of what individuals consume from the internet, social media, the
press, etc.. This observation is important as it links consensus building processes with the
development of trust which indicates the possibility of the same processes occurring on a
greater scale in the public sphere. Therefore, in Figure 5.2, public trust is defined as the
form of trust that is generated in the public sphere. In other words, public trust is distinct
from individual trust as it is generated not from the individual’s perception of, and
experience within, the health care system but rather is generated within the public sphere
itself through public discourse about the individual’s own and other people’s experiences
and perceptions of the health care system, including evidence from research and analysis.
This discourse, in so far as it builds a consensus about the health care system, also
signifies that public trust can be understood as a public good and is legitimised by the

public itself.
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Public trust is also built through the politics associated with health care system
governance and political debate influencing the functioning of the health care system.
Further, from the state’s perspective, public trust in the health care system is influenced
by the state’s active communication with the public, and by its selection of policies and
how they are presented and justified. Last, as the health care system is an open system,
other societal and economic institutions, such as third sector organisations, or the business
community, have a substantial impact. Their influence on the shaping of public trust in
the public sphere needs to be considered. Examples of influence could be industrial lobby

groups and third sector organisations’ advocacy activities.

The two ‘outputs’ of the model in Figure 5.2, namely, public trust emerging from the
public sphere, and individual trust emerging from the interactions between the individual
and his/her health care providers, both include feedback loops (indicated by the dotted
lines). Public trust in the health care system feeds back into all public sphere-associated
sectors, and influences the actions and behaviour of affected and participating parties.
Individual trust predominantly affects the individual’s behaviour, influencing the nature
of the future relationship between the individual and his/her health care providers.
However, as the individual is potentially an actor in the public sphere, individual trust is
not completely separated from public trust. Both forms of trust are linked by individuals’
perception of both and therefore are influenced by these perceptions. Nevertheless, the
information concerning topical issues shaping public trust and information on public trust,
are communicated from the public sphere to individuals. This implies, that individuals
depend on an authentic and objective information chain as well as personal experience

for their level of public trust.

The distinctiveness of the nature of public trust in the health care system compared with
public trust in other sectors of society such as the civil service, the benefits system, or the
economy lies in the particularities of the underlying norms and values of society with
respect to health and health care. These norms and values shape and guide the arguments
about health care and the health care system that take place in the public sphere. They
also determine which arguments put forward in the debate about whether the health care
system can be trusted are regarded as valid by discourse participants. However, this also
implies that the model structure is likely to be generalizable to other health care systems

as well as other political systems.
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The proposed model in Figure 5.2 adds to previous models of public trust in the health
care system in that it recognizes the public sphere as the cradle of public trust in the health
care system while showing how individual trust indirectly influences but does not simply
determine the development of public trust. It recognizes that public trust in the health care
system is not simply the average of individual trust as if it could be assessed simply by
aggregating individual views about the health care system in a large opinion poll. The
model allows that public trust is a construct originating from the public sphere, which is,
in turn, influenced from all sides of society, by the individual, by the health care system,
by the state, by the media and by other actors (e.g. religious bodies, business and the third
sector). Previous approaches to estimating the level of public trust in the health care
system have typically used opinion polls and large-scale surveys to quantify levels of
trust. However, this does not necessarily identify public trust. Rather it describes the
average level of reported trust of survey participants. Even though it might be that the
public debate around public trust has indeed influenced someone’s individual trust, it is
not clear when examining the results of such surveys, how far the debate has shaped the
trust expressed in the survey as against the person’s perceptions irrespective of that
debate. Public trust is more than the aggregation of private experiences and perceptions
of trust in health care. Public trust is a consequence of the on-going public discourse on
issues influencing the level of public trust. Simply expressed, public trust has two main
ingredients: individual members of the public’s personal, family and friends‘ experience
of the health care system; and the discourse, debate and commentary on the health care
system that exists distinct from any one individual’s experiences. Furthermore, the model
allows understanding of the health care system as an open system where not only do
individual experiences of trust contribute to the development of public trust, but also the
state’s and other actors’ experiences and perceptions and their practices of

communication.
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Conclusion

To understand and research public trust in the health care system, a more holistic model
of public trust is needed, that goes beyond a narrow focus on trust solely in terms of
individuals’ experiences of the health care system. In this model, the origin of public trust
is understood to be in the public sphere, which is situated between the individual, the
health care system, the state and other societal institutions. Public trust in the health care
system is influenced not only by the health care system itself, individuals’ experiences of
it and its media image but also by discourse in the public sphere about individuals’

experiences and the system as a whole.

Empirical work is needed to further develop the model advanced in this chapter,
especially since the theories and perspectives informing the development of the model
come from far outside the health care system. For example, research needs to be
conducted to describe the dynamics within the public sphere with respect to health care
systems. Further, public trust building (and reducing) discourse relating to the health care
system needs to be identified and analysed, including examples discussed earlier such as
citizen’s juries, consensus development processes, or public consultations. Additionally,
it will be necessary to research the boundaries of the model in greater detail to understand
how public trust in the health care system is influenced by public trust in other political
system. To understand the interaction would enhance the generalisability of the model
itself. Also, solutions need to be developed, if possible, to begin to measure public trust
in the health care system. To enable mutual understanding and transferability of research
results, the goal of such work would be to provide the research community as well as
patients, professionals and the public, with a theoretically robust and empirically
grounded construct (see following chapters) as well as a way of rigorously measuring the
level of public trust in the health care system.
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Chapter 6: Qualitative analysis of three UK case studies to develop
themes conceptualising public trust in the health care system: care.data,
biobanking and the 100.000 Genomes Project

Key findings

e The issue of public trust is widely discussed by those involved in the three case
studies

e An considerable overlap of themes conceptualising public trust between the case
studies exists

e A wide range of actors inside and outside the health care system influence public

trust in the health care system

Overview

Qualitative data from each case study was analysed to generate a set of themes
conceptualising public trust, framing public trust and describing the effects of public trust.
Further, a large group of actors within and outside the health care system was identified
to be influential in terms of public trust. These themes are used as the basis for the

conceptual framework describing of public trust in the health care system in Chapter 7.

| Introduction, Chapter 1 |

| Overview of methods, Chapter 2 |

Comparative analysis of Theory of public trust in
existing public trust the health care system,
measures, Chapter 3 Chapter 5

Themes developing
Discussion of trust from the three case

theory, Chapter 4 studies of this research,
Chapter 6

Conceptual framework,
Chapter 7

Discussion, Chapter 8
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Introduction
This chapter meets the following objectives:
e Objective 3.1: To study and conceptualise public trust in care.data on the basis of
discussion and commentary in various public fora.
e Objective 3.2: To study and conceptualise the nature of trust existing between
participants and Biobank research.
e Objective 3.3: To study and conceptualise trust existing between the public and
the 100.000 Genomes Project.

The purpose of this chapter is to present new qualitative data on public trust in the health

care system. This chapter is divided in two parts:

The first part focuses on the results of the three case studies only. By conducting an
inductive thematic analysis of the three case studies individually, themes can be
developed which conceptualise public trust. The following will provide a rationale for the
case studies, provide an overview of methods and present the results of each case study.
As the themes developing from the three case studies separately are not the main results
of this research, they will be presented in table format only. Verbatim quotes to support

the themes are provided in Appendix 1.

The second part, at the end of this chapter, synthesises and integrates the results of the
three case studies and discusses the meaning of each theme contributing to the final set
of themes. The methods leading to the final set of themes conceptualising public trust are
explained. This sets the stage for the following chapter where the full conceptual

framework of public trust in health care systems will be presented.

Part 1: Rationale for the choice of case studies

The choice of case studies was informed by my Master’s Thesis, Gille (2013), and

motivated by the following considerations:

1. The patient-doctor relationship is often characterised by a relatively big power

and knowledge difference between the expert and the layperson. Despite recent
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attempts to increase patients’ ability to choose and increase their health literacy,
as well as establishing mechanisms such as ‘co-production’, there is still a certain
degree of dependency inherent in this relationship (Boye, 2012; Fledderus et al.,
2014; Hyde & Davies, 2004; Wilde, 2013). This is particularly so in situations of
emergency care and emergency room settings (Kelly et al., 2005; Naghavi,
Shabestari, Roudsari, & Harrison, 2012). As an established body of research
describing the trust relationship between patients and doctors exists, this research
should focus on situations where there is to a lesser degree such a dependency and
where the public interacts with the health care system on more equal terms in the
public sphere (Calnan, 2004; Dugan et al., 2005; Hall, Forman, Montgomery,
Rainey, & Daly, 2015; Hall et al., 2001; Harrison, Innes, & van Zwanenberg,
2003; Illingworth, 2002; Jucks & Bromme, 2007; Mechanic & Meyer, 2000; Ipsos
MORI, 2008; Pagan, Balasubramanian, & Pauly, 2007; Rolfe et al., 2014).

. As public trust in the health care system relates to the entire health care system,
the case studies should take place across the entire country and have wide public

relevance.

Some trust theory emphasises the importance of choice for trust (Calnan, 2002;
Luhmann, 2009). The argument is that you would need a critical alternative to
public trust; otherwise you would be left only with hope (see Chapter 4 for more
detail). Hence, the case studies should offer a choice to take part in a health care

programme or not.

. Asking interviewees directly about the nature and level of their trust might
undermine their trust. The underlying bias might develop from the participants’
impression that if a researcher asks, for example, about trust in a biobank, there
might be something wrong with the biobank. And so, the data of the case studies
should not have been collected/developed primarily with the purpose of
investigating people’s perceptions and expectations towards trust. This is
considered to be a strength of this research, as trust is a very fragile concept, and

with this approach the themes conceptualising public trust develop more naturally.
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5. Considering the suspected generalisability of the data that develops from the case
studies, the case studies should cover a topic of public interest as well as be
relevant to the functioning of the entire health care system. Case studies, which
focus on a specific setting or would only encapsulate a specific form of the
healthcare system are not useful for the development of a public trust framework.
Further, the content of the case studies needs to show parallels to other areas of
public life that are outside of the health care system. This is important to
understand if public trust in other political/social systems affects public trust in

the health care system.

Considering these reflections, this research examined three different cases of trusting
relationships relating to the NHS in England. All three case studies deal with the exchange
of personal information, such as medical records, DNA, blood or tissue. Exchange of
personal information is a health care system activity that is likely to depend particularly
strongly on trust. The three case studies focus on parts of the health care system where
sharing of this information is essential for the functioning of the particular branch and the
wider health care system. Here, public trust is linked to collection, storage, access and
use of personal information nationally. Furthermore, all three case studies apply
nationally and potentially have an effect on the entire society. In recent years, it appears
from the media discussions in the UK and abroad that the protection, ethical use and safe
use of personal information is of increased concern not only for the health care system
but also for society in general. Therefore, the first case study focuses on the public debate
about the implementation of the care.data programme, the second case study is concerned
with the experiences and perceptions of biobanking participants in different biobanks
across the UK, and the third case study focuses on public perceptions of the 100,000
Genomes Project. To choose three case studies was a decision motivated by the attempt
to balance feasibility against the aims of the research. More case studies would not have

been feasible given the resources available as well as the timeframe available.
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Overview of the three case studies

Case Study I: care.data — Online news readership comments on care.data.

According to NHS England’s web site: http://www.england.nhs.uk/ourwork/tsd/care-
data/ (accessed 17" May, 2014), the aim of the care.data programme was to link patient-
related information collected by different health care providers to deliver a more complete
picture of patient care; for example to link NHS hospital data (Hospital Episode Statistics)
with NHS primary care data from general practices. This was intended to clarify the paths
patients take through the NHS, and allow analyses of the overall quality and costs of care
provided. The information was intended to be used by the NHS, researchers and other
approved organisations. Due to concerns expressed in the media by the public as well as
scientific bodies, the programme was first postponed and finally cancelled on 6™ July
2016 (Department of Health & Freeman, 2016).

The aim of this case study is to conceptualise public trust within the public sphere in
England; i.e. to conceptualise trust through an analysis of data from public debate in 58
newspaper articles and 1625 direct commentaries on these articles from readers. Smith
and colleagues (2017) recently reported the general value of online fora for qualitative
health services research in the context of mental health (Smith, Bartlett, Buck, &

Honeyman, 2017). This provides support for this approach taken for this case study.

Alternative public spheres could have been television, radio, magazines, social networks,
Twitter, blogs and web-pages (Bohman, 2004; Bowman, 2017). An example of a study
focusing on the Twitter discourse around care.data is: The care.data consensus? A
qualitative analysis of opinions expressed on Twitter by Hays and Daker-White (2015).
However, these were not considered as practical for this research given the available

resources.

Case Study Il: Biobanking in the UK- Interviews on experiences and perceptions of
biobank participants conducted by the Health Experiences Research Group,
University of Oxford

Several biobanks across the UK exist today, usually associated with universities, research
institutions and the NHS. The best-known biobank is the UK Biobank established by the
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Wellcome Trust, Department of Health, Medical Research Council and Scottish
Government. Biobanks usually collect blood, urine, saliva and/or tissue samples for
present and future research. The samples are stored in repositories. Alongside the physical
samples, detailed information about the participant is collected. Participants are usually
recruited via media campaigns or approached by medical staff during a hospital or doctor
visit (UK Biobank, 2014).

Twenty one in-depth interviews (semi-structured, largely inductive and purposively
sampled) were conducted across the UK in participants’ homes in 2011 (Locock &
Boylan, 2015). The participants were involved in different biobanks in the UK. The
Oxford Biomedical Research Centre and the National Institute for Health Research
supported the work (Coyne, 1997; Healthtalkonline, 2014; Tesch, 1990; Ziebland &
McPherson, 2006). A secondary analysis of the 21 interviews was undertaken to

conceptualise trust in biobanks.

Case Study I11: 100,000 Genomes Project — Focus group interviews on public
perceptions of the 100,000 Genomes Project conducted by the Policy Innovation
Research Unit, London School of Hygiene & Tropical Medicine in collaboration

with the Health Experiences Research Group, University of Oxford

Genomics England was incorporated on 171" April 2013 as a not-for-profit company
owned by the Department of Health (Genomics England, 2017). The declared aims are:
e ‘to bring benefit to patients
e to create an ethical and transparent programme based on consent
e to enable new scientific discovery and medical insights
e to kickstart the development of a UK genomics industry’ (Genomics England,
2016).
Its ambitious goal is to collect by 2017, 100,000 Genome samples within England which
can be used for high-tech DNA mapping to identify cancers, rare non-communicable

diseases and rare infectious diseases.

The research for this case study was embedded in a collaborative research project between
PIRU and HERG: Understanding experiences of recruiting for and participating in the

100,000 Genomes Project. The purpose of this research project is to develop an

101



understanding of why patients and/or staff agree or refuse to take part in this research, as
well as how people experience their journey through the research process. Last, the
project asks members of the public and participants about their how they perceive issues
related to data sharing, governance and confidentiality. (Mays, Rees, Locock, Ryan, &
Carrasqueiro, 2014). For this case study, an analysis of two public focus group interviews

was undertaken to conceptualise public trust in the 100.000 Genomes Project.

Methods

Figure 6.1 shows a schematic overview of the methods used leading to the results
presented below. As Figure 6.1 shows, the methods for the three case studies were the
same from when the data were downloaded (see, shaded box in Figure 6.1) into the
qualitative data analysis software programme, NVivo 10/11. Therefore, the methods are
presented in detail for the first case study (care.data) and the methods’ descriptions for
the remaining case studies only highlight how they differ from the care.data case study.
Due to the nature of the case studies and their type of data, the three case studies vary in
the data collection methods. For example, the care.data case study data were collected
from the Internet, whereas the biobanking and 100,000 Genomes Project case studies
were based on different types of interviews. The case studies and their results are

presented in the order they were undertaken.
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Case Study

Sources

Data Data collection

Indhictive open coding Text search Sofiware

fterative process

Results

Care.data

Biobank

100,000 Genomes Project

BBC Online ; Daily Mail
Online ; Guardian;
Independent Online;
Telegraph Online

Health Experiences
Research Group,
University of Oxford.

Public sample

Searching for online article
containing: care.data or
caredata. Timespan:
January 2013-December
2015

Secondary analysis of
interviews conducted in
2011by L. Locock

Secondary analysis of
focus groups conducted in
spring 2016.

58 articles
with 1625
readership
comments

21 face-to-face
interviews

2 focus group
interviews

NVivo 10/11

trust,
confidence,
faith, hope,
believe, belief,
love

Identifying
trust themes
associated
with search
terms. (Plus
trust-
reference-
objects)

Developing
trust themes

NVivo 10/11

trust,
confidence,
faith, hope,
believe, belief,
love

Identifying
trust themes
associated
with search
terms. (Plus
trust-
reference-
objects)

Developing
trust themes

NVivo 10/11

trust,
confidence,
faith, hope,
believe, belief,
love

Identifying
trust themes
associated
with search
terms. (Plus
trust-
reference-
objects)

Developing
trust themes

32 themes, 97
trust reference
objects

31 themes, 24
trust reference
objects

22 themes, 31
trust reference
objects

Figure 6.1: Overview of methods used to conceptualise public trust in the case studies
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Case study: care.data

care.data methods

Data collection specific to the care.data case study:

National newspapers online with readership fora were purposively sampled satisfying the
criterion of free and easy accessibility to make sure that the fora were open to any member
of the public. In practice only national newspapers were included which allow free access
to their archives. The National Readership Survey was used as an initial guide to the most
read newspapers in England (National Readership Survey, 2016). Only national news
platforms were considered as care.data was supposed to be rolled out nationally. To
search for relevant newspaper articles, depending on the newspaper web site, internal
search engines or the search engine google.com were used. Google Inc. appeared to be
the most practical search engine and was also suggested by the Guardian’s news reader
service to be the most useful search tool for their own web site (Guardian News & Media
Ltd, 2015). Search terms used were care.data and caredata to obtain the widest possible
variation of articles. Narrower search terms might have hindered the search and e.g. trust
is not a useful search term as too many false results show up since trust can also be a legal
arrangement as, for example, in NHS Trust or Wellcome Trust, etc. The timeframe for
the news articles and comments included was 1% January 2013 to 31 December 2015.
Care.data was introduced to the public in January 2014. The initial search for articles and
related comments was conducted in April 2015 and updated in December 2015. All
articles found on the webpages were first copied into Microsoft Word 2013 and stored on
the London School of Hygiene & Tropical Medicine Servers. Only articles with

readership comments were included in the analysis.

Methods applicable to all case studies:

Data were downloaded into NVivo 10/11 for an inductive thematic analysis following
open coding. According to Elo and Kyngéas (2008) an inductive analysis is suitable when
‘there is not enough former knowledge about the phenomenon or if this knowledge is
fragmented’ (Elo & Kyngas, 2008, p. 109). The inductive analysis followed the overall
structure suggested by Elo and Kyngés (2008): 1% Open coding, 2" using coding sheets,
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3" grouping the codes, 4™ categorising the codes, 5 abstracting from the categories and

6" conceptualising, in this case, public trust.

To narrow the focus for the coding, the imported files were searched for the stemmed
words of: trust, confidence, hope, believe, belief, faith, and love. This range of similar
terms to trust was purposely developed during the theory review and informed by Gille
(2013). Further, this selection was discussed with my advisory committee and
supervisors. When comparing trust theories, it is evident that these terms are largely
discussed in relation to trust or used to describe trust (see Chapter 4). Unfortunately,
theorists do not agree on the conceptual boundaries between each term. Using this wide
range of terms allowed for the detection of a wider range of themes conceptualising public
trust as compared to using the search term trust only. But, trust as a legal agreement or
organisational form (e.g. a financial vehicle or an NHS hospital trust) was dismissed from
the analysis, unless a trust was understood as a trust-reference-object. Trust-reference-
object is a generic term chosen for actors or objects which are considered to influence

trust, such as a doctor or Google Inc. might influence trust.

Guided by the search terms, the words in the surrounding argument were openly coded
in an inductive process for each search term separately. The coding was independently
repeated by a second researcher (PhD student colleague) for random text samples to
compare the emerging codes and to ensure the quality of the coding process. The

comparative coding was reviewed and the codes were adapted accordingly.

The evolving themes were developed in an iterative process with repeated discussion
cycles with my supervisors. The themes evolving from the case study were sorted into
three categories drawing: effect themes; framing themes; and conceptual themes. Naming
of these separate types of themes, draws from the discussion of conceptual requirements
for good measurement in Chapter 3. The allocation of individual themes to one of these
three types of themes was guided initially by the data, the knowledge of wider trust theory,
and discussions with my supervisors and other research degree students. Conceptual
themes describe the characteristics comprising public trust and are essentially causal
indicators (as described in Chapter 3) (Wilson, 2005, Chapter 1). Despite various
understandings in the social sciences of what framing themes are, generally ‘framing
refers to the process by which people develop a particular conceptualisation of an issue

or reorient their thinking of an issue’ (Chong & Druckman, 2007, p. 104; Druckman,
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2001). Effect themes, in this case, describe an effect as a result of the trusting relationship

between the public and the health care system.

To explain in an easily understandable way the meaning of the themes, if, then statements
were formulated and discussed with my supervisors. For example such a sentence could
be: If health system actors enable people to maintain autonomy, then people trust more.
The wording of the themes and the if, then statements was also discussed with other
research degree students. Further, feedback received after presenting preliminary results
at a health services research conference was considered when finalising the if, then
statements. To formulate the if, then statements the raw data where the theme developed

from was revisited e.g. in the case of autonomy:

Both doctors and governments are getting far too much control over our lives. | keep
away from doctors. I lost faith and trust in them a long time ago. (Comment on article by
Martin Beckford, ‘'Big Brother' database will grab children's health records but parents
are being kept in the dark’, Sunday Mail Online, 9 February 2014).

Now, the if, then statement was formulated following the logic of the data. This means in
the case of autonomy, that more autonomy leads to more public trust. As this research is
about public trust and not public distrust, all themes developed were formulated in a
neutral or positive (i.e. more trusting) way (see Chapter 4 on the difference between trust
and distrust). The drawback of formulating the if, then statements with a positive
orientation is that they will not express the lower end of the public trust continuum or no
public trust at all. However, when understanding that the construct of public trust stretches
over a continuum from low to high levels of public trust, it should be possible to reverse
the if, then statements as well. This would reflect a low level of public trust. Last, the if,
then statements should be useful for future public trust measurement instrument
development. In other words, the if, then statements needed to be phrased in such a way

as to serve as the basis for item formulations.

Last, a trust network was identified by coding the trust-reference-objects associated with
the search terms of this analysis. Then, the identified trust-reference-objects were sorted

into different categories. The categories emerged from the data themselves and are
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informed by the new model that describes how public trust develops in the public sphere,
as presented in Chapter 5. Additionally, the initial sorting was discussed at an early stage
with my advisory committee. The data were analysed to assess whether the sorted trust-
reference-objects did indeed represent the trust-reference-objects or if they referred to the
office or position the trust-reference-object was representing. For example, if Barack
Obama (44" US President) was mentioned, a judgement was made as to whether this was
a reference to Barack Obama in person or the office of the US president.

As the readership fora are generally impersonal as participants largely use fictitious
names and no descriptive data are provided besides posting time and pseudonym, no
descriptive data were collected in this case study. However, frequencies of trust and
similar terms to trust were obtained. Further, it needs to be kept in mind that readership
fora are moderated. In practice, moderation means that inappropriate comments are
deleted and usually a ‘friendly reminder’ replaces the comment, reminding the readership
to use appropriate language. The moderation process of BBC Online is described as ‘User
generated content is checked by a team of trained moderators to make the community a
safe and enjoyable place to be, and ensure that they meet the House Rules, the BBC's
Editorial Guidelines and the laws of the United Kingdom. Moderators do not post their
own comments.” (BBC, 2017). Similar formulations are found for the other news
platforms. Given the resources provided, it was not possible to assess how far Internet
bots (software programmes that autonomously generate comments) wrote comments in a
systematic way. To cope with this potential bias, the comments were assessed if they
seem to be written by a human. It appears that this type of bias has not so far been a focus
of attention among researchers conducting online discourse analysis as no publications
where found which could provide methodological guidance on how to distinguish content

written by software programmes from comments from human readers.

care.data case study results

Five British news platforms were selected to access online news articles with readership
comments: BBC Online, Daily Mail Online, the Guardian online, the Independent online
and the Telegraph online (BBC Online, 2016, Daily Mail Online, 2016, the Guardian

online, 2016, the Independent online, 2016, Telegraph online, 2016). The search resulted
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in a total of 96 news articles including 58 news articles with readership comments (BBC
n=2; Daily Mail n=16; Guardian n=14; Independent n=15; Telegraph n=11). 1625 related
readership comments were included in the analysis with the accompanying articles. The
peak number of publications per month was February 2014 (n=38) and the number of
news articles reduced until August 2014. From August 2014 to March 2015, eight news
articles were published. A summary reference list of the news articles can be found in

Appendix 1.

Table 6.1 on the next page shows the frequency of trust and similar terms in the readership

comments.

Table 6.1: Frequency of trust and synonyms in the care.data case study

Search term Frequency
Trust 362
Believe 165

Hope 73
Confidence 53

Love 37

Faith 25

Belief 8

Identifying a trust network, Table 6.2 shows the trust-reference-objects associated and
referred to by the readership as being influential for trust in care.data. The 97 trust-
reference-objects were sorted into nine categories representing different realms in society:
personal, public, personal encounter with the health system, health system, national
government, state, national actors which are not related to the government or state
structures, international actors from outside of the UK, and other. Trust-reference-objects
in the other category were contextually different or not sortable to one of the categories
based on the missing specificity of the text passage they developed from. Table 6.2 shows

the nine categories.
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Table 6.2: Trust reference objects in the care.data case study

Personal Public Personal Health system National State National International Other
encounter health government
system
Family Campaigners Doctor Academics Advocates Authority Bank ATOS Expert
Friends Class General practitioner Audit Staff Data Council Boots European History
commissioner's Union
office
People we Dr Paul Hodgkin Health care Dr Geriant Lewis David Camron Data British Foreign security Internet
love providers protection Act Television agency
Smart card