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Thesis abstract 
 
 

Governments worldwide utilise an evaluation methodology named Health Technology 

Assessment (HTA) to decide which medical treatments they will fund. HTA evaluates 

the safety and (cost-) effectiveness, and broader implications of introducing new 

interventions into a given healthcare system. Involving the public in HTA is considered 

an appropriate way to collect information on the social and ethical implications of new 

medical interventions.  

 

This thesis examines why and how the public should be involved in HTA processes 

and healthcare funding policymaking. Its objective is to propose directions on how to 

improve public involvement in HTA based on an understanding of stakeholders’ 

perspectives. 

 

The thesis uses a theoretical framework based on two Systems Thinking approaches: 

Complex Adaptive Systems and Soft Systems Methodology. The thesis is composed of 

four studies. First, there is a survey of members of the public to examine public 

involvement in policy decisions. Then, there is a theoretical piece on how to define 

which types of public might take part in HTA. Finally, there is a Canadian case study 

comprising two studies. The first study features interviews with HTA stakeholders to 

understand their views about public involvement processes, and the second study 

features focus groups with members of the public to ascertain their views on being 

involved in HTA.  

 



 

 

xv 
 

The reasons for involving the public in policy are clarified; engagement processes are 

used to increase trust and transparency in decision making as part of governance 

strategies. A taxonomy for defining and differentiating the public from other types of 

stakeholders in HTA is proposed, along with the reasons and goals for engaging with 

each group. Examining HTA as a system shows that the HTA process and its 

outcomes are influenced by stakeholders’ worldviews and values both at a personal and 

group level. Members of the public report being suspicious of the interests driving 

HTA stakeholders and see public input as a counterbalance to those interests. 

Members of the public also suggest the use of a mixed-methods approach to public 

involvement to provide information to HTA processes and meet the public’s 

democratic aspirations to take part in government decisions.  

 

This research shows that the challenges related to increasing and improving public 

involvement in HTA do not pertain exclusively to methodological problems such as a 

lack of standards for the design and evaluation of such processes. The main challenge 

is the differences in worldviews of those involved in HTA and those not directly 

involved. However, if all stakeholders’ worldviews are explicitly considered, conflicts 

can be managed with provisional agreements that enable policy decisions to move 

forward. The inclusion of members of the public adds a set of values that may be 

different from the values of actors already involved in HTA and thus may warrant 

significant changes to current HTA processes.  This body of work indicates that 

establishing formal procedures to foster discussion between stakeholders was seen a 

useful by those directly or indirectly involved in HTA as it allows them to understand a 

range of viewpoints and access potential solutions to challenges in this field.  



 
 

 
 

Chapter 1: Introduction 

 

In this chapter, a story about public reimbursement for a specific drug is used to 

illustrate some of the current concerns related to the need for public involvement in 

Health Technology Assessment (HTA) and healthcare funding decisions. Building on 

this illustrative story, the thesis aim is then presented followed by a summary of the 

thesis structure. 

 

1.1 An illustration of the problem 
 

This thesis investigates the involvement of the public in Health Technology 

Assessment (HTA) and healthcare funding decision making. Government healthcare 

funding decisions in various countries are informed by HTA. HTA has been defined as 

a multidisciplinary process that assesses the safety, effectiveness, costs and broader 

social and ethical dimensions of health interventions through their lifecycle, and in 

comparison to their alternative health interventions. The HTA process employs 

rigorous, systematic and transparent methods in its assessment of evidence. The health 

interventions investigated can be used to prevent, treat, diagnose, monitor, and manage 

the health of the public (1). Public influence in government healthcare policy can be a 

contentious issue, as the public reimbursement of the drug Herceptin in both Canada 

and Australia demonstrates.  

 

In May 2005, researchers at the American Society of Clinical Oncology annual meeting 

discussed some promising results of trastuzumab (brand name: Herceptin) for treating 

the early stages of breast cancer. This discussion moved beyond academic circles with 
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the topic receiving broad media coverage and public discussion. Ultimately, this 

resulted in fast-track approval of Herceptin for public reimbursement by some 

Canadian provinces in July 2005 (2, 3) even before the drug trial results were published 

in The New England Journal of Medicine (4, 5).  

 

In Australia, back in 2001, Herceptin for late stage breast cancer was not 

recommended for subsidy by the Pharmaceutical Benefits Advisory Committee 

(PBAC). PBAC is a government committee that provides advice to the health minister 

based on HTA reports on whether the Australian government should subsidise 

particular medicines through its Pharmaceutical Benefits Scheme (PBS) (6). Cancer 

patient organisations, including the Breast Cancer Network Australia (BCNA), 

campaigned to have the drug publicly subsidised (7). This issue received broad media 

coverage, as was the case in Canada. In Australia, 2001 was also a federal election year, 

which may have added some pressure to government and candidates to be publicly 

seen as concerned with the healthcare system and patients.   

 

The Australian government is bound by the National Health Act 1953 to only 

subsidise medicines through the PBS if they receive positive recommendations from 

the PBAC (6). Because this was not the case with Herceptin for late stage cancer, the 

government was forced to create a special access program - outside the PBS - through 

Medicare Australia to be able to publicly reimburse Herceptin for late stage breast 

cancer (8, 9). Five years later, in 2006, following the subsidy approval of Herceptin for 

early stage breast cancer in Canada, the BCNA organised an ‘Early breast cancer 

Herceptin campaign’ (10). This time, after undergoing an HTA and receiving a positive 
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recommendation from PBAC, Herceptin for early stage breast cancer was added to the 

PBS (8). 

Common across the Australian and Canadian cases was extensive media coverage, 

which incited a public debate that some researchers claim could have affected 

government decisions to publicly subsidise Herceptin despite the evidence being 

immature (11, 12). Mackenzie and colleagues (12) investigated the media attention 

Herceptin received in Australia and argued that:  

 

The Herceptin case suggests that media influence can have an important 
impact on the government funding of medicines. The PBAC monopsony 
inevitably leads to pressure from a range of competing interests, including a 
federal government increasingly concerned with PBS costs,86 clinicians, 
patients, advocacy groups and multinational drug manufacturers who have 
‘unequalled power within healthcare’. (12) 

 

For at least 25 years, there has been a debate over whether patients and patient 

organisations should be included in HTA processes or decisions informed by HTA 

(13) and, more recently, the discussion has expanded to include the public (14). The 

chain of events in the Herceptin case discussed above highlights the main concerns of 

those arguing for the need to involve patients and the public in HTA. When such 

groups are not officially included in the process, they still interact with other 

stakeholders (government staff, health industry representatives, patient organisation 

representatives, and HTA practitioners) outside the formal HTA process and this can 

impact the outcomes of healthcare funding decisions (11, 12). 

 

Just before the beginning of this PhD project in 2015, a survey conducted by Whitty 

(15) found that many HTA organisations were already trying to involve what this 

author called ‘lay members’ in their processes – in most cases patients and their 
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representatives and, in a few cases, members of the public. Since this PhD project 

started, the interest in engaging the general public in HTA processes has increased, 

various methods are being used to achieve this aim, and the research in this field has 

grown. However, there are still relatively few studies on this topic. Most of the 

challenges that were an issue in 2015 remain problematic: a lack of clear reasoning for 

public involvement, a lack of agreed definitions and views on precisely which 

stakeholder groups ought to be involved in the process, and uncertainty regarding the 

most appropriate methods to engage patients and the public in HTA.  

 

1.2 Thesis aim 

 

This project aims to fill a gap in the literature outlined above: what are the reasons for 

involving the public in healthcare funding decision making informed by HTA and how 

should this involvement take place? It also intends to lay bare the underlying 

arguments that can impact how public involvement is conceptualised and implemented 

in HTA and related healthcare funding decisions. This thesis purports to advance a 

strong rationale for engaging the public in HTA and proposes how this can be 

achieved while taking into account the diverse aspirations of HTA stakeholders and 

considering HTA from a macro, government policy decision-making level. 

 

The project was conceived with the idea that any innovations to policy-related 

processes can originate from people within or outside those processes or from external 

factors, such as changes to healthcare department structures and funding. It is 

necessary to uncover the perspectives of those proposing innovations, those who will 

be affected by them, and those who may be responsible for enabling or obstructing 
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change in order to understand whether alterations in health policy will be welcome or 

not and, therefore, likely or unlikely to succeed. Based on this premise, the project was 

designed to identify the views of those who are actually or potentially affected by the 

implementation of public engagement exercises in HTA: HTA practitioners, 

policymakers, people working in the health industry, patient organisations, patients, 

and members of the public.  

 

1.3 Thesis structure 

 

This thesis is presented as a thesis by publication and is composed of nine chapters. 

The current chapter (Chapter 1) introduces the main themes and structure of this 

thesis. Chapter 2 presents the theoretical orientation that guided the design of the 

research, states the research questions, and outlines how the analysis was carried out to 

answer these questions.  

 

Chapter 3 substantiates why the public should be involved in policy decision making 

by presenting a brief review of the literature that provides a rationale for engaging the 

public based on the need to increase trust between government and the public. This 

rationale is examined in a linear regression analysis of the results of a survey with 

members of the public that took part in government public involvement processes.  

 

Chapter 4 provides an overview of the background knowledge that informed the 

development of the project and explains the challenges related to public involvement 

in HTA. Chapter 5 discusses problems in defining who the ‘public’ is in HTA and 

proposes a taxonomy for different groups that can be involved. Chapter 5 also 
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presents some goals for public involvement from the perspective of HTA practitioners 

(evaluation agencies that provide HTA reports to the government).  

 

Chapters 6, 7, and 8 are part of a case study conducted in Canada to examine HTA 

from a Systems Thinking approach. Chapters 6 and 7 present the results of semi-

structured interviews with policymakers, health industry representatives, patient 

organisation representatives, and HTA agency representatives. Chapter 8 reports the 

results of four focus groups conducted with members of the public. Chapter 9 finalises 

the thesis by bringing together the results of the individual studies and interprets the 

implications for the field of public involvement in HTA.  
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Chapter 2: Methodology 
 

In Chapter 1, the thesis aim and structure were presented. In this chapter, the 

overarching rationale of the thesis is explained. It starts with a description of the 

epistemological position adopted and how this informed the selection of the 

theoretical framework and the development of the research questions. The theoretical 

framework is outlined and discussed in relation to the topics explored in the thesis. 

This chapter ends with a description of the project’s four major studies and an 

explanation of how each of them will help to build an overarching argument to answer 

the main research question.  

 

2.1 Project rationale and epistemological position 
 
 
The primary purpose of this thesis is to propose directions on how to improve public 

involvement in Health Technology Assessment (HTA) and healthcare system funding 

decisions based on a better understanding of stakeholders’ viewpoints. Hence, we had 

to explore the interconnection between three areas of scholarship: government policy 

development (1), healthcare system evaluation methods, more specifically, HTA (2, 3), 

and engagement of the public in policies involving technical and scientific knowledge 

(4). These fields have differing epistemological underpinnings, and this has been 

considered, as demonstrated below.  

 

Current widespread healthcare evaluation methods to inform policymaking, and HTA 

in particular, have links to the concept of evidence-based medicine (5). Evidence-based 

medicine postulates that the medical profession ought to search for the best available 
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information (evidence), critically appraise this evidence, apply it in practice to treat 

patients, and evaluate the results. This closely aligns with the principles guiding the way 

HTA, an evaluation method used by various countries to inform healthcare system 

funding decisions, is conducted (6). HTA researchers utilise systematic reviews, meta-

analyses, and specialised economic modelling (and other methodologies when 

necessary) to collect, critically appraise, and evaluate evidence and compare newly 

developed health technologies to the health technologies already funded or in use in a 

healthcare system (6). The knowledge supporting the development of evidence based-

medicine and HTA - and its most commonly used methods (7) - follows a positivist 

tradition, which features an emphasis on a deductive approach (8). In this approach, 

knowledge is expanded through experiments that are reproducible and with results that 

can be generalised to other settings (9). HTA, in its initial theoretical conceptualisation, 

did not privilege this positivistic approach (10). Over time, some initiatives have been 

developed to emphasise the constructivist aspects of HTA, such as the development of 

Constructive Technology Assessment (CTA). CTA takes into account the role of social 

actors in the development and implementation of technologies (11). However, most of 

HTA processes adopted in English-speaking nations, such as Australia, Canada and the 

UK, implicitly adopt a positivist approach as there is an emphasis on cost-effectiveness 

analyses in comparison to the consideration of stakeholders’ values. Recent initiatives, 

such as INTEGRATE-HTA (created in 2012) (12) and VALIDATE (created in 2018) 

(13) have been developed to try to change this trend and incorporate the views of 

stakeholders effectively into the HTA process. 
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In contrast to the positivist approach common to HTA, at least in English-speaking 

countries, most studies related to public involvement in science (14) and policy 

decision making (15) are conducted using a constructivist approach. In this approach, 

social phenomena are investigated as contextualised and historic interpretations 

constructed by people and their interactions with others and their environment (16).  

 

This body of work aimed to investigate public involvement in HTA and related 

government health funding decisions as social phenomena grounded in a political and 

historic context. Therefore, it was necessary to adopt an epistemological position that 

would allow the integration of the perspectives traditionally informing HTA, public 

involvement, and policy decision making. Pragmatism (17) was selected to guide the 

development of this research project to achieve this aim. The pragmatic position of 

this research is based on Dewey’s stance, in which knowledge is constructed as an 

interplay between the dynamic characteristics of the natural world (which are generally 

investigated using deductive approaches, such development of experiments to test a 

priori hypotheses) and the constructed experiences of the social world (which are 

usually investigated using inductive approaches, which utilise strategies that account for 

the cultural and social contexts surrounding a particular phenomenon) (18, 19).   

Dewey divides the human experience into two categories.  First, the ‘primary 

experience’ 

refers to the immediate qualitative unity of experiencing and 
experienced that constitutes an empirical whole – a total situation – 
before we begin to discriminate elements. (18, p. 21)  

 

The ‘secondary experience’ is a result of human reflexivity, when individuals analyse, 

try to forecast events, and construct a reality based on the primary experience and 
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specific interests.  The secondary experience is culturally contextualised.  Dewey sees 

nature as an open and dynamic process where individual organisms and other elements 

of the natural world interact and develop relationships; these relationships create all 

sorts of emergent phenomena seen in the natural world.  

 

Pragmatism in this thesis integrates these elements, in which there are no hard 

boundaries separating the investigation of the constructed social world and observed 

natural world phenomena and this can be seen in the analysis of data when two 

theoretical frameworks are used (see section 2.2 Theoretical framework). These 

elements are seen as interconnected and complementary and are in line with examining 

the intersection of public involvement, HTA, and government health funding decision 

processes. A mixed-methods strategy was explicitly developed to operationalise the 

pragmatic position adopted and facilitate integration between the knowledge obtained 

through constructivist-based and positivist-related methods (20, 21).  

 

The primary theoretical drive of this thesis is inductive (22), and the main case study 

employs qualitative methods, as the idea is to understand stakeholders’ points of view 

and how they influence the outcome of public involvement processes in HTA. 

However, this thesis also incorporates a supplementary deductive, quantitative strategy 

to examine reasons for the perceived need to involve the public in policy development 

and for understanding HTA methods.  
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2.2 Theoretical framework 
 

Systems Thinking is an umbrella term that encompasses various theories and 

methodologies that examine different phenomena as a system (23-25):  

 

(…) Systems Thinkers often contend that complex systems such as the 
immune system or the global economy cannot fully be understood by 
simply analysing their constituents. Rather, they argue the importance of 
incorporating the study of often non-linear and dynamic relationships 
between networks of ‘agents’ and the environment surrounding a 
conceptual Complex Adaptive System (CAS) (Mitchell 2009). Through the 
collective self-organization, adaptation and co-evolution of these networks 
of agents, Systems Thinkers propose that whole-system characteristics 
distinctly ‘emerge’ which cannot be understood solely by studying the 
agents themselves (Gu et al. 2009). (23) 

 

These principles characterise systems which can be explained as:  

 

an adaptive whole, an entity having emergent properties, a layered structure, 
and processes of communication and control that allow adaptation in a 
changing environment. (26) 

 

The study of systems has spread through various disciplines and, currently, there are 

many different definitions of such types of systems in the literature, depending on 

which particular branch of Systems Thinking one adopts (23).  

  

2.2.1 Hard and soft systems 

 

Complex systems have been described as existing in a continuum from ‘hard’ to ‘soft’ 

systems (27). Hard systems treat agents as objects, which can be manipulated, and use 

formal modelling language to describe the system in precise terms. Alternatively, soft 

systems define agents as subjects with ‘tangible’ and ‘intangible’ properties, that can 
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only be measured to a certain extent, as the intangible nature of agents cannot be 

computed (28, 29). The management field also named systems approaches as ‘hard 

systems’ or ‘soft systems’, which is relevant in this project as the system being 

examined here involves government policy development. 

 
2.2.2 Complex Adaptive Systems (CAS) 

 

A particular kind of system is a Complex Adaptive System. Mitchell (30) defines a 

Complex Adaptive System (CAS) as:  

a system in which large networks of components with no central control 
and simple rules of operation give rise to complex collective behavior, 
sophisticated information processing, and adaptation via learning or 
evolution.  

 

The term ‘components’ cited above is more commonly referred to as ‘agents’ and, in 

CAS, a system is composed of agents that interact with one another, can adapt to 

changes in their surrounding environment and the actions of other agents, and have 

the capacity to learn and use their experiences in adaptive behaviour (31, 32). CAS can 

be seen as a ‘hard’ or a ‘soft’ system, depending on how a research design integrates 

CAS elements. The interaction of agents creates systems that are complex and 

adaptive, and these types of systems have some characteristics such as emergent 

patterns, self-organisation, non-linear dynamics, and diversity. Emergence has been 

defined as a macro-level property of the system that is the result of agents’ interactions 

at a micro-level; emergent patterns are new phenomena that do not exist at the 

individual agent-level, only at the system-level (33). Self-organisation refers to the 

actions of agents that, acting independently and without any external force directing 

them, result in organised systems (33). Non-linear dynamics refer to how changes in 
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the initial condition of a system can lead to unpredictable outcomes because of agents’ 

adaptive behaviour, which is continuously changing. Finally, the diversity of agents can 

increase the complexity of a system. Such diversity can be present in different ways: 

‘variation’ (a difference in some characteristics of individual agents), diversity of types 

of agents (different types or groups of agents), and ‘configuration’ (how the same 

agents or connections between agents can be rearranged in different ways) (34). Pype 

and colleagues (35) examine healthcare teams as complex adaptive systems and, based 

on this example, the previous concepts are illustrated. In Pype et al.’s research, 

healthcare teams were composed of individuals (agents) that used their own 

judgements (micro-level actions) to provide concerted healthcare treatment for patients 

(emergent pattern). Non-linearity, in this example, was demonstrated by the way 

communication within the team took place: a GP requested the assistance of nurse for 

procedure outside a pre-established protocol and the nurse refused to attend, which 

resulted in the GP terminating the team collaboration. In contrast, other teams dealt 

with similar conflicts in different ways that did not necessarily cease their collaborative 

efforts. In this example, diversity is illustrated by the different individuals with the 

same role, such as two nurses, that composed the healthcare team (variation); the 

different types of professionals that made up those teams, such as GPs, nurses, and 

allied health professionals (diversity of types of agents); and how teams were organised 

depending on the type of care needed to be provided to the patient (configuration). 

 

2.2.3 Soft Systems Methodology (SSM) 

 

In the Soft Systems Methodology (SSM) developed by Checkland (36), people are the 

actors that perceive a situation to be problematic and act with purpose (‘purposeful 
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action’) to ‘improve’ such situation; different people will have different perceptions of 

the problem, and those perceptions are called ‘worldviews’ (p. 25). Another relevant 

feature of this methodology is that SSM is also systemic, that is, the methodology itself 

also exhibits the similar characteristics to a system (emergent properties, layered 

structure, and processes resulting in adaptation to environment).  

 

Public involvement is being examined as a change in the HTA system and a situation 

that is seen as ‘problematic’ by the stakeholders. The stakeholders included in the 

conceptualisation of the project were: HTA practitioners (i.e., health technology 

evaluators writing HTA reports), government staff requesting and using HTA reports, 

and those involved in providing information to the HTA process (researchers, 

clinicians, patients, representatives of patient organisations, members of the public 

when present, and representatives of the health industry).  

 

2.2.4 Combining CAS and SSM  

 

Despite using CAS to describe the various elements of the system, the main 

epistemological underpinnings guiding this project are more aligned with a soft systems 

approach.  In most conceptualisations of CAS, a system is taken to exist independently 

of individuals’ perspectives, which is not entirely appropriate to describe the social 

phenomenon investigated in this project. There are some exceptions, as emergent CAS 

theories argue for its use in understanding the complex behaviour of individuals 

through the employment of applied qualitative research (37). However, the 

predominant trend with CAS-related projects is to adopt the ‘hard systems’ approach 

to systems. Therefore, the SSM approach was adopted to overcome this limitation (36) 
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by including individuals’ worldviews as a key element in examining a social system. 

Some characteristics of SSM and CAS are similar, which facilitates the integration of 

these two approaches in the same project. For example, the notion that agents act 

independently resulting in a system (CAS) is similar to the idea that individuals act 

based on their unique worldviews in social systems (SSM).  

 

In this project, the HTA process is conceptualised as a system, and the nomenclature 

of CAS was adopted in the project design by shaping: sample selection (agents), 

questions for interviews and focus groups (questions related to relationships and 

interactions), and data analysis (the structure of the results sections of Chapters 6, 7, 

and 8). A soft systems approach was used in the data analysis and the writing up of the 

discussion of some chapters (namely, 6, 8, and 9). Chapters 6 and 8 have more detailed 

information on how stakeholders’ and researchers’ worldviews were made explicit in 

this project. 

 

 

 

2.3 Study design 

 

 

The project employed mainly inductive reasoning by using Soft Systems Methodology 

(36, 38, 39) and, as a supplementary strategy, a deductive approach by using Complex 

Adaptive Systems (31, 32, 40). The pragmatic approach adopted here aligns with the 

typology of research purposes proposed by Tashakkori and Teddlie (17), used below to 

illustrate how the aim of this research lead to decisions regarding methods (see Figure 

2.1). 
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1. Purpose: Understand stakeholders’ viewpoints on 

involving the public in HTA to inform healthcare funding 

decisions and propose improvements to public involvement 

processes 

 

2. Review 

other’s work 

 

2. Theoretical  
framework: 

o Complex Adaptive 
Systems  

o Soft Systems Methodology 

2. Lens:  
Mainly inductive 

with some 
deductive strategies  

3. Research question: 
Why and how should the public be 
involved in HTA and healthcare 
funding decision-making processes? 

4. Methods: 
o Semi-structured interviews 
o Focus groups 
o Survey 

 

a Figure 2.1 Study rationale 
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2.4 Research questions  
 

Main research question: Why and how should the public be involved in HTA and 

healthcare funding decision-making processes? 

Sub-questions:  

1) Why involve the ‘public’ in healthcare funding decisions? 

 

2) How can the ‘public’ be defined in HTA? 

 

3) How should the public be involved in HTA? Part 1. What does HTA look like 

when figured as a complex and adaptive system composed of individuals with 

diverse worldviews? 

 

4) How should the public be involved in HTA? Part 2. What do HTA 

stakeholders and the public think about the rationale and design of public 

involvement in HTA and related funding decisions? 

 

The first sub-question explores the reasons for public involvement in policy decisions 

and relates to the ‘why’ of the main research question. Chapter 3 will discuss the 

reasons why policymakers involve the public in government policy development and 

decision making. This study includes a brief review of the literature and a survey 

undertaken as part of a government initiative to engage the public in policy decisions in 

Australia. The aim of this empirical study was to demonstrate whether the theoretical 

arguments for public involvement are consistent with the public’s actual views of their 

involvement. 
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The second sub-question addresses one of the main issues with involving the public in 

HTA, which is whether the ‘public’ is different from ‘patients’ and relates to the ‘why’ 

of the main research question. This question is at the centre of the debate on whether 

there should be specific methods to involve the public as a separate group from 

patients. The second sub-question will be answered by Chapters 4 and 5. Chapter 4 

presents the current challenges in involving the public in HTA. Chapter 5 presents a 

proposal on how to define who can be considered ‘public’ in HTA (as opposed to 

other types of stakeholders, such as patients, for example). Chapter 5 does this based 

on both a literature review of terms and consultation with experts from two 

international HTA peak bodies.  

 

Chapters 6 and 7 will answer the third sub-question. This sub-question relates to the 

‘how’ of the main research question, and it will be answered from the perspectives of 

the research participants, in line with the integration of CAS and SSM approaches 

adopted in this thesis. This will be accomplished through the results of semi-structured 

interviews conducted with policymakers, health industry representatives, patient 

organisation representatives, clinicians, HTA staff representatives, and public and 

patient members of HTA expert review committees. Chapter 6 presents a case study in 

Canada, where HTA is examined as a system from a Systems Thinking theoretical 

framework. It helps to understand how the stakeholders involved in HTA see the 

process and its relationship to healthcare funding decisions. Chapter 7 presents HTA 

stakeholders’ views regarding public involvement in HTA.  
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Chapter 8 answers the fourth sub-question, which also relates to the ‘how’ of the main 

research question.  This study presents the views of the public about being involved in 

HTA and healthcare funding decisions as identified through focus groups of members 

of the public in Canada. The overarching research question is answered in Chapter 9, 

which integrates the findings from all studies and presents their major implications. 

The study settings for this research were Australia and Canada, two developed 

countries with similarly decentralised and publicly funded healthcare systems that use 

HTA to inform government reimbursement decisions related to health technologies. 

See Figure 2.2 below for a visual representation of the thesis structure.
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Main research question 
Why and how should the public be involved in HTA and healthcare funding decision-making processes? 

 

2) How can the ‘public’ be 
defined in HTA? 
 

Study 2: Review of 
literature and consultation 
with HTA practitioners 
 
Chapter 4 
(research background) 
 

Chapter 5 (paper) 
Defining the role of the 
public in Health 
Technology Assessment 
(HTA) and HTA-informed 
decision-making processes 

 

 

1) Why involve the ‘public’ 
in healthcare funding 
decisions? 
 

Study 1: Quantitative 
survey study 
 

Chapter 3 (paper) 
Is trust in government 
rational, relational or both? 
An empirical study of 
predictors of trust in the 
South Australian 
government 

 

 

3) How should the public be 
involved in HTA? Part 1. 
What does HTA look like 
when figured as a complex 
and adaptive system 
composed of individuals 
with diverse worldviews? 
 

Study 3: Semi-structured 
interviews 

 
Chapter 6 (paper) 
Understanding Canadian 
Health Technology 
Assessment through a 
systems lens 

 

Chapter 7 (paper) 
HTA stakeholders’ 
perspectives on public 
involvement in HTA 
 

4) How should the public 
be involved in HTA? Part 
2. What do HTA 
stakeholders and the public 
think about the rationale 
and design of public 
involvement in HTA and 
related funding decisions? 
 

Study 4: Focus groups 
 
Chapter 8 (paper) 
The rationale and design of 
public involvement in 
health funding decision 
making: Focus groups with 
the Canadian public 

Chapter 9 
Discussion and Conclusion 

 

 b Figure 2.2 Thesis overview 



Chapter 2: Methodology     23 

 

 
 

2.5 Reflexivity 
 

 

The idea of this PhD research project was partially born from the previous work I had 

conducted in my Master's degree on patient involvement in HTA and partly as a 

collaboration with my supervisors, who are also interested in this topic and had 

completed some research in the area of public involvement in this field. At the beginning 

of my PhD degree, I had decided to use Systems Thinking theories to guide the research 

based on contact with these theories during the previous Master’s research. Because I 

adopted Soft Systems Methodology (SSM) as a theoretical framework, it was important 

to pay attention to how my perspectives and those of my supervisors were shaping this 

project as the research developed. 

 

In conceptualising the research project, I thought that one of the issues worth 

investigating was related to how different people are involved and interact in HTA. 

Frameworks that dichotomised people’s viewpoints, such as the power relations 

framework that I used previously (41, 42), can be informative but can also oversimplify 

how human relationships take place and influence processes, structures, and 

organisations. Going through the research process using SSM and trying to keep a 

reflective attitude showed me that I was looking at public involvement in HTA as a 

'problematical situation':  

 

The aim of the work which led to the development of Soft Systems 

Methodology (SSM) was to find a better way of dealing with a kind of 

situation we continually find ourselves facing in everyday life: a situation 

about which we have the feeling that 'something needs to be done about this'. 

We call such situations' problematical' rather than describing them as 
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'problem situations', since they may not present a well-defined 'problem' to 

be 'solved' out of existence…  (43)  

 

This realisation caused me to reflect on how I would go about conducting this research. 

I recognised that I would have to maintain constant attention to how my own values 

were playing a role in how I formulated questions and interpreted the answers given by 

stakeholders and I tried to keep this awareness throughout the research process (44). In 

particular, I had to think about what my position was in relation to public involvement 

in government policy, which I describe below.  

 

I was as a journalist in Brazil, where I worked for organisations that promoted the 

involvement of the public in policy through a diversity of participatory mechanisms 

before I decided to become a researcher. Through my work, I became familiar with some 

of the rationales for public involvement, and these experiences have influenced my views 

on different types of participatory tools. Another influence, in my (new) research career, 

relates to being guided by supervisors who are also involved in HTA, albeit each with a 

different role and areas of interest. This has impacted on how I see such processes. All 

these perspectives were important for the design and development of the research 

presented here.  

 

I kept a reflective journal while conducting this research, where I wrote my own 

observations about how I felt about particular topics, responses, research processes, 

personal reflections and discussions with supervisors. On re-reading some of my notes, 

it is clear that the project itself has changed and developed over time with the ideas from 
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SSM but also Complex Adaptive Systems feeding into the next stage of planning in an 

actual 'process of learning'.    

 

Besides the work with HTA processes, I conducted part of the research in partnership 

with a South Australian government agency. Doing research with non-research partners 

can add some challenges to the research process, as the dynamics with government 

departments are different, particularly in terms of time and changes to work priorities 

that can affect research outcomes. Staff from the government also contributed to the 

development of the project, which added another set of values to be considered. I found 

that their participation enriched the research process, adding some concepts that were 

not included initially but that are relevant from their perspective and the viewpoint of 

other stakeholders. The exploration of 'trust' concepts, for example, which became an 

essential point of analysis in the whole project, was a reflection of the partnership with 

the staff from the government agency.  

 

The research process did not always go smoothly; there were roadblocks throughout the 

way. My personal circumstances changed, as I became a mother during this process, 

which impacted my time availability and changed my perspectives concerning the 

project. I also lived in Canada for four months to do part of the research. On the one 

hand, it was a great professional development experience working with a different 

research group and learning about different practices. On the other hand, it added some 

complications as cultural differences and my lack of experience with focus group 

research affected data collection in Canada. Differences of opinions and changes in the 
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relationship with the supervisory panel during the research process made navigating the 

degree intricate (45). I see this is part of my development as a researcher and part of the 

progression of a research project that spans five years. Maintaining a reflective practice,  

revisiting initial understandings and keeping an iterative approach that allowed for the 

incorporation of evolving themes when necessary revealed to be a fruitful approach to 

the research, in which the outcomes were grounded in the data collected and informed 

by the worldviews of participants.  

 

This account is based on my own reflections as a PhD candidate for the duration of the 

project. However, as I stated earlier, this project is a collaborative effort of many people, 

in particular of my supervisors, and their own reflections about this process may be very 

different from what I presented here. It is positive to note that, despite our different 

worldviews and purposes for this research, we were able to find accommodations to 

move forward with this project and achieve its end with positive outcomes for all 

involved. This is what we propose at the end of this thesis: this can be an achievable goal 

when involving the public in HTA and healthcare funding decisions, despite the different 

perspectives of different stakeholders. 
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Chapter 3: Why involve the public in policy decisions? 

In Chapter 2, an outline of the thesis and the main research question (Why and how 

should the public be involved in HTA and healthcare funding decision-making 

processes?) were presented. This chapter explores the rationales for public 

involvement in government policy development. HTA is used around the world to 

support government policy development when it comes to healthcare funding. It is 

important to understand how introducing public involvement in HTA processes 

impacts HTA’s usefulness to policymakers.  
 

Chapter 3 describes the existing literature on public involvement in government 

decisions with an emphasis on how this involvement can increase trust in government. 

This chapter also reports the findings of a survey on whether participation in 

engagement processes is associated with higher public trust in government. This relates 

to the first sub-question this thesis attempts to answer (why involve the ‘public’ in 

healthcare funding decisions?) and the first part of the main research question (Why 

and how should the public be involved in HTA and healthcare funding decision-

making processes?) 
 

This study was undertaken in South Australia and analysed the views of members of 

the public in a state-wide initiative to involve them in policy decisions. The initiative 

described here was a programme with a range of online and face-to-face government 

engagement processes, which were centralised under the YourSAy website 

(https://yoursay.sa.gov.au/) used by all South Australian Government departments to 

engage with the public. The YourSAy initiative was created by the Labor party Premier 

from 2011 to 2018. In 2018, with the election of a Liberal party Premier to the state 

government, the engagement program was significantly reduced, and the scope and 

types of involvement processes conducted also changed. However, the fact that this 

programme, a hallmark from the previous administration, was maintained lends  

support to the idea that governments feel the need to create channels to interact 

directly with the public. 
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3.1 Statement of authorship 
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3.2 Abstract 

Article title: Is trust in government rational, relational or both? An empirical study of 

predictors of trust in the South Australian government 

 

Background: Gathering support from the public can be a challenge to governments 

of all levels and can affect the implementation of policies. Despite the adoption of 

diverse strategies to involve the public in policy development and decision making, 

public discontent with government persists. The concept of trust lies at the heart of 

discussions about this. 

 

Objective: To investigate whether positive evaluation of public involvement 

processes is associated with higher trust in government and whether rational, relational 

trust-building theories explain this phenomenon. 

 

Design: Data was collected through a cross-sectional survey with members of the 

public from South Australia who took part in online public involvement processes 

organised by the state government. The analysis consisted of a Principal Components 

Factor Analysis (PCFA) to reduce the number of variables for multivariable regression 

modelling. The linear regression modelling examined the associations between the 

various sub-concepts of trust, evaluation of the engagement processes, and trust in 

state government. 

 

Results: The regression model showed a positive association between trust in state 

government and positive evaluation of government public engagement exercises. The 
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results also demonstrated that elements of rational trust-building and one element of 

relational trust-building theories were positively associated with trust in state 

government. These elements were: perceived transparency of policy decision making, 

perceived citizen influence on decisions, and trust in organisations such as the federal 

government, respectively.  

 

Conclusion: Our research shows that rational trust theories are mostly able to 

account for trust in state government, whereas relational trust theories make a limited 

contribution.  Public engagement processes can help foster closer links between the 

public and the state government by allowing the public to view the government as 

transparent and by allowing the public to view itself as able to influence policy 

development and decision making.   
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3.3 Paper 

Introduction 

Governments of all levels face challenges gathering support from stakeholders when 

making policy decisions. This can affect the implementation of policies and 

perceptions of government performance. In the 1970s, scholars spoke of this in terms 

of a ‘crisis of governability’, defining governability as the ‘relative efficacy of 

government in meeting economic, social, and political challenges’ (1). Under this 

definition, governments were responsible for maintaining a functioning society. 

However, their perceived ability to succeed at this diminished, particularly after the 

global economic crisis of 2008 (2), which left governments around the world struggling 

to rebuild relationships between different sectors of society. The concept of 

governability was also supplanted by the concept of governance, which is understood 

in terms of ‘the organizational form and practices through which collective action 

occurs’ (3). Some governance theories postulate that power is managed by a network 

of social actors, which includes government, other organisations (both for-profit and 

not-for-profit), and individuals (4). Therefore, practitioners and scholars of 

government are now greatly concerned with strengthening relationships between 

diverse stakeholders in society, rather than focusing merely on the success of 

governments as the dominant social actor. This has led to a search for more inclusive 

governance methods and, as a result, direct public engagement has increased in 

government departments, including departments governing the environment, 

healthcare, and education (3, 5-7). 
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But, despite governments adopting diverse strategies to involve the public and other 

social actors in decision making over many years, the public’s discontent with 

government actions has persisted (8-13). Moreover, researchers disagree about whether 

increasing social involvement in decision making has managed to improve interactions 

between governments and the public (14-16). The concept of trust lies at the heart of 

these discussions. 

 

There is some support for the idea that a lack of trust on the part of citizens tends to 

erode voluntary compliance with law and regulations, engagement with government 

activities, and pro-social behaviours that would benefit other social actors (11). Some 

scholars argue that people who trust the government would be the ones to participate 

more than others in government-led initiatives (17), whereas other scholars argue that, 

on the contrary, it is the people who distrust their government who would be the ones 

most willing to engage, namely to keep their government in check (18). These 

divergent views on the implications of a lack of trust in government may partly stem 

from the diverse definitions of trust that are offered in the literature (19-22). 

 

In this study, we focused on an Australian state government initiative to engage its 

citizens in policy decisions. In this context, we asked the following research question: 

which elements of relational and rational trust-building theories affect trust in an 

intermediate government institution such as a state government? We analysed 

participants’ evaluation of engagement processes they participated in and whether their 

evaluation affected their level of trust in government. Our approach is innovative 

because it carefully examines which elements of trust are most relevant to people’s 
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views of government.  Moreover, it examines whether those elements relate primarily 

to personal experiences and upbringing (as per social or relational theories of trust) or 

personal evaluations of government performance (as per rational theories of trust). 

Uncovering which types of trust are related to state government will help policymakers 

improve their interactions with the public when devising their governance strategies.    

  

3.4 Theory and hypotheses 

3.4.1 Trust-building theories 

 

Studies on trust in government have been conceptualised as examining political trust, 

which has been given various definitions. Government has been identified with 

political regimes at international and national levels (23), elected officials, and the 

institutions that make up governmental structures (24). Levi and Stoker (25) 

recommend that these different conceptions of government need to be disentangled 

since trust in political incumbents (elected officials) tends to be more transient than 

trust in governmental institutions or political regimes (22). When examining trust in 

government within a country, Newton et al. (26) explain that there are differences in 

how people evaluate different types of institutions (e.g., federal, state, and municipal 

institutions). Accordingly, they recommend that survey questions specify what types of 

political institutions are being examined.  

 

We adopted the following definition of political trust: ‘the generalisation of trust to 

include government, its organisations, and systems’ (20). We looked at governmental 

organisations within a country (Australia) at three different levels: local (public 

institutions that people deal directly with, such as the police department), intermediate 
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(the state government executive department), and remote (public institutions that 

people deal with only indirectly, such as the federal Parliament).  

 

Some trust-building theories state that a person’s biological make-up and personality 

influence their level of trust in others (19). Other theories contend that social 

influences play a role (26), and this is generally referred to as ‘social trust’. Another 

approach is to understand trust from the perspective of rational-choice theories, which 

assume that people make conscious decisions and evaluate the costs and benefits of 

their actions to achieve their goals (27).  

 

Job (20) examines several sources of trust, from both rational-choice perspectives and 

social-psychological perspectives (Job also calls the latter relational perspectives). From 

rational-choice perspectives, individuals trust governments if they evaluate their 

performance positively, believe that governments are not corrupt, and decisions are 

seen to be transparent and take public perspectives into account (28-30). By contrast, 

relational trust-building theories contend that trust starts in a person’s inner social 

circles of family and friends and is then generalised to other people and to institutions. 

For instance, growing up in an environment that fosters low levels of trust can reduce 

someone’s trust in other people and institutions, and this may not be ameliorated by 

positive social experiences or good government performance. The inverse is also 

possible, with institutional actions affecting trust in other institutions, other people, 

and even inner social circles (26) (see Table 4.1).  
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a. Table 3.1 Trust-building theories 

 

Trust-building theories 

 

Elements influencing this type of 

trust 

Social-psychological (relational) 

 
o Psychological and personality traits 
o Trust in family and friends 
o Trust in wider social circles 
 

Rational-choice 

 
o Government performance 
o Lack of corruption 
o Transparency of decision making 
o Public can influence decisions 
 

 

According to Job, both rational-choice and relational theories should be used to 

understand trust in institutions as both theories have been shown to contribute to 

building trust empirically. In this study, we examine elements of both theories, as 

follows. 

 

3.4.2 Relational perspective 

 

Uslaner (31) argues that there are two types of social trust: ‘strategic trust’ (where 

people trust others to do something for them in specific circumstances) and ‘moralistic 

trust’ (trust with a moral foundation that makes people presume that they can trust 

others). Strategic trust results from personal experience and manifests in ‘particularised 

trust’ (trust we have in people we know and who resemble us). Moralistic trust, on the 

other hand, is learnt from a young age from our immediate family and is fostered by a 

sense of optimism and control over our lives. Moralistic trust manifests in ‘generalised 

trust’ (trust in people we do not know and who differ from us). In Job’s empirical 
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work (20), the levels of trust were found to move in descending order with higher 

levels of trust in the family, which decreased at each level down to remote institutions. 

In this study, we examine how both familial (particularised) and social (generalised) 

trust relate to trust in an intermediate institution (state government). In this research, 

familial trust refers only to trust in the family. Specifically, we hypothesise the 

following. 

  

Hypothesis 1: Familial trust (trust in family) and social trust will be positively 

associated with political trust in an intermediate institution. 

  

We also examine how trust in state government relates to trust in other governmental 

institutions at local and remote levels, hypothesising the following. 

  

Hypothesis 2: Political trust in local government institutions will be positively 

associated with political trust in an intermediate institution. 

 

Hypothesis 3: Political trust in remote government institutions will be positively 

associated with political trust in an intermediate institution. 

 

3.4.3 Rational perspective 

 

Rational trust-building theories posit that trust in an institution is influenced by one’s 

evaluation of its service provision (30, 32). From a rational perspective, trust in an 

institution is also affected by one’s perception of the complexity (29) and transparency 

(28) of its decision making. Cook and Santana (27) contend that ‘trust as rational action 
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assumes that the trustor calculates, or predicts, the trustees’ level of trustworthiness.’ 

Individuals talk about institutions in terms of trust, and this goes beyond the 

contractual and formal assurances that they already have.  This view, however, is 

criticised by Job (20) as conflating ‘trust’ with the concepts of ‘dependability’:  

  

Trust as confidence in the other’s reliability is problematic because reliability 

may be just a façade (Hardy, Phillips and Lawrence 1998:67) promoted by 

ritualistic processes that convey sameness. (20). 

 

In our study, we examine how perceived government performance relates to trust in a 

state government, by including measures of the perceived ‘quality’ and ‘integrity’ of 

government performance (20). In this research, quality refers to the engagement 

process conducted by the government and one’s perception of the transparency of 

policy decision making. We hypothesised the following:  

  

Hypothesis 4: There will be a positive association between evaluation of government 

public engagement processes and political trust in an intermediate institution. 

   

Hypothesis 5: There will be a positive association between perceived transparency of 

government policy decision making and political trust in an intermediate institution. 

  

Political trust also involves views on the government’s integrity. Integrity encompasses 

how corrupt or honest a government is (33) and whether citizens feel they have a say 

in government decisions (20). Based on these elements of rational trust, we formulated 

the following hypotheses. 
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Hypothesis 6: There will be a negative association between the perceived level of 

corruption and political trust in an intermediate institution. 

 

Hypothesis 7: There will be a positive association between perceived level of citizen 

power and political trust in an intermediate institution. 

  

3.5 Methods 

 3.5.1 Study design 

 

This project utilised data collected from a cross-sectional survey that we designed to 

gauge participants’ views of the state government when they took part in an online 

community engagement process. We designed the survey to collect information on 

demographic characteristics and relational and rational aspects of trust-building.  

 

 3.5.2 Survey concepts 

 

We included two measures of social trust. The first, based on Rosenberg’s research  

(34), is a single-item scale. It asks the following question, answered on a four-point 

Likert-type scale: ‘Generally speaking, would you say that most people can be trusted, 

or that you can’t be too careful in dealing with people?’ While this measure is 

commonly used in surveys, it has been criticised (35-37). Critics argue that the scale 

measures trustworthiness rather than trust. However, given its widespread historical 

use, we included this scale to facilitate comparison with existing literature. To help 

address criticism of the scale, we also included an additional measure of social trust, 
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composed of items that contextualise trust in various situations (see Table 4.3 for 

details). 

 

We sub-divided political trust into trust in local, intermediate, and remote institutions. 

The objective was to provide context to the trust measures and disentangle the 

differences between trust in micro-(local), meso-(intermediate), and macro-(remote) 

level institutions, as per the advice of Newton et al. (26). As we are interested in trust 

in the state government, which can be considered a meso-level institution, the 

distinction between the types of institutions is important.  

 

To apply a rational trust perspective, we used measures based on Job’s work, which 

studied the perceived ‘quality’ and ‘integrity’ of government performance (20). We 

measured ‘quality’ by including questions about the online engagement process, the 

complexity and transparency of government policy decision making, and the types of 

input (expert or public) that ought to guide government decision making. We based the 

questions about the online engagement process on Rowe and Frewer’s framework (38), 

which defines nine criteria for evaluating public participation methods: 

representativeness, independence, early involvement, influence, transparency, resource 

accessibility, task definition, structured decision making, and cost-effectiveness. We 

measured ‘integrity’ by including questions on corruption and honesty in Australian 

governments (see Table 4.2).  
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  b . Table 3.2 Survey sub-concepts 

 
Sub-concepts 

 

Relational trust 

Relational trust 

Social trust (single-item) 

Social trust (multi-item) 

Political trust (local institutions) 

Political trust (intermediate institutions) 

Political trust (remote institutions) 

Rational trust  

Rational trust  

Perception of corruption 

Perception of citizen power or lack of power 

Perception of complexity of policy decision making 

Perception of transparency of policy decision 
making 

Exclusive expert input in policy decision making 

Public input in policy decision making  

 

 

3.5.3 Sample and data collection 

 

Three online public engagement exercises, in the YourSAy initiative 

(https://yoursay.sa.gov.au/), were posted on a web portal administered by the 

Government of South Australia. The engagement exercises were open to South 

Australian residents from April to May 2017. Participants could take part in one, two, 

or three engagement processes. After taking part in at least one, participants were 

emailed the online survey. The online survey questionnaire was developed in five 

stages comprising face validity, cognitive interviewing with members of the public, 
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‘skirmish’ process for checking question validity, and pilot testing using an online 

engagement process (see Web supplement for complete questionnaire) (See the 

Appendices section in this thesis).  

 

The survey was hosted by Survey Monkey for the same period of time that the 

engagement processes ran. The state government agency sent out the emails, received 

and collated the results, and provided de-identified answers to the researchers. A total 

of 234 responses were obtained in Excel format. Human Research Ethics Approval 

was provided by The University of Adelaide (Project number H-2016-200). 

 

3.5.4 Outcome and predictors 

 

The outcome that we sought to predict was the level of political trust in state 

government, considered as a meso-level organisation or an intermediate institution, 

that is, an institution that people only deal directly with in particular circumstances (for 

example, when taking part in an online engagement exercise such as the participatory 

budgeting exercise that we studied). We investigated factors pertaining to relational and 

rational trust-building theories for their association with political trust in state 

government. The relational and rational sub-concepts are listed in Table 2. Data were 

transformed and scaled to a consistent five-point or seven-point Likert scale, ranging 

from negatively to positively scaled values. A table in the web supplement indicates the 

factors used in the regression analysis and the scaling underpinning each concept (See 

the Appendices section in this thesis).  

 

3.6 Analysis 
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The analysis consisted of two major parts. First, we used Principal Components Factor 

Analysis (PCFA) to reduce the number of variables (survey questions) for multivariable 

regression modelling. Summary measures for latent constructs (dimensions) of trust 

were generated as linear composites of questionnaire items identified a priori as 

measuring the same dimension or sub-concept of trust. Each pre-determined set of 

similar survey items was assessed for unidimensionality based on the number of 

eigenvalues greater than one. If more than one latent factor was indicated, variables 

with lower loadings were systematically removed until unidimensionality was indicated 

for each sub-concept. Factors with loadings greater than 0.40 were retained and a 

summary score for each latent construct was created based on the regression method 

(39).  

 

Summary measures of the following sub-concepts were constructed using the above 

method: level of political trust in state government (political trust in intermediate 

institutions), level of social trust (multi-item), level of political trust (local institutions), 

level of political trust (remote institutions), evaluation of engagement exercise, and 

perceived level of citizen power or lack of power. We assessed the internal consistency 

(reliability) of these summary measures by calculating the average inter-item correlation 

and Cronbach’s alpha. Correlations from 0.2 to 0.5 and a Cronbach’s alpha of 0.60 or 

higher were considered acceptable (40, 41). The sub-concepts of familial trust, 

transparency of policy decision making, perception of corruption in Australian federal 

government, complexity of policy decision making, and exclusive expert input in policy 

decision making were represented by single survey questions.  
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Second, linear regression modelling was conducted to examine the associations 

between the various sub-concepts of trust and the outcome of interest, namely trust in 

state government considered as an intermediate institution. The model with the sub-

concepts of relational trust as predictors was compared to the model with the sub-

concepts of rational trust as predictors. Then, all sub-concepts were entered into the 

model simultaneously to assess the joint effects of both relational and rational trust on 

the outcome.  

 

A sensitivity analysis was conducted on the joint model, which involved identifying any 

disproportionately influential observations and the effect of their removal on the 

regression results. A leverage-versus-squared-residual plot was assessed to identify any 

unusual or outlying data points. The model was re-run with these observations 

omitted, and results were compared with the original model. We also tested for non-

linearity using Augmented Component-Plus-Residual (ACPR) plots and assessed the 

assumptions of normality and homoscedasticity of residuals by visual inspection of a 

Kernel density plot and a residual-versus-fitted plot, respectively. Variance Inflation 

Factors (VIFs) were obtained to identify multicollinearity, and a test for model 

specification (link test) was conducted. 

 

Finally, two exploratory analyses were conducted. First, the joint model was adjusted 

according to whether demographic data was provided by the participant or withheld, 

because we thought that this could potentially reflect a participant’s level of trust in 

state government. Second, the joint model was adjusted for the effects of select 

demographic variables (age, gender, marital status, work status, and level of social 
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disadvantage and advantage) to explore their association with trust among those 

participants who did provide demographic data. 

 

All statistical analyses were carried out using Stata (version 15, StataCorp, College 

Station, Texas). The level of statistical significance was set to 0.05. 

 

3.7 Results 

3.7.1 Participants’ characteristics 

 

Our sample was drawn from participants of a state government engagement process. 

Comparison between the survey sample and the underlying state population 

demonstrated some significant differences between these two groups. Survey 

participants were mostly female and older, more educated, and more socio-

economically advantaged than the population average (see Web supplement) (See the 

Appendices section in this thesis).   

   

3.7.2 Principal Components Factor Analysis 

 

Table 4.3 provides an overview of the items and factor loadings that were combined to 

form distinct concepts. These combinations were initially developed on theoretical 

grounds and then further refined on the basis of the Principal Components Factor 

Analysis (PCFA) results.   
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c. Table 3.3 Principal Components Factor Analysis results 

Variable 
Factors 
retained 

Items and factor loadings Eigenvalue* 
Explained 
Variance 

 
Average 

inter-item 
correlation 

Cronbach’s 
alpha 

Political trust 
(intermediate institution) 

 
  

1 
 
  

Perception of corruption in state 
government (-0.50) 

2.21 
 
  

55% 
 
  

0.39 
 
  

0.72 
 
  

Trust in state government (0.85) 

State government trusts people to do the 
right thing (0.67) 

Trust in state government decision 
making process (0.88) 

Social trust (multi-item) 
 
  

1 
 
  

Trust in people in the neighbourhood 
(0.70) 

2.34 
 
  

58% 
 
  

0.44 
 
  

0.76 
 
  

Trust in people in sports clubs and social 
activities (0.74) 

Trust in people in stores (0.82) 

Trust in people in the same city/region 
(0.78) 

Political trust (local 
institutions) 

1 
 

Trust in local police station (0.64) 2.22 
 

44% 
 

0.29 
 

0.67 
 Trust in local fire station (0.64) 
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Trust in local schools (0.70)  
  

 
  

 
  

 
  

Trust in local council (0.62) 

Trust in local hospitals (0.70) 

Political trust (remote 
institutions) 

 
 
  

2 
 
 
  

Trust in newspapers (0.72) 

2.44 
1.12 

 
 
  

48% 
22% 

 
 
  

0.35 
 
 
  

0.72 
 
 
  

Trust in television channels (0.76) 

Trust in federal government (0.68) 

Trust in the Parliament (0.67) 

Trust in the courts (0.63) 

Evaluation of 
engagement exercise 

 
 
  

1 
 
 
  

Have enough information to participate 
(0.65) 

1.99 
 
 
  

39% 
 
 
  

0.24 
 
 
  

0.61 
 
 
  

Able to express opinion (0.56) 

Online methods are best to participate 
(0.71) 

Results will be used in decisions (0.53) 

Anyone can take part in online process 
(0.67) 

Perception of citizen 
power or lack of power 

2 
 

People in power try to exploit others 
(0.68) 

3.21 
1.04 

45% 
14% 

0.35 
 

0.79 
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Governments are not concerned with me 
(0.79) 

 
 
 
 
  

 
 
 
 
  

 
 
 
  

 
 
 
  

Most people try to take advantage (0.52) 

Governments only benefit special interest 
groups (0.41) 

I feel left out of community (0.64) 

I have no say in state decisions (0.80) 

I have no say in federal decisions (0.77) 

*Eigenvalues above 1 were retained. 
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3.7.3 Effect of relational trust on the level of political trust in an 

intermediate institution 

  

Linear regression was used to predict the effect of relational trust on the level of 

political trust in an intermediate institution. We compared the multivariable models 

obtained using the alternate parameterisations of the social trust sub-concept (with 

Model 1 using the single-item measure and Model 2 using the multi-item measure – see 

Table 4.4). 

 

The results suggest that, overall, relational trust elements have little influence on the 

level of political trust in an intermediate institution. In both Models 1 and 2 only 

political trust in remote institutions is a significant predictor, with higher levels of 

political trust in remote institutions being associated with higher levels of political trust 

in an intermediate institution. The point estimates and confidence intervals for the 

effect of familial trust, political trust (local institutions) and political trust (remote 

institutions) are similar between models, suggesting that the alternative 

parameterisations of social trust have little impact on overall results. The proportion of 

variance in the outcome explained by the model is also similar between Models 1 and 

2, with adjusted R-squared values of 0.25 and 0.22, respectively.  
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d. Table 3.4 Regression models for relational trust and political trust in an 
intermediate institution – Models 1 and 2 

 Predictor  

Model 1  
social trust (single-item)  

Model 2 
social trust (multi-item) 

Coeffi
cient 

Std. 
Error 

95%CI† 
 

p-
value 

Coeff
icient 

Std. 
Error 

95%CI† 
 

p-
value 

Familial trust 
0.02 0.21 

-0.40, 
0.44 

 
0.921 0.07 0.21 

-0.34, 
0.49 

0.712 

Social trust 
(single-item) 
  

0.09 0.07 
-0.05, 
0.25 

 
0.194 --- --- --- -- 

Social trust  
(multi-item) 
  

--- --- --- --- -0.04 0.09 
-0.22, 
0.13 

0.629 

Political trust 
(local 
institutions) 
  

-0.04 0.13 
-0.30, 
0.21 

 
0.733 -0.05 0.14 

-0.34, 
0.22 

0.687 

Political trust  
(remote 
institutions)  

0.51 0.07 
0.37, 
0.65 

 

p<0.00
0 

0.54 0.07 
0.38, 
0.70 

p<0.00
0 

Adjusted R-
squared  

0.25 0.22 

†CI-Confidence Interval 

 

3.7.4 Effect of rational trust on the level of political trust in an intermediate 

institution 

 

The results suggest that perception of citizen power or lack of power, perception of 

transparency of policy decision making, and evaluation of the engagement exercise 

were all positively associated with the level of political trust in an intermediate 

institution. This means that a higher level of political trust in state government was 

predicted by a belief in citizen influence on government decisions, a positive 

assessment of the online process and higher perceived transparency of policy decision 



  Chapter 3: Why involve the public in policy decisions?     56 

 

 
 

making. The effects of other rational trust predictors were smaller and not statistically 

significant (see Table 4.5 for details).  

  

e. Table 3.5 Regression model for rational trust and political trust in an 
intermediate institution – Model 3 

Predictor Coefficient 
Std. 

Error 
95%CI† p-value 

Perception of citizen power or lack 
of power 

0.38 0.07 0.24, 0.51  p<0.000 

Perception of transparency of 
policy decision making 

0.31 0.08 0.14, 0.48  p<0.000 

Evaluation of engagement exercise 0.15 0.05 0.04, 0.27  0.007 

Perception of corruption in 
Australian government 

-0.08 0.04 
-0.16, 
0.00  

0.060 

Public input in policy decision 
making 

-0.09 0.07 
-0.24, 
0.04  

0.178 

Perception of complexity of policy 
decision making 

-0.02 0.07 
-0.17, 
0.11  

0.683 

Exclusive expert input in policy 
decision making 

-0.07 0.05 
-0.18, 
0.02  

0.142 

Adjusted R-squared  0.36 
†CI-Confidence Interval 
  

3.7.5 Hierarchical model of relational and rational trust-building theories  

 

We then compared the relative influence of each set of trust-building elements 

(relational and rational) using a hierarchical regression technique. The base model 

(Model 2) included the relational trust-building elements only, with the multi-item 

measure of social trust. Next, rational trust elements were added (Model 3). The 

addition of these elements increased the adjusted R-squared from 0.22 to 0.36. After 

adjusting for the effects of all predictors in the model, there were significant 
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associations between the outcome and both the relational sub-concept of level of 

political trust in remote institutions and the rational sub-concepts of level of perceived 

citizen power, level of perceived transparency of policy decision making, and 

evaluation of the engagement exercise (see Table 4.6). 

 

f. Table 3.6 Regression model combining elements of relational and rational 
trust – Model 4 

  
Sub-concept 

  

Coefficient 
Std. 

Error 
95%CI† p-value 

Relational trust 

Familial trust 0.01 0.17 -0.32, 
0.35 

0.927 

Social trust (multi-item) -0.08 0.09 -0.27, 
0.09 

0.345 

Political trust (local institutions) -0.08 0.13 -0.34, 
0.18 

0.537 

Political trust (remote institutions) 0.36 0.08 0.20, 0.52 p<0.000 

Rational trust 

Perception of citizen power or lack 
of power 

0.32 0.07 0.16, 0.48 p<0.000 

Perception of transparency of 
policy decision making 

0.34 0.10 0.14, 0.54 p<0.000 

Evaluation of engagement exercise 0.19 0.06 0.05, 0.33 0.005 

Perception of corruption in 
Australian government 

-0.03 0.05 -0.13, 
0.07 

0.518 

Public input in policy decision 
making 

0.01 0.08 -0.16, 
0.18 

0.889 

Perception of complexity of policy 
decision making 

0.00 0.08 -0.17, 
0.17 

0.974 

Exclusive expert input in policy 
decision making 

-0.09 0.06 -0.22, 
0.02 

0.122 

Adjusted R-squared 0.44 
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†CI-Confidence Interval 
  

3.7.6 Sensitivity analysis and model assessment 

 

We graphed a leverage-versus-squared-residual plot to examine Model 4 for unusual 

data and disproportionally influential observations. We conducted a sensitivity analysis 

which found that the removal of three influential observations did not materially alter 

the effect estimates or p-values, indicating that the model was relatively robust. We 

assessed the assumption of linearity between predictors and the outcome using 

Augmented Component-Plus-Residual plots. There was no evidence to suggest any 

non-linear relationships. Inspection of kernel density plots showed that residuals were 

approximately normally distributed. Visual inspection of residual plots indicated little 

evidence against the assumption of homoscedasticity of errors. The mean Variance 

Inflation Factor (VIF) was 1.35, which suggested no concerning collinearity among the 

predictor variables. Finally, there was no evidence from a link test for model 

specification that the model had been incorrectly specified. 

  

3.7.7 Examining the role of personal characteristics 

 

In our sample, around a third of the participants (75/234=32.05%) did not answer 

demographic questions. We examined whether providing demographic data was 

associated with the outcome or was potentially confounding any of the other observed 

associations. We defined ‘providing demographic data’ as having answered at least four 

of the eight demographic questions in the original questionnaire. There was little 
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change in the effect estimates from the joint model (Model 4) when ‘demographic data 

status’ was added to the model (data not shown).)) 

 

3.7.8 Exploratory analysis with the addition of demographic data 

 

We also examined the effect of particular demographic characteristics among those 

who provided demographic data. In this model (Model 6), we included the following 

demographic items: gender (male/female), age (young/middle-aged/older-aged), 

marital status (partner/no partner), work status (working/not working), and socio-

economic status (from most disadvantaged (1) to most advantaged (10)). The addition 

of the demographic variables significantly improved the variance in the level of 

political trust in an intermediate institution outcome explained by the model (F (17, 

78)=7.76, p< 0.000, Adj. R2 0.51, Root MSE 0.77, 96 observations). In addition to 

perception of citizen power or lack of power, perception of transparency of policy 

decision making, evaluation of engagement exercise, and political trust in remote 

political institution another variable showed a significant association: exclusive input 

from experts (see Table 4.7 for a comparison between Models 2, 4, and 6). Because the 

number of observations for the group providing demographic data is almost one third 

smaller than for the main regression model, these results should be interpreted 

cautiously. 
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g. Table 3.7 Relational and rational trust-building elements with the addition of demographic data 

  
Predictor 

 

Model 2 Model 4 Model 6 

B SE B 95%CI† p-value B SE B 95%CI† 
p-

value 
B SE B 95%CI† 

p-
value 

Familial trust 0.07 0.21 -0.34, 0.49 0.712 0.01 0.17 -0.32, 0.35 0.927 0.07 0.20 -0.32, 0.47 0.721 

Social trust (multi-item) -0.04 0.09 -0.22, 0.13 0.629 -0.08 0.09 -0.27, 0.09 0.345 -0.02 0.12 -0.28, 0.22 0.834 

Political trust (local institutions) -0.05 0.14 -0.34, 0.22 0.687 -0.08 0.13 -0.34, 0.18 0.537 -0.17 0.15 -0.48, 0.13 0.271 

Political trust (remote institutions) 0.54 0.07 0.38, 0.70 <.0001 0.36 0.08 0.20, 0.52 <.0001 0.35 0.11 0.12, 0.58 0.003 

Perception of citizen power or lack 
of power 

    0.32 0.07 0.16, 0.48 <.0001 0.33 0.10 0.12, 0.54 0.002 

Perception of transparency of policy 
decision making 

    0.34 0.10 0.14, 0.54 0.001 0.42 0.12 0.18, 0.66 0.001 

Evaluation of engagement exercise     0.19 0.06 0.05, 0.33 0.005 0.18 0.07 0.03, 0.34 0.019 

Perception of corruption in 
Australian government 

    -0.03 0.05 -0.13, 0.07 0.518 -0.03 0.09 -0.21, 0.14 0.729 

Public input in policy decision 
making 

    0.01 0.08 -0.16, 0.18 0.889 -0.06 0.10 -0.28, 0.15 0.556 

Perception of complexity of policy 
decision making 

    0.00 0.08 -0.17, 0.17 0.974 0.08 0.09 -0.11, 0.27 0.406 



  Chapter 3: Why involve the public in policy decisions?     61 

 

 
 

Exclusive expert input in policy 
decision making 

    -0.09 0.06 -0.22, 0.02 0.122 -0.22 0.06 -0.35, -
0.08 

0.002 

Gender: male*         -0.13 0.17 -0.48, 0.20 0.432 

Age: middle*         0.22 0.19 -0.16, 0.61 0.251 

Age: old*         0.57 0.35 -0.13, 1.29 0.112 

Marital: partner*         0.19 0.21 -0.23, 0.61 0.367 

Work: not working*         -0.74 0.26 -1.27, -
0.20 

0.007 

IRSAD: most advantaged*         0.04 0.19 -0.33 0.42 0.803 

Adjusted R-squared 0.2227 0.4492 0.5195 

†CI-Confidence Interval, *Demographic data referent levels: Gender: female, Age: young, Marital: no partner, Work: working, IRSAD: most disadvantaged.  
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3.8 Discussion 

  

The regression model that included relational and rational trust-building elements 

delivered some important results. In particular, it revealed a number of potential 

predictors for political trust in an intermediate institution like the state government. 

Specifically, it provided empirical support for hypotheses 3, 4, 5, and 7. This means 

that there is a positive association between each of the following and the level of 

political trust in an intermediate institution like the state government: 

 

o level of political trust in remote institutions like the federal 

government; 

 

o evaluation of government public engagement exercise; 

 

o perceived level of transparency of government policy decision making; 

and 

 

o perceived level of citizen power. 

 

Cook et al. (28) have highlighted the role of transparency in processes in increasing 

confidence in institutions, and our regression model supported this idea. The more our 

participants perceived that they could influence decisions, and the more they perceived 

decision-making processes as transparent, the higher was their level of trust in the state 

government. In particular, evaluating the engagement exercise positively was associated 

with a higher level of trust. However, from our data, we cannot infer that there was a 

causal relationship between any of the predictors in our model. State government 

decisions impact directly on the day-to-day dealings of citizens. When citizens 
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understand the rationale for state government decisions and feel that they are a part of 

policymaking, their level of trust in the state government tends to increase.  

 

Our model revealed that some factors did not appear to predict political trust in an 

intermediate institution. Specifically, it did not provide support for hypotheses 1, 2, or 

6. This means that there was little evidence to suggest an association between any of 

the following factors and political trust in an intermediate institution like the state 

government: 

 

o level of familial or social trust; 

 

o level of political trust in local government institutions; or 

 

o perceived level of corruption. 

 

Half of the participants in our study perceived the Australian government to be honest, 

and the other half perceived it to be corrupt. These results made it difficult to ascertain 

whether the perceived level of corruption influenced trust in an intermediate 

institution. Trust in one’s immediate family and social trust were not significantly 

associated with trust in the state government. Indeed, the only relational factor 

associated with trust in the state government was trust in remote political institutions 

like the federal government. Therefore, our results provided little support for the 

relational trust-building theory that trust in other people can influence trust in 

institutions. Instead, our results provided substantial empirical support for the rational 

trust-building theory that trust is the result of the public evaluating the government 

positively in terms of its transparency and their involvement in decision making. This 
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finding has significant implications for conceptualising, measuring and, in particular, 

building political trust in intermediate political institutions like the state government. 

These types of institutions need to focus on performing well with respect to being 

transparent and seek to meaningfully involve the public in decision making to increase 

public trust. 

 

Although we did not detect any strong effects of relational elements on the level of 

trust in state government, our findings are consistent with more general aspects of 

relational trust-building theories. We found that trust in intermediate institutions like 

the state government can, and therefore should, be examined as a separate sub-concept 

from federal and local governments, in line with calls from Levi and Stoker (25), who 

suggest that there may be differences in trust between diverse government levels. We 

found that the public does distinguish the state government from the federal 

government. However, trust in the state government rises and falls with trust in the 

federal government, probably because both levels of government are experienced as 

similarly remote or distal from one’s everyday activities. Our analysis of social trust 

(multi-item) suggests that measures of social trust should be contextualised. For 

example, our study showed that trust in people at one’s church or place of worship 

might not be a helpful item to be included in Australian surveys due to the low 

response rate. According to data from the Australian Bureau of Statistics (42), around 

25% of Australian residents do not report any religious affiliation, and there is a 

downward trend in people identifying with specific institutionalised religions. 
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The literature contains a mix of results concerning the influence of demographic 

characteristics on trust (31, 43). We have canvassed that literature and compared it to 

our results. Based on an empirical study, Jennings and Stoker (44) propose that social 

trust varies with age, and changes throughout a person’s life: trust was found to decline 

as people transition from adolescence into young adulthood but then rise again as 

people age. This pattern of change also finds support in the theorising of Uslaner (31). 

However, Jennings and Stoker (44) warn that socioeconomic status may either 

independently influence or confound the relationship between trust and age. 

Socioeconomic factors have been found to influence social trust. In particular, income 

inequality has been shown to have a significant effect on trust in cross-national studies 

(45): the greater the inequality in income, the lower the level of social trust. When 

proposing government policies that could increase trust, Knack and Zak (46) suggest 

these should focus on reducing economic inequality. There is conflicting evidence 

regarding the influence of gender on social trust. In a study using trust games to 

investigate gender differences in adolescents, Derks, Lee, and Krabbendam (47) found 

males to be more trusting than females. However, Job used a survey instrument and 

found that females have a higher level of social trust relative to males (20). Meanwhile, 

other studies using survey measures did not find gender to be a significant predictor of 

social trust (31, 48). Finally, with respect to marital status, Lindström (49) found that 

unmarried and divorced men and unmarried women had lower levels of generalised 

trust than married or widowed men and women and divorced women. However, 

results from a second study have not found this same relationship (48).  
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In the present study, we did not detect significant associations between age, gender, 

socioeconomic status or marital status and political trust. Only work status was found 

to be associated with political trust: people who are not working have a lower level of 

trust in government compared to those who are in the workforce. However, this result 

was based on only a subset of our study participants, as almost one-third of 

respondents did not provide demographic data. Findings regarding the effects of 

demographic characteristics should be interpreted with caution and may not be readily 

generalised to either the whole survey sample or the wider population.  

 

3.8.1 Study limitations 

 

Our study was a cross-sectional survey, and there are limitations with respect to the 

measurement of trust through such an instrument since there are time-variant and 

confounding factors that cannot be captured. We suggest that surveys regarding meso-

level institutions, in particular state governments, could be conducted using 

longitudinal designs, thereby minimising the effect of potentially confounding factors 

such as the current economic climate and the influence of public opinion on elected 

officials. Our survey participants took part in a state government public engagement 

process, which may have affected their base level of trust in state government. These 

participants also had direct contact with state government via the engagement process, 

while most of the broader population would not have such contact in their day-to-day 

interactions. Our familial trust measure was treated as a single item in the regression 

model, whereas the typical familial trust measure includes multiple specific inner social 

circles (e.g., work colleagues), and these differences may have influenced the results 

regarding the effects of familial trust. 
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3.9 Conclusion 

 

It has been argued that trust in government is a multi-factorial concept (22). Our 

research shows that rational trust theories are largely able to account for trust in state 

government. Political trust in an intermediate institution like the state government is 

associated with positive evaluation of government public engagement exercises, 

perception of transparency of government policy decision, and the perception of 

citizen power over government decisions. However, political trust in the state 

government does not seem to be associated with perception of government 

corruption. 

 

Alongside rational trust theories, relational trust theories do help explain variation in 

political trust, but only a little. Specifically, relational trust theories help to account for 

the association between trust in state government and trust in remote institutions like 

the federal government. Political trust in an intermediate institution like the state 

government is positively associated with political trust in remote institutions like the 

federal government, but it is not associated with familial or social trust or political trust 

in local government institutions. We found evidence that our sample does tend to view 

the state government as a separate institution from the federal government.  However, 

the public may experience both levels of government as similarly remote or distal from 

its everyday activities. 

 

These findings commend more public involvement in policymaking on the part of 

intermediate institutions like the state government (50). Our research highlights that 

such engagement may help to increase public trust by allowing the public to view the 
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government as performing well in terms of being transparent and meaningfully 

involving the public in its decision making. Engagement processes cannot afford to be 

trivial or tokenistic in the eyes of the public. They need to be conducted in a way that 

participants evaluate positively because this evaluation influences trust in government. 

Governments may also enhance public trust by developing policies that increase the 

transparency of decision making in general. Our research has produced empirical 

evidence to support these ideas. 

 

3.9.1 Future directions for research 

 

We examined trust in state government and how it relates to the involvement of the 

public in policy decisions. We included some measures of trust related to participants’ 

evaluation of the government decision-making process. However, policy decision 

making is a complex concept, and the development and validation of a scale to 

measure the public’s perception of government decision processes would be valuable 

in future trust studies. 

 

We also used some specific measures of social trust and trust in state government. 

Development of country-specific multi-item social trust measures would also assist in 

the further development of trust-building theories.  
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Chapter 4: Public involvement in the healthcare sector 
and HTA 

 

In Chapter 3, one of the challenges identified in the public involvement field was the 

absence of clear justification for engaging the public in government policy decisions. 

This chapter explores the drivers for the engagement of external stakeholders in 

healthcare systems, presents some of the ways in which public involvement has been 

conceptualised, and describes the core challenges in this field. 

 

The central debates around public involvement in healthcare and the specific topics 

that informed the conceptualisation of this PhD research project are explained below. 

Specifically, this chapter addresses some of the determining factors for public 

involvement (related to the ‘why’ of the main research question) and the problems in 

the implementation of such initiatives (related to the ‘how’ of the main research 

question). These two topics are presented first in the context of broad healthcare 

policy development (sections 4.1 to 4.4) and then specifically in relation to HTA 

(sections 4.5 and 4.6). 
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4.1 Patient and public involvement in policy 

 

In this chapter, public involvement is considered a separate concept from patient 

involvement. This will be discussed in more depth in Chapter 5, where a taxonomy for 

the involvement of different groups in HTA will be presented. 

 

Countries around the world struggle with the administration of the health sector as 

there is a constant tension between, on one side, increasing costs and scarcity of 

resources (financial and human) and, on the other, rising demand for treatments and 

services. Governments have implemented various governance policies to assist in the 

management of healthcare systems to try to align the needs of those working within 

them and of those expected to use health services. Some administrators have tried to 

implement new governance structures, such as shared governance (1) or clinical 

governance (2), to help solve these problems. The principal problem with these 

approaches is their exclusive focus on attending to the needs of internal stakeholders 

within the health sector. However, various factors have pressured governments to 

increase the involvement of external stakeholders in healthcare decisions, particularly 

patients and the public.   

 

4.2 Patient involvement in healthcare 
 

In the late 1970s, the World Health Organisation’s Declaration of Alma Ata (3) stated: 

 

The people have the right and duty to participate individually and collectively in the planning 
and implementation of their health care. (3) 
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The Alma-Ata Declaration was one of the first official calls for the increased 

involvement of patients in their treatment and in the development of healthcare 

policies. The Declaration was followed by a range of actions by governments globally 

to increase the involvement of patients in decisions, which focused mainly on patient 

satisfaction as a measure of healthcare quality (4-6). This emphasis on patients as 

customers and patient satisfaction, however, has been shown to be problematic, and 

Barnes (7) and Williams (8) describe this approach to patient involvement as 

paternalistic (9), since it does not take into account the will of patients. Reducing the 

role of patients in healthcare decisions to that of consumers exacerbates the existing 

power differentials between those who provide care and those who receive care (10).  

 

4.3 Public involvement in healthcare 
 

A seminal work by Arnstein (11) guided much of the initial discussion in defining the 

nature of public involvement processes. Arnstein developed a typology of citizen 

participation based on how much control over decisions the powerful shared with the 

powerless (in her work, the latter was represented by citizens). Some public 

involvement strategies were classified as forms of ‘non-participation’ (called by 

Arnstein Manipulation and Therapy), others were classified as tokenistic (Informing, 

Consultation, and Placation), and some forms were classified as allowing citizens to 

have control and power to influence decisions (Partnership, Delegated Power, and 

Citizen Control). Arnstein’s work was developed during the 1960s, when the social 

movements for public input in government policy and demands for power-sharing 

were high, which explains the uncompromising tone of this work (12). 



  Chapter 4: Public involvement in the healthcare sector and HTA     77 

 

 
 

Some researchers have built on Arnstein’s idea, in which the level of public 

involvement is examined only from the public or citizen perspective (13). However, 

others have criticised this approach. Bishop and Davis (14) suggest that public 

involvement processes should not be considered as being on a continuum from non-

participation to full-participation; rather they should be seen as discontinuous, with 

different strategies being used in diverse circumstances. For example, consultations can 

be a useful instrument at times to ‘gauge community reaction to a proposal and invite 

feedback’ (p. 27) or a referendum could be used to ‘hand control of an issue to the 

electorate’ (p. 27). On this view, one form of public involvement is not inherently 

better than another. 

 

The differences between types of involvement processes are still being discussed in the 

literature of a variety of fields (e.g., environment, health). These debates highlight the 

diverse ideological and theoretical underpinnings of the methods proposed, many of 

which have their origins in contrasting democratic theories, particularly theoretical 

frameworks concerning representative and participatory democracy (15, 16).  In 

representative democratic theories, the public elects their government representatives, 

whom they entrust to run the government and make decisions on their behalf. 

Candidates represent the points of views of various segments of the population, and 

public influence in decisions and policy development happens indirectly (15). Theories 

of representative democracy suggest that direct public involvement is unnecessary. By 

contrast, participatory democracy theories purport that, alongside electing 

representatives to look after their interests, members of the population should also be 

directly engaged in specific decisions and policies to fulfil democratic aspirations (16).  
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Public involvement processes that are akin to representative democratic practices tend 

to follow pragmatic considerations of obtaining relevant information to solve specific 

policy problems (17). The information gathered can be used, in conjunction with other 

considerations, by the elected representatives and their delegates to make decisions. 

Alternatively, processes that follow a participatory approach are concerned with the 

public’s ability to influence decisions, and the direct input from the affected publics is 

considered necessary to support well-informed and legitimate decision making (17). In 

the healthcare literature, these contrasting approaches are known as technocratic versus 

democratic. Technocratic processes are concerned with objective and evidence-based 

information to be included in decision making, whereas democratic processes are 

concerned with inclusiveness and place great value on who takes part in policy 

decisions and how they are involved (17, 18). 

 

4.4 Challenges in involving the public in healthcare settings 
 

At the same time as there was an increased push for patient involvement in health care, 

social movements also demanded more ‘public involvement’ in government policy 

development more generally. In response to the increased calls for public involvement 

in healthcare, governments made changes to their governance structures and started to 

develop mechanisms to involve the public (as discussed in Chapter 3). In the United 

States, in the 1970s, regulations requiring the involvement of the public in 

decentralised health care planning units, known as Health Systems Agencies (HSAs), 

spread across the country (19, 20). Canada, the United Kingdom and Australia 

followed suit by developing a range of methods for involving the public in the health 

sector (21-23). Public participation has gradually increased over the years, and 
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programmes to facilitate further engagement are still high on most government 

agendas (24). However, the action has often lagged behind the rhetoric and, in some 

cases, public involvement has not been maintained. 

 

The extant literature on public involvement in health policy has claimed positive 

outcomes for public involvement initiatives (22, 25): increasing accountability to the 

population on how resources have been allocated, providing policymakers with 

information that can assist in problem-solving during the development of new policies, 

fostering trust, and reducing conflicts. 

 

Some writers, however, have pointed to potential drawbacks related to involving the 

public in policy decisions (26), such as increasing the time for decisions to be made, 

increasing costs for governments, the difficulty of changing decisions once they have 

public approval, and possibly decreasing trust in government (26, 27). 

 

In some instances, encouraging results have been found after some public involvement 

processes have been implemented (28). Most recent research has stated that there is a 

need for the development of robust methods for evaluating public involvement 

processes (29), as their impact in healthcare policy is difficult to assess due to a lack of 

standard definitions for what public involvement is and who is being involved (who 

the ‘public’ is). Additionally, the objectives for involvement are not well developed, and 

which involvement approaches should be adopted is not always clear (29, 30). 
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One of the challenges in this area starts with definitions for public involvement 

processes. The scholarly literature lacks definitions for terms such as involvement, 

engagement, and participation but it also conflates the terms public and patient. In this 

thesis, ‘involvement’ has been used as an umbrella term to include a variety of 

processes independent of their conceptual underpinnings (10, 28). The public here is 

defined as per the taxonomy presented in Chapter 5: ‘A community member who 

holds the public interest and has no commercial, personal, or professional interest in 

the HTA process.’ (31). 

 

4.5 Healthcare management and HTA 
 

The major concerns for those managing healthcare systems are regulatory and financial 

issues, particularly those related to ensuring the safety and quality of services (32) and 

long-term sustainability (33). HTA can help health system managers assess health 

technologies to be introduced or removed from healthcare systems (34, 35). Health 

technologies include a range of medical interventions such as medical services, surgery, 

medicines, vaccines, health programs, and the actual delivery of health care (36). 

According to Health Technology Assessment international Glossary, HTA can be 

defined as: 

 

A multidisciplinary process that uses explicit methods to determine the 
value of a health technology at different points in its lifecycle. The purpose 
is to inform decision-making in order to promote an equitable, efficient, 
and high-quality health system. 
Note 1: Definition of health technology. 
Note 2: The process is formal, systematic and transparent, and uses state-
of-the-art methods to consider the best available evidence. 
Note 3: The dimensions of value for a health technology may be assessed 
by examining the intended and unintended consequences of using a health 
technology compared to existing alternatives. These dimensions often 
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include clinical effectiveness, safety, costs and economic implications, 
ethical, social, cultural and legal issues, organisational and environmental 
aspects, as well as wider implications for the patient, relatives, caregivers, 
and the population. The overall value may vary depending on the 
perspective taken, the stakeholders involved, and the decision context. 
Note 4: HTA can be applied at different points in the lifecycle of a health 
technology, i.e., pre-market, during market approval, post-market, through 
to the disinvestment of a health technology. (37) 

 

Policymakers from several developed and developing nations use HTA reports to 

assist them in making healthcare funding decisions (38-42). Publicly funded systems, 

such as in Australia, use HTA to inform reimbursement decisions (41), and in privately 

funded systems, such as in the United States, insurers use HTA to select which items 

to cover (43).  

 

4.6 Involving the public and patients in HTA 
 

In HTA processes, evidence on what can impact the introduction of a health 

technology in a healthcare system is collected and analysed, and medical, economic, 

social, and ethical concerns are considered. Patients and the public can provide, 

respectively, information that is relevant to the medical aspects and to social and 

ethical aspects of health technologies (44). It has been argued that the public can 

specifically help with issues related to the broader social value of funding health 

technologies (45). In this thesis, social, societal or public value refers to the concept of 

‘terminal value’ as defined by Shams et al. (46), which includes some characteristics 

such as being able to affect one’s choices, being more resistant to change over time 

than other types of beliefs, being able to motivate people to sacrifice their individual 

interests, being trans-situational. Terminal values are related to results of policymaking, 

according to Shams et al. (46), which makes them appropriate to the investigation of 
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stakeholders’ values in healthcare funding policy decisions. When participants present 

their views as arising from their broader beliefs and as not related to their (or their 

stakeholder group) immediate benefit, for example, these views are assessed as terminal 

values.   

 

Patient involvement in HTA has enjoyed growing acceptance in HTA circles (47). 

However, there is evidence that HTA agencies themselves are not comfortable with 

adding ‘public involvement’ to their processes as these organisations already have 

stretched resources meeting the rigorous demands of the HTA process (48). The lack 

of clear taxonomies of processes (49) and their effectiveness (50) have also been 

pointed out as reasons for resistance in adopting public involvement processes in 

HTA.  

 

Despite all these challenges and due to government pressure, several methods have 

been employed to involve the public in HTA (50). This has brought to light questions 

that are commonly found in other areas of healthcare, such as why involve the public 

and whether it differs from involving patients (51, 52). Because the rationale for 

involving different types of stakeholders is not established, it has been unclear which 

type of group (patient or the public) can contribute to healthcare funding decisions and 

how. The next chapter will discuss the rationale for public involvement in HTA 

(Chapter 5).  
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Chapter 5: Definitions of the public and patients in the 
literature 

 

In Chapter 4, background literature on patient and public involvement in the 

healthcare s presented. The present chapter will focus on public involvement in Health 

Technology Assessment (HTA), and it will tackle one of the main issues in this area: 

how to define who the ‘public’ is in comparison to other healthcare system 

stakeholders (such as patients and caregivers).  

 

Chapter 5 explores the types of groups that can be involved in HTA and healthcare 

funding decisions and highlights the research gap related to the rationale of public 

involvement in HTA discussed in the previous chapter. The paper presented here 

proposes a taxonomy for defining the ‘public’ as a different group from patients and 

presents a rationale for public and patient involvement in HTA based on scholarly 

literature and the views of HTA practitioners. The results of this study relate to the 

first and second sub-questions of this thesis: Why involve the ‘public’ in healthcare 

funding decisions? How can the ‘public’ be defined in HTA? It also helps answer the 

main research question (Why and how should the public be involved in HTA and 

healthcare funding decision-making processes?).  

 

This article provides the first step in the discussion of public involvement specifically 

in HTA, and it will be followed by an in-depth examination of a case study in Canada, 

which will be discussed in Chapters 6, 7, and 8.   
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5.1 Statement of authorship 
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5.2 Abstract 

Article title: Defining the role of the public in Health Technology Assessment (HTA) 

and HTA-informed decision-making processes 

 

Objectives: The terminology used to describe community participation in Health 

Technology Assessment (HTA) is contested and frequently confusing. The terms 

patients, consumers, public, lay members, customers, users, citizens, and others have 

been variously used, sometimes interchangeably. Clarity in the use of terms and goals 

for including the different groups is needed to mitigate existing inconsistencies in the 

application of Patient and Public Involvement (PPI) across HTA processes around the 

world. 

 

Methods: We drew from a range of literature sources in order to conceptualise (i) an 

operational definition for the ‘public’ and other stakeholders in the context of HTA 

and (ii) possible goals for their involvement. Draft definitions were tested and refined 

in an iterative consensus-building process with stakeholders from around the world. 

 

Results: The goals, terminology, interests, and roles for PPI in HTA processes were 

clarified. The research provides rationales for why the role of the public should be 

distinguished from that of patients, their families, and caregivers. A definition for the 

public in the context of HTA was developed: a community member who holds the 

public interest and has no commercial, personal, or professional interest in the HTA 

process. 
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Conclusions: There are two distinct aspects to the interests held by the public which 

should be explicitly included in the HTA process: the first lies in ensuring democratic 

accountability and the second in recognising the importance of including public values 

in decision making. 
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Chapter 6: Characterising Canadian HTA as a system 

 

In Chapter 5, the goals for public involvement proposed by HTA practitioners and 

academic researchers involved in PPI were to: improve the comprehensiveness of 

evidence for decision making related to individual health technologies, increase 

legitimacy for processes regarding preventive technologies, increase the public’s ability 

to engage in their own healthcare and be involved in democratic processes, ensure that 

HTA processes align with public values and interests, and explain the rationale for 

decisions denying life-saving or life-altering health technologies. A member of the 

public was defined as ‘a community member who holds the public interest and has no 

commercial, personal, or professional interest in the HTA process.’  

 

In Chapter 6, the Canadian HTA at both national and provincial levels is examined as a 

Complex Adaptive System. This chapter will discuss the Canadian HTA system, and 

make the first step in this thesis in trying to understand how changes to the system, 

such as the introduction of public involvement, are viewed by a range of HTA 

stakeholders, whose perspectives should be considered when designing engagement 

strategies. This chapter relates to the third sub-question of the thesis: what does HTA 

look like when figured as a complex and adaptive system composed of individuals with 

diverse worldviews? It also helps to answer the second part of the main research 

question: Why and how should the public be involved in HTA and healthcare funding 

decision-making processes? 
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This work was conducted in Canada, which is a country with a decentralised, publicly 

funded healthcare system, where individual provinces use HTA reports to make 

decisions regarding the reimbursement of health technologies. Canada’s use of HTA is 

not dissimilar to other developed nations and is particularly relevant to comparable 

countries such as Australia, where this thesis has been written. This article sets the 

scene for the discussion of the introduction of public involvement to HTA, as it 

describes how changes are usually dealt with in the context of HTA processes.   
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6.2 Abstract 

Article title: Understanding Canadian Health Technology Assessment through a 

systems lens 

 

Objective: Governments around the world face challenges in maintaining sustainable, 

high-quality healthcare systems. Health Technology Assessment (HTA) is widely used 

as a method to assist in funding decisions. However, the scope and influence of HTA 

is still limited. We examined how policymakers can improve the usefulness of HTA. 

 

Methods: We used Systems Thinking as a theoretical framework to examine HTA as a 

system. We purposely sampled stakeholders involved in HTA in Canada at a national 

or provincial level. We conducted 22 semi-structured interviews in September-

December 2016. Data were analysed using NVivo 10 and findings are presented as a 

concept map with explanatory text. 

 

Findings: The HTA system is influenced by stakeholder interactions. Such 

interactions are, in turn, affected by stakeholders' worldviews and contextual factors. 

Stakeholders' worldviews include individuals and group values and they affect the 

exchange of information, and the interpretation of events. Factors external to the 

system, such as changes to government structures, also affect the system. 

 

Conclusion: Most stakeholder groups are supportive of the HTA system. However, 

participants identified a need for change, though the exact changes being commended 

differed. Some interactions were praised (formal, inclusive collaborations to provide 

government with policy guidance on both broad and technology-specific matters), 
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while other interactions were criticised (two-party alliances formed around purposes 

other than the common good, and lacklustre patient and industry engagement on the 

part of provincial government). 
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Chapter 7: HTA stakeholders’ perspectives on public 
involvement in HTA 
 
 
In Chapter 6, HTA was characterised as a Complex Adaptive System, in which HTA 

stakeholders were considered the most influential factor. HTA stakeholders were 

influenced by their personal and group worldviews and values and their interactions 

centred on exchanging information about HTA (the system) and its environment. 

Most study participants were supportive of HTA as a tool to be used in government 

decision making, but many changes to the HTA process were suggested. The lack of 

agreement between stakeholders can make changes to the system difficult to 

implement and may result in other non-expected consequences depending on how 

those who are part of the system see those changes.  

 

The present study explores HTA stakeholders’ views of public involvement processes 

in HTA settings in Canada. It presents further empirical support for the notion that 

confusion between the roles of the public and patients in HTA is common and it 

presents the second part of the findings of the semi-structured interviews with HTA 

stakeholders. This study relates to the fourth sub-question of this thesis: what do HTA 

stakeholders and the public think about the rationale and design of public involvement 

in HTA and related funding decisions? It also relates to the second part of the main 

research question: Why and how should the public be involved in HTA and healthcare 

funding decision-making processes?   
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7.2 Abstract  
 
Article title: HTA stakeholders’ perspectives on public involvement in Canadian 

HTA. 

 

Background: Health Technology Assessment (HTA) has been adopted by many 

countries to optimise health sector expenditure and to select health technologies to 

include in their healthcare systems. Currently, numerous processes are being employed 

in HTA to involve the public. However, there are problems related to how to define 

the public and what rationales can be used to foster public involvement in HTA.  

 

Objective: To understand the perspectives of HTA stakeholders regarding the 

involvement of the public in HTA. 

  

Design: A purposive sample of HTA stakeholders involved in Canadian HTA 

processes was selected. We conducted 22 semi-structured interviews from September 

to December 2016. Data were analysed using an inductive and deductive approach 

under the theoretical framework of Systems Thinking. 

 

Results: HTA stakeholders do not have a clear definition of who the public is in 

HTA settings or the rationales to involve them. Participants were able to differentiate 

the public and the patient perspectives in HTA and suggested that public involvement 

processes could be used before or after HTA processes take place, but not during the 

assessment of health technologies. 
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Discussion and Conclusion: Our study found that HTA stakeholders see public 

involvement in HTA as useful. Research participants propose that the stages at which 

public involvement should occur are different from current calls for public 

involvement in HTA in the scholarly literature. Consideration of the views of 

stakeholders is important to understand the challenges in increasing public 

participation in HTA. 
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7.3 Paper 
 
Introduction 

 

Health Technology Assessment (HTA) has been adopted by many countries to 

optimise health sector expenditure and to select health technologies to include in their 

healthcare systems (1). In HTA, health technologies encompass medicines, medical 

devices, vaccines, diverse types of medical tests, and health programs (2). HTA 

assesses new health technologies in terms of their safety, cost-effectiveness, and ethical 

and social impacts.  

 

There is evidence that HTA can assist managers in reducing costs and improving 

healthcare system outcomes (3-5). However, some critics argue that HTA could 

examine ethical and social issues in more depth (6-11). Involvement of the public in 

HTA has been considered as one way of incorporating this type of information and 

social values into the evaluation process (12).  

 

Currently, a range of processes are used in HTA to involve the public (13). However, 

definitions of who the public is have only emerged very recently (14). This paper 

investigates the views of HTA stakeholders regarding public involvement processes in 

Canada. It answers the following research question: How do HTA stakeholders view 

the rationale and design of public involvement in HTA and related funding decisions? 
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7.3.1 Canadian HTA 

 

This paper focuses on the Canadian HTA process at the national level and in one 

province (which is not named to protect the anonymity of participants). At the national 

level, Canada has a pan-Canadian HTA agency, which assesses health technologies that 

are classified into three categories: cancer drugs, non-cancer drugs and non-drug 

medical interventions and services. The national agency has expert review committees 

for each of the categories mentioned; the membership of these committees includes 

patient members (for the committee reviewing cancer drugs) or public members (for 

the other committees). The national HTA agency has specific definitions for ‘patient’ 

and ‘public’ in these contexts (15). At the provincial level, the design of the HTA 

processes varies across the provinces. Some provinces have stand-alone HTA 

organisations, whereas others have HTA processes within their Ministries of Health or 

only use the pan-Canadian HTA agency processes. 

 

7.4 Methods 

7.4.1 Theoretical framework 

 

This paper employs two Systems Thinking approaches to the project design, data 

collection, and analysis, namely Complex Adaptive Systems (CAS) (16-18) and Soft 

Systems Methodology (SSM) (19). This article is part of more extensive research using 

these two methodologies. In CAS, phenomena of interest are considered systems, 

which have agents that interact with one another, learn, and adapt to their 

environment. In this way, the HTA process is regarded as a system, and HTA 

stakeholders are examined as system agents (See Table 7.1). The Canadian government 
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processes at the provincial and national levels are taken to be the system’s surrounding 

environment.  

 

SSM has been adopted as another theoretical framework because the system 

investigated here is a social system, in which people (HTA stakeholders) interact. In 

SSM, specific situations are constructed as problematic by the people involved. The 

people involved in a problematical situation are deemed to have individual worldviews 

that influence their actions and their interactions with others. In the present study, the 

introduction of public involvement processes into HTA is conceptualised as a 

‘problematical situation’ (19). In this sense, SSM has informed the analysis of the 

interactions between HTA stakeholders and their worldviews as described by 

participants in their interviews.   

 

7.4.2 Data collection and analysis 

 

Participants were recruited using a Maximum Variation Sampling strategy (20) to select 

HTA stakeholders who could provide diverse perspectives related to the HTA process 

in one Canadian province and the pan-Canadian HTA process. We selected 22 

participants and conducted interviews from September to December 2016. Some 

interviews were conducted face-to-face and some via telephone, depending on the 

availability and location of participants. The name of the province and other 

organisations cited in the interviews are omitted to protect the privacy of participants. 

Recordings from interviews were transcribed and analysed using NVivo 10 qualitative 

software. Transcripts were coded using an inductive and deductive strategy (21, 22); 
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based on the theoretical framework, a list of initial codes was created, and open coding 

was also used. ELM and JS coded three interviews separately and then discussed the 

results to achieve an agreed coding strategy. ELM coded the remaining interviews. This 

process resulted in 306 codes (30 initial codes and 276 emerging codes). These codes 

were first aggregated into first-order themes (based on the content of codes) and then 

organised under theoretically informed second-order themes (based on CAS and SSM). 

(See the Appendices section in this thesis). Findings reported here relate to 

participants’ views of public involvement processes in the Canadian HTA at national 

and provincial levels. Results are presented under the following sub-headings: 

‘Definition of public’, ‘Differences between public and patient involvement in HTA’, 

‘Current methods used to involve the public’, ‘Public involvement in HTA processes’, 

and ‘Public involvement in healthcare funding decisions’. 

 

h. Table 7.1 Participants 

 
Stakeholder 

group 
 

Role in the HTA 
process 

Participants 

HTA 
representatives 

 

Conduct HTAs and 
write HTA reports 

 
Two from different provincial 
HTA units 
 
Two from the same national 
HTA agency 
 

Health industry 
representatives 

 

Make submissions to 
HTA processes 

 
Two from medical device 
organisations (an umbrella 
organisation and a company) 
 
Three from pharmaceutical 
organisations (two from the same 
umbrella organisation and one 
from a company) 
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Patient 
representatives 

 

Take part in 
recommendation 
meetings discussing 
HTA reports  
 
Make submissions 
to HTA processes 

 
Three from the same HTA 
expert committee at the national 
level 
 
 
One from a patient organisation 

Healthcare system 
staff 

 

Request and receive 
HTA reports 

 
Two provincial policy-related 
staff 
 
Two provincial service-delivery 
staff 
 

Clinicians 
 

Provide information 
to provincial HTA 
processes 
 
Make submissions 
to HTA processes 

 
One expert in a provincial HTA 
process  
 
One making submissions to 
government  
 

Public member 
representatives 

 

Take part in 
recommendation 
meetings discussing 
HTA reports 

 
Three from committees at the 
national HTA agency (two from 
the same committee and one 
from a different committee) 
 

 
 

7.5 Findings 

 

7.5.1 Definition of public 

Participants did not clearly distinguish the public from patients, arguing that patients 

are also citizens and members of the public. Some participants, such as a policy-related 

healthcare system staff member and a health industry staff member (medical devices), 

used the terms interchangeably, considering both patients and the public as external 

stakeholders to HTA and government processes. Other participants attributed the 

difficulty of defining who the public is in HTA processes to how the public is 

conceptualised:   
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…[T]here isn’t an organised public, right?.... I would really like to see what 
that public role would be, who is considered to be the public, and how that 
might actually contribute to a better quality HTA (Patient organisation 
representative) 

 

Despite this, many participants were able to express differences between patient and 

public perspectives or interests in HTA, stating that the public perspective or interest 

would be concerned with a societal viewpoint related to how government money is 

spent and the overall impact that the introduction of a health technology has in the 

healthcare system. This contrasts with the patient perspective or interest, which was 

seen as narrowly related to specific health conditions and health technologies to treat 

them. However, participants did not agree on which type of stakeholder could 

represent the public perspective or interest, and various suggestions were put forward: 

citizens, public members in HTA expert review committees, the provincial drug plans, 

or the provincial department of health.   

 

I think [Name of the provincial health department] is already taking the 
public standpoint because they have to look at sort of facilitating budgets 
for all different types of diseases, so they probably do play that role already. 
I don’t know how much more beneficial a public representative is on that 
group (Clinician 1) 

 

7.5.2 Differences between public and patient involvement in HTA 

 

Patient involvement in HTA was seen as a means to understand the impact of health 

technologies on patients. By contrast, public involvement was seen to mainly provide 

legitimacy to HTA processes by explicitly including a tax-payer perspective in relation 

to the costs and value of health technologies. Accounts of the relevance, importance 

and influence of patient involvement were more consistent among participants than 
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was the case for public involvement. Most participants were able to elaborate on the 

differences between patient and public involvement in HTA by mainly focusing on 

what patient involvement entails:  

 

I think individuals with specific diseases are good if you are going to reflect 
only within the environment or the space for the treatment of that 
particular disease, but if you are going to reflect social values I think you 
actually have to have the perspective of citizens who are in fact the 
custodians of those social values… (Health industry representative 2) 

 

Some participants believed that there is not a role for the public to add helpful new 

information to the HTA process. However, they acknowledge that it is necessary to 

have public involvement processes in place to make the committees and HTA 

processes simply look legitimate in the eyes of the population: 

 

They are doing it for optics, and for political reasons. If someone asks the 
question, scratch beneath the surface… what impact does that input actually 
make, I don’t know. (HTA representative 1) 

 

7.5.3 Current methods used to involve the public 

 

The majority of participants were aware of the public member role in HTA expert 

advisory committees in Canada and talked about this involvement method. Committee 

members representing the public perspective were seen as beneficial by some 

participants and problematic by others. The role of public members was seen positively 

when they were seen to counterbalance other stakeholders’ interests:  

 

I think it might be helpful to gain a non-vested, external point of view.  I 
think it could be more useful than having the patient perspective because 
you have lots of vested interests. (Healthcare system staff 1) 
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Most of the problems related to the role of the public member were linked to the 

involvement model utilised in Canada, in which the public member presents the 

information provided by patients and patient organisations. Participants thought that 

public members were not as knowledgeable as patients regarding health conditions and 

patient issues:   

 

the [Name of committee] public members allocate everything from diabetes 
drugs to Parkinson’s… I don’t know what else they do, rare diseases… I 
would find it challenging to try to really look at all of those very diverse 
issues. It’s hard to understand the conditions. (Patient member 2) 

 

Participants also commented on advisory committees composed of members of the 

public, another method used in some provinces. One of the challenges related to how 

the public involvement process was operationalised and whether the information 

gathered could be incorporated into HTA. 

 

I think [Name of committee] can be more structured and more scientific for 
sure. But then it’s going to be a balance between rigour and what additional 
value that’s going to come out… I find that you get the comment [from the 
advisory committee] and it makes sense, but I don’t know what to do with 
that…(HTA staff representative 1) 

 

7.5.4 Public involvement in HTA processes 

 

Most participants suggested that the public was able to contribute to determining 

broader societal values to be considered by HTA practitioners when assessing specific 

health technologies rather than contributing to specific assessments:  
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I think there could be some form of a consultation and a deliberative 
process by which one might try to clarify what societal values are. I think 
that might be useful… How that would be done, and how it could be done 
I think is something that is more than just an HTA. (Patient organisation 
representative) 

 

Two participants commented on two ways of gathering information from the public: 

the use of online consultations and citizen’s panels. Both initiatives were considered to 

be appropriate for the involvement of the public in the decision-making processes 

happening before or after HTA, but not for the HTA assessment and report writing. 

According to these participants, these methods are to be used for broader issues rather 

than the assessment of specific health technologies: 

 

When it comes to big wholesale policy changes, we do need to put 
consultation processes out there. When it comes to the little onesies and 
twosies, the little widgets… How much public engagement can the public 
put up with, after a while it just gets to be so routine…How do you make 
sure that you are engaging them when it matters? (Healthcare system staff 2) 

 

Some participants believed that there could be an opportunity for public input in the 

final report produced by HTA agencies and units. However, various issues were raised 

in relation to the difficulty of receiving information from the public at this stage due to 

the type of knowledge required to read these reports:  

 

If you try to find regular people and put them onto a technical process, I 
don’t think that serves the intent very well at all, and if you find regular 
people who actually are technically capable then they are not regular people 
(Health industry representative 2) 

 

Increase in the time and cost of HTA processes were also raised as barriers to public 

involvement in HTA.  
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It already takes such a long time to build these reports that adding more 
layers and adding time periods to allow for all the feedback from the public 
or from patients and then incorporating that into the report it slows down 
the process. (Clinician 1) 

 

7.5.5 Public involvement in healthcare funding decisions 

 

Participants had mixed responses in relation to involving the public in priority setting. 

Some were supportive because the public could counterbalance the interests of other 

stakeholders, such as the health industry and researchers, and the public could help set 

the parameters for selection of health technologies. Others were concerned that the 

public could be swayed by other stakeholders with vested interests because their access 

to accurate information about health technologies is limited.  

 

You may have fundraising groups that raise money for technologies to go 
into hospitals or foundations, and they [the public] may be highly influenced 
by informal conversations with clinicians. I don’t know that that’s a good 
basis for buying a technology and introducing it as much as a broader 
understanding of what the technology purported to do and the impact that 
that could have on patient care and patient outcomes. (Healthcare system 
staff 3) 

 

Other issues related to which mechanisms would be used to elicit information and 

whether the prioritisation process would be systematic and repeatable, as the public 

may weigh factors related to healthcare technologies differently at different times.  

 

Some participants did not think that the public should be involved in the HTA 

recommendation committees because committees have elected government 

representatives with a mandate to make decisions on the public’s behalf. Other 
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participants believed that members of the public should take part in committees, but 

feared that the current model of involvement is not appropriate.  

 

I think we have to make sure that when we say committees, we don’t have a 
committee of 10 clinicians, and we put one member of the public on it. I 
am not sure that’s effective… One voice in a room of white lab coats might 
be intimidating or it might be a very technical discussion that’s not 
conducive to public input. (Healthcare system staff 3) 

 

Some participants highlighted that being at the table does not necessarily mean that the 

public perspective is going to be incorporated into the committee recommendation. 

 

The strength of personality and the credibility they are bringing with them 
before they even get on that committee mean an awful lot about how that’s 
going to work out and what they are able to bring to it. So, there is a little 
bit of uncertainty about under what conditions they’re going to influence 

the decision or have any sort of impact. (HTA representative 3) 
 
 

7.6 Discussion 

 

Participants reflected on a range of different rationales for involving the public and 

involving patients in HTA. However, there was disagreement about who and how the 

public perspective or interest might be presented, and some participants doubted the 

feasibility of implementing public involvement processes in HTA. This has been 

identified as a common problem in public involvement in other healthcare settings and 

can be understood under the broader issue of the lack of agreed standards for the 

objectives, processes and evaluation of public involvement (23). 

 

Because participants typically lacked a clear definition of public in HTA, the rationale 

for public involvement was also vague. Some participants believed that the 
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composition of committees needs to appear legitimate, even if the public involvement 

does not have a real impact on the outcomes of discussions. Some proposed reasons 

for public involvement included the increasing accountability of healthcare spending to 

tax-payers (represented by the public) and gaining more public advice on the social 

value of the health technologies under consideration. Recently, Street et al. (14) 

proposed goals for the involvement of the public in HTA drawing on academic 

researchers and HTA practitioners’ perspectives, which is a step forward in trying to 

address the problem of vagueness and ambiguity characterising stakeholders' ideas 

about the reasons for involving the public in HTA. Incorporating the views of other 

HTA stakeholders, particularly government staff who request and use HTA reports, 

may also help to address this problem. 

 

Participants were not able to comment on a wide range of public involvement methods 

for engaging the public in HTA. They mainly concentrated on critiquing the methods 

that were well-known to them. Only two participants departed from this with the 

caveat that other methodologies could be used to involve the public in other stages of 

healthcare funding decision making but not in HTA. One participant mentioned 

NICE’s citizens’ council as an example, but mostly raised the drawbacks of this 

method. When the perspectives of HTA stakeholders are compared to the views of the 

public with regards to the methods that can be used (24), it is clear that the public 

proposed a broader range of possible methods. Involving the public in designing 

involvement processes could assist HTA staff and governments to develop novel 

methods that are appropriate for health funding decision-making processes.  
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In general, participants did not believe that the public could usefully take part in HTA 

processes directly. Some participants commented on the possibility of social values 

from the public informing HTA; such information, however, would be collected 

externally to HTA processes and then used by HTA practitioners to incorporate public 

perspectives. Stages immediately prior to or following assessments (e.g., priority setting 

or recommendation committees) were seen as the ideal places for public involvement. 

Experiences in other countries, such as the UK, have demonstrated that it is feasible to 

involve the public at different HTA research stages (25). The stance adopted by HTA 

stakeholders regarding public involvement is in stark contrast with the opinions of the 

public (24) and with research findings which suggest that there is a need to involve the 

public in HTA (6). The problem seems to relate to the difficulty of integrating different 

types of information (e.g., ethical considerations). For example, cost-effectiveness 

analysis represents a method for integrating different types of information (on costs, 

effects on survival and health-related quality of life), but there are still other types of 

information yet unable (or not readily able) to be included in this, such as whether the 

assumptions regarding health-related quality of life reflect the values of the public. 

 

In 2011, Gauvin et al. (26) reported some ‘resistance’ in the HTA community to 

increased public involvement in HTA; nine years later, our research finds similar 

results. This indicates that, despite all the promotion of the idea of public involvement 

in HTA, the move towards greater participation is slow. However, research within 

HTA settings (27) continues to highlight avenues forward.   
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7.7 Conclusion 

 

Our research found that stakeholders involved in the pan-Canadian and one provincial 

HTA processes did not have a clear definition of who the public is in HTA settings or 

a clear idea of the rationales that ought to underpin initiatives to involve them. 

Participants were able to differentiate the public and the patient perspectives in HTA; 

however, the roles of patient and public members in expert advisory committees were 

conflated.  

 

Public involvement processes currently in use in Canadian HTA processes usually take 

place after the HTA report has been produced. HTA stakeholders suggest that public 

involvement processes could be developed to identify social values to be considered 

during the HTA process, but direct participation of the public is not warranted. 

Consideration of the views of stakeholders is important to understand the challenges in 

increasing public involvement in HTA. 
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Chapter 8: Public involvement in Canadian HTA through 
a systems lens 

 

In Chapter 7, the perspectives of the HTA stakeholders concerning public involvement 

processes were examined, and the study found that, despite the use of some public 

involvement processes in Canada, HTA stakeholders did not have a clear definition of 

who the public is in HTA settings nor of the precise objectives for involvement. The 

roles of patient and public members in expert advisory committees were conflated. 

This finding echoes the findings of Chapter 5, which looked at HTA practitioners’ 

perspectives. Chapter 7 also demonstrated that HTA stakeholders do not think the 

public can take part in the HTA process itself but believe that the public perspective 

can be useful before an assessment starts (e.g., in priority setting concerning which 

health technologies ought to be assessed) or after an HTA report is produced (e.g., 

when HTA committees deliberate and make their funding recommendation).  

 

The present study reveals the perspectives of the public – conceptualised as an external 

stakeholder – about the HTA system and their potential role in it. This is the last 

empirical study presented in this thesis and it examines the views of members of the 

public in a Canadian province. This study relates to the fourth sub-question of this 

thesis: What do HTA stakeholders and the public think about the rationale and design 

of public involvement in HTA and related funding decisions? It also relates to the 

second part of the main research question: Why and how should the public be 

involved in HTA and healthcare funding decision-making processes?    
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8.2 Abstract 

Article title: The rationale and design of public involvement in health funding 

decision making: Focus groups with the Canadian public 

 

Background: Worldwide, governments employ Health Technology Assessment 

(HTA) in healthcare funding decision making. Requests to include public perspectives 

in this process are increasing, with the idea being that the public can identify social 

values to guide policy development and increase the transparency and accountability of 

government decision making.  

 

Objective: To understand the perspectives of the Canadian public on the rationale 

and design of public involvement in HTA.  

 

Design: A demographically representative sample of residents of a Canadian province 

was selected to take part in two sets of two focus groups (16 people for the first set 

and 20 for the second set).  

 

Results: Participants were suspicious of the interests driving various stakeholders 

involved in HTA. They saw the public as uniquely impartial though also lacking 

knowledge about health technologies. Participants were also suspicious of personal 

biases and commended mechanisms to reduce their impact. Participants suggested 

various involvement methods, such as focus groups, citizens’ juries and surveys, noting 

advantages and disadvantages belonging to each and commending a combination.  
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Discussion and Conclusion: We identified a lack of public understanding of how 

decisions are made and distrust concerning whose interests and values are being 

considered. Public involvement was seen as a way of providing information to the 

public and ascertaining their views and values. Participants suggested that public 

involvement should employ a mixed-methods strategy to support informed debate and 

the participation of a large number of people. 
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Chapter 9: Discussion and Conclusion 

 

This chapter concludes the thesis and is organised as follows. The overall findings of 

the research project and how they answer the research question are presented. Then, 

the main results of the five articles are summarised, the implications of the findings 

considered together are discussed, and recommendations for practice and further 

research are presented. The chapter ends with a brief conclusion. 

 

9.1 Discussion 
 

9.1.1 Answering the research question 

 

This thesis set out to examine public involvement in Health Technology Assessment 

and healthcare funding decision making. Specifically, it set out to propose a rationale 

for public involvement processes based on an understanding of stakeholders’ 

perspectives. The main research question posed was as follows. Why and how should 

the public be involved in HTA and healthcare funding decision-making processes?  

 

The major finding of this research was that the diverse values and worldviews of the 

public and HTA stakeholders shape how they value HTA and how they see the role of 

public involvement in HTA. In this research, the public and HTA stakeholders provide 

different rationales to justify the need for public involvement in HTA, which answers 

the why of the main research question. According to HTA stakeholders, the public can 

provide information for value-based decisions, help prioritise health technologies for 

assessment, and learn about government funding decisions by taking part in 
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engagement processes. By contrast, the public is concerned with counterbalancing the 

biases of HTA stakeholders and are hopeful that their participation will increase 

transparency and trust in HTA and related government healthcare funding decisions. 

Ideally, the rationale for public involvement strategies should be conceptualised by 

considering the perspectives of both the public and HTA stakeholders to 

accommodate their diverse worldviews. The difficulty in implementing public 

involvement in HTA owes partly to the different objectives arising from these 

perspectives. In addition, it is clear that there exists a complicated relationship between 

the fields of HTA (as a scientific endeavour), public involvement (as a partly 

democratic aspiration), and policy development processes (as a pragmatic 

governmental enterprise). These relationships between the fields of HTA, public 

involvement, and policy development will be discussed in more depth below (in the 

section: 9.2 Implications of the findings: Interplay between HTA, policy development, 

and the public involvement areas). Governments are increasingly involving the public 

in decision-making processes, and an HTA system which does not successfully adapt 

to incorporate the values of the public in its processes could have a limited future role. 

In order to the ‘problematical situation’ investigated here (public involvement in HTA 

and healthcare funding decisions) to move forward, all stakeholders should be able to 

reach accommodations, including governments, HTA agencies, and the public. 

 

In terms of how public involvement strategies can be enacted, members of the public 

suggest the use of mixed-methods with small scale in-depth discussion with a relatively 

small number of members of the public and large-scale preference-scoping processes 

that allow the participation of a great number of people. Based on the results of this 
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research, it is important to stress that public involvement methods should be chosen in 

accordance with the opinions of those organising and taking part in them and it should 

also consider context-specific factors as this can influence how appropriate these 

methods will be in the eyes of participants. In Canada, where the case study took place, 

making use of existing public deliberative fora, adapting them to HTA topics and using 

other mechanisms such as large-scale surveys, similar to those already used in some 

provinces, could be a way forward. Countries with similar HTA processes could also 

benefit from trying such public involvement strategies, taking into account deliberative 

and large-scale data collection methods already used in the country and consulting with 

relevant local stakeholders. However, cultural factors and political structures are 

essential factors to consider when planning public involvement activities, as they will 

influence stakeholders’ interactions, personal worldviews and group values. It is 

recommended that such factors are formally included in any public involvement 

strategy.  

 

9.2 A summary of the main results 

 

This thesis began by investigating the reasons for public input into policy development 

and decision-making. An appraisal of extant research on public participation in 

government policy development (Chapters 3 and 4) found that one of the reasons to 

involve the public in policy development is to increase trust in government on the part 

of the public. As explained in Chapter 3, new governance strategies have been 

developed by governments to involve diverse social actors in decision making and 

thereby increase trust. The findings of a survey showed that the views of the public 



Chapter 9: Discussion and Conclusion     152 
 
 

 
 

were influenced by how they evaluated public engagement processes, as well as how 

much they trusted similar political institutions. Two other relevant factors that 

influenced trust in government were the transparency of government processes and 

whether citizens had the power to influence decisions. These results support the idea 

that involving the public in policy development and decision making has a positive 

effect on the interactions between governments and the public, especially in terms of 

public trust. HTA intends to support government policy and involving the public in its 

processes will increase its relevance to policymakers. The adoption of a CAS and soft 

systems approach to the design of public involvement processes in HTA would be 

instrumental in improving confidence in healthcare funding decisions from the 

public’s, and possibly other stakeholders’, perspective. 

 

According to academic researchers and HTA practitioners (e.g., evaluators who write 

HTA reports) involved in Patient and Public Involvement (PPI), there are multiple 

reasons to involve the public in HTA and health funding decisions. In Chapter 5, some 

of these reasons were made explicit: 

 

o gather information about public values to inform value-based funding decisions,  

 

o increase the legitimacy of HTA and policy processes, 

 
o clarify the grounds of decision-making to the public, and 

 
o increase the public’s participation in their own healthcare and in democratic 

processes.  
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These are the views on public involvement from HTA practitioners involved in PPI 

rather than those who would take part (the public) or those wanting to make use of 

HTA findings (the government).  

 

The introduction of public involvement in HTA processes will depend on the level of 

support among HTA stakeholders (namely, policymakers, health industry 

representatives, patients, patient organisation representatives, and potentially the 

public). HTA processes in Canada were examined through a Systems Thinking lens to 

uncover HTA stakeholders’ perspectives in Chapter 6. It was demonstrated that 

people’s worldviews and values influence HTA and health-funding related decisions. 

These worldviews affect how individuals process information and interact with one 

another. Stakeholders’ group affiliations (e.g., representing industry or patient groups) 

also affected the interests and positions taken during decisions. All of these factors 

alongside contextual influences (e.g., political situation or economic conditions) can 

affect healthcare funding decision making and the potential for changes to such 

processes and HTA, including public involvement processes.  

 

In Chapter 7, the viewpoints of the HTA stakeholders are presented. These 

stakeholders hold a range of views on whether the public should take part in healthcare 

funding decisions, with some supporting the inclusion of a public perspective and 

others finding it redundant given the role of elected officials and government staff. The 

majority of stakeholders did not see a role for the public in the HTA process per se, 

only prior or following the HTA process (e.g., prioritisation of health technologies to 

be assessed or HTA recommendation committees).  
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Chapter 8 shows that members of the public see their involvement in HTA as a 

counterbalance to the undue influence of values and interests of individual and 

stakeholder groups in HTA-related decision making. Members of the public described 

the various interests that they saw at play: governments with political biases, 

pharmaceutical and health insurance companies with financial interests in the 

reimbursement of health technologies, and the media with popular or sensationalist 

stories to spur readership and thereby profit. Trust in HTA organisations would have 

to be built over time, according to participants, who proposed a mixed-methods 

strategy to involve the public in HTA, including surveys, focus groups, deliberative 

fora, and audit committees. These findings are in line with and extend the results of 

Chapter 3, which highlighted the relevance of trust-building between the public and 

government. Participants also indicated that engagement should occur at different 

stages of HTA, including a broad range of members of the public, trustworthy 

information, and opportunity for discussion to satisfy their expectations. Participants 

suggested that the need for trust-building activities should also be widened to include 

other HTA stakeholders. 

 

9.3 Implications of the findings: the interplay between HTA, 
policy development and public involvement areas 
 

Considering HTA as a Complex Adaptive System brings an original perspective to the 

data collected from the interviews with HTA stakeholders and focus groups with 

members of the public. These two groups have contrasting views of the objectives for 

public involvement in HTA, as outlined above. This is, however, only the most 
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superficial layer in the conflicting worldviews held by these two groups. As presented 

in Chapter 2, three different fields emerged as areas of focus in this body of research 

when investigating public involvement in HTA: engagement of the public in areas 

involving technical and scientific knowledge, government policy development, and 

HTA (as a healthcare system evaluation method). The underlying ideologies of each 

field play a role in how the engagement of the public in the HTA process is 

conceptualised by different stakeholders. 

 

9.3.1 HTA and public involvement 

 

The first of these areas of focus, public involvement in HTA has similar challenges to 

public involvement in health and other scientific disciplines. These challenges include 

the belief that the public does not have the skills and understanding to contribute to 

areas of scientific endeavour and that any attempts to engage the public may 

contaminate and corrupt the scientific process. These concerns are addressed by the 

‘Public Understanding of Science’ (PUS), an area of transdisciplinary research and 

practice that examines the relationship between scientists and the public (1). Bauer’s 

proposition of three main PUS paradigms, namely ‘scientific literacy’, ‘public 

understanding’, and ‘science-in-society’ (2), is useful to understand the main issues in 

this area and how they apply to HTA. The first two paradigms are based on a ‘deficit 

model of public understanding of science’ (3), in which it is believed that increasing 

scientific literacy results in both increased public understanding of, and positive 

attitudes towards, science and technology. The third paradigm, science-in-society, is an 

inversion of the deficit model and proposes that scientific experts are the ones who do 

not have knowledge or understanding of public aspirations. 
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According to the scientific literacy paradigm, the problem with engaging members of 

the public in science is their lack of knowledge about scientific facts, methods, 

appreciation of outcomes, and their belief in non-evidence-based knowledge (called 

‘superstition’) (2). The objective of involving the public would then be to educate 

them, which resonates with some of the findings from Chapters 5 and 6. HTA 

stakeholders and some members of the public expressed concern over the lack of 

scientific knowledge and the need to educate the public. This has also been an 

argument cited in the literature as the purpose of public involvement processes in 

HTA (4). 

 

In the public understanding of science paradigm, the positive aspects of technological 

development are highlighted to foster positive public attitudes towards science. The 

objective here goes beyond educating the public; the public should endorse scientific 

endeavours. Two strategies are devised to help change the public’s attitudes: a) 

provision of information to and training of the public, and b) the promotion of 

scientific advances as positive and desirable (2). Chapter 5 shows that academic 

researchers and HTA practitioners involved in PPI believe that public involvement can 

help the public accept the rationale for difficult decisions related to health 

technologies, and this was endorsed by other HTA stakeholders. According to this 

argument, more knowledge about processes will result in goodwill towards HTA and 

health funding decisions. Support for this view can be found in the literature about 

public involvement in HTA (5).  
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In the science-in-society paradigm, the public is in a ‘crisis of confidence’ regarding 

scientific initiatives (2), which becomes explicit in areas where scientific knowledge 

guides policymaking. There is a rise in efforts to involve the public in the makings of 

the research or in policy processes to restore trust. Such initiatives are supposed to 

allow the public voice to emerge, and deliberative methods of participation are chosen 

for this objective (e.g., citizens’ juries, consensus conferences, hearings, deliberative 

fora). This crisis of confidence can be seen clearly in the lack of trust in HTA 

stakeholders expressed by focus group participants in Chapter 8. These participants 

were not suspicious of the research knowledge per se but were distrustful of the 

attitudes and values of those involved in the process. Focus groups participants 

emphasised the relevance of deliberative methods in public involvement processes 

(together with other methodologies) to help counteract what they saw as problematic 

biases on the part of government and industry. 

 

These three PUS paradigms help to place some of the challenges in public involvement 

in HTA in perspective, since they relate to the conceptualisation of knowledge and its 

utility by different social groups, particularly those producing and using science and the 

general public. Definition of knowledge in healthcare can be affected by the values of 

the different social groups. This issue has been discussed by Lopes and colleagues (6). 

Traditionally, public involvement processes in health have been trying to increase the 

public’s knowledge of healthcare issues, as demonstrated earlier in this section. 

However, under the science-in-society paradigm, for example, these ventures are not 

likely to work from the public’s perspective as the issue of a lack of trust would not be 

addressed. It is necessary to change the way public involvement processes are thought 
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about and, instead of attempting to only upskill members of the public, there is a need 

to upskill researchers and policymakers in understanding the knowledge and values 

held by the public and their trust-building aspirations and incorporating these 

aspirations into policy development. All three PUS paradigms help explain the issues 

related to public involvement in HTA and can provide steps forward on how to 

achieve accommodations between HTA stakeholders and the public. 

 

In HTA, patient involvement processes have progressed over time in line with the 

progression of PUS paradigms: initially, information was collected from patients to 

inform processes, but this was not deemed enough by patients (7). The next step was 

to involve patients in research and policy processes by educating and training them, 

which is currently the predominant model of involvement (4). However, the emergent 

trend is to involve patients in designing research and defining policy questions (8, 9). 

Public involvement in HTA and health policy decisions follows similar trends but at a 

much slower pace. The idea of the public as a different entity or stakeholder to patients 

is relatively new, and the debates around how to involve the public are still at the stage 

where there is a focus on gathering information, educating, and training members of 

the public. However, the findings of the focus group research presented here show 

that the public is willing to be part of priority setting processes and wants to help shape 

policy alongside other social actors. Members of the public believe that they can 

provide social values and priorities that should be taken into account in policy 

decisions. This is in line with the science-in-society paradigm, which reflects some of 

the more contemporary issues in this area. 
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9.3.2 HTA and government policy development 

 

The second area of focus, government policy development, has been defined as: ‘an 

“arena”, or a space, in which a range of political actors, all recognized as having a 

legitimate place at the table (stakeholders), interact to produce policy’ (10). However, 

government policymaking can also have an ‘authoritative’ role as governments take 

purposive action to solve problems (10, 11). On both these accounts, governments 

have to interact with other social actors to fulfil their role. Kooiman (12) has proposed 

a recent governance theory, based on Systems Thinking. Kooiman coined the term 

‘interactive governance’ to define governance as a system, which is continuously 

evolving due to the actions and interactions of different social actors:  

 

[interactive governance is] the whole of interactions taken to solve societal 
problems and to create societal opportunities; including the formulation and 
application of principles guiding those interactions and care for institutions 
that enable and control them (12).  

 

As discussed in Chapters 3 and 4, governments have been employing several tools to 

engage the public in policy development in various departments, including healthcare 

systems and HTA-informed decision making. HTA agencies can either be independent 

entities that provide services to the government or be part of governmental structures 

(13). Whether they are internal or external to government, HTA agencies occupy a 

particular space in which they interact with different stakeholders and provide expert 

knowledge to inform government policy but are essentially independent from both 

stakeholders and government. As such, HTA agencies have been conceptualised as 

‘boundary organisations’ (14).  
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According to Guston (15), boundary organisations are part of an evolution of the 

relationship between the social worlds of science and politics. Boundary organisations 

act as bridges between two different areas: in the case of HTA, the organisations 

bridge the scholarly work produced in the health sciences and the political application 

of such knowledge. However, the production and transfer of knowledge in the health 

area brings its own difficulties to HTA’s role as a boundary organisation. Jones (11), 

for example, presents three paradigms in the scholarly literature about knowledge 

transfer into the political domain that helps to understand the challenges HTA agencies 

face. The first paradigm is named ‘rational’ (in which knowledge guides policy 

development), the second is ‘pluralism or opportunism’ (in which the uptake of 

knowledge is pragmatic and opportunistic, depending on efforts from various social 

actors), and the third is ‘politics and legitimisation’ (in which the notion of power 

struggles come into play and knowledge is seen to support power structures and 

imbalances).  

 

In line with the politics and legitimisation paradigm, Chapter 6 presents HTA 

stakeholders’ descriptions of their interactions as a power struggle, in which the 

influence of different social actors varies depending on the context. Uptake of or 

disregard for scientific knowledge in healthcare settings can also follow the rational 

paradigm (when HTA-based recommendations are followed) or the pluralism or 

opportunism paradigm (as was the case with the Herceptin story presented in Chapter 

1). An example of an opportunism paradigm is when the value of the knowledge 

provided by HTA is questioned by some stakeholders who suggest that the HTA 

process is not appropriate for some specific health technologies, or that the process 
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may not include all the relevant information necessary for decision making. In this 

scenario, HTA/government structures are under pressure to be changed and to attend 

to the needs of the various social actors involved in the development of policy. As a 

Complex Adaptive System, HTA adapts by expanding its reach to involving other 

stakeholders: in this case, patients and, increasingly, the public. Currently, depending 

on the jurisdiction, the staff at some HTA organisations develop formal and informal 

relationships with other stakeholders (such as the health industry and patient 

organisations), and develop processes to interact with patients and the public. 

 

The findings of this project have provided evidence that public involvement in HTA 

and healthcare funding decisions can best be understood by two different research 

paradigms: 1) ‘science-in-society’ from the Public Understanding of Science and 2) 

‘politics and legitimisation’ from knowledge transfer to the political domain. Research 

in these two areas can also present some additional resources to be utilised in planning 

public involvement strategies for HTA. For challenges related to ‘science-in-society’ 

paradigm, Bauer and Falade (2) suggest that knowledge about the impact of public 

involvement processes can be built over time by collecting data via longitudinal designs 

(including quantitative and qualitative studies). In relation to ‘politics and legitimisation’ 

paradigm, Jones (11) suggests the use of different strategies namely: translation of 

knowledge, communication, interaction and exchange of information, and use of 

intermediaries with social influence to facilitate the transfer of scientific knowledge to 

political areas. These ideas can help planning strategies for the development of public 

involvement processes. In the next section, some guidelines for planning public 

involvement processes are presented. 
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9.4 Recommendations for practice 

 

The findings of this research have implications for practice. For governments, 

involving the public in policy development and decision making should be beneficial 

in: 

 

1) increasing public trust in government, particularly for remote institutions, such as 

state and federal or national governments, 

 

2) increasing the types of information available to understand policy challenges and 

understanding of the nature of the underpinning values held by the public relevant to 

policy development and decision making, and 

 

3) broadening of the range of possible solutions to policy topics by involving the 

public. 

 

Strategies for public involvement, to be successful, should be designed with the input 

of those who are to be involved, those organising the exercise, and any other 

stakeholder affected by the outcome. These research findings suggest that interactions 

between stakeholders happen independently of formal processes; however, formal fora 

for discussion were still highlighted by participants as useful to understanding the 

issues and the range of viewpoints from all stakeholders. In addition, formal fora 

introduce additional options for potential ways forward. Some research participants 

suggested the use of a mixed-method public involvement strategy with face-to-face 

methods (to allow the public to provide considered views after in-depth discussion) 

and online methods (to enable the participation of a large number of people and 

counterbalance personal biases). Most of the public involvement processes suggested 
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were based on participants’ previous experiences with these methods. Development of 

public involvement strategies should take into account contextual and cultural factors 

and the values of those to be involved, and it may look different for different countries 

and for different jurisdictions within a country. 

 

9.5 Recommendations for further research 

 

This research project used Complex Adaptive Systems and Soft Systems Methodology 

as theoretical frameworks. Future research could benefit from adopting this approach 

and extending it by using some methodological techniques from Complex Adaptive 

Systems, such as Social Network Analysis to collect other data on interactions and 

personal characteristics of stakeholders. This could complement information gathered 

through interviews in giving an in-depth account of interactions between people within 

a system. Longitudinal designs would also be useful in understanding how specific 

systems behave over time, since a complex and adaptive system is a continuous, 

dynamic entity. 

 

In transdisciplinary research, examining the assumptions and practices of different 

fields can illuminate the underlying issues that arise from the interaction between these 

different areas. This changes the focus from the superficial analysis of the causes of 

problems to the consequences of deep-set values that may be feeding into these 

problems. To do this, researchers need to examine the theories which inform the 

practices in the interacting research areas and design projects that take those factors 

into account, which can result in innovative approaches. In Soft Systems Methodology, 

the process of inquiry is a loop, in which the answers to the initial research question 
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results in more questions that require other answers, in a continuous process of 

improvement. Adopting this process-improvement mindset in the development of 

research can benefit the advancement of the field of public involvement in HTA. 

 

9.6 Limitations 

 

This research has some limitations. The case study was undertaken in Canada, and it 

relates to the experiences of Canadian HTA stakeholders and the public. Countries 

with different political regimes and healthcare system structures may have significantly 

different contextual and cultural factors influencing public participation in HTA, and 

the applicability of these findings may be limited. Part of this research was conducted 

in Australia, which has a similarly structured healthcare system and HTA processes. 

However, Australia has very different patient and public involvement processes, which 

highlights the relevance of taking into account local experiences when designing 

strategies to involve the public in healthcare funding decisions.  

 

The examination of Canadian HTA as a Complex Adaptive System through semi-

structured interviews and focus groups means that the information available for 

analysis was limited; the design of the studies did not allow for consideration of other 

cultural and contextual factors to be included in the analysis.  

 

The research design did not allow the dynamism of a complex adaptive system to be 

captured in its actual form, and the information about the system included in this 
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research is specific to the time of the data collection, which restricts a more in-depth 

examination of how the public involvement in HTA evolves over time. 

 

9.7 Conclusion 

 

Examining HTA as a Complex Adaptive System helps us to understand the pressure 

for change in HTA processes. Individual stakeholders involved in HTA hold particular 

worldviews and personal and group values which are often shared by those with similar 

roles in HTA and related decision-making processes. The inclusion of members of the 

public as part of the system adds another set of individual and group values that may 

be quite different from the values currently considered in healthcare funding decisions. 

However, there may be pressure to include the public due to changes in the political 

environment surrounding HTA, particularly the adoption of new governance models 

which require broader engagement with a range of social actors. The way public 

involvement processes are managed can influence their success in the eyes of the 

public and its consequences for trust in government. Consideration should be given to 

the public’s and other stakeholders’ views on how the involvement should occur. 

Having a new stakeholder embedded in HTA and related policy processes will likely 

change the dynamics of the system. However, diversifying views and types of 

information inputted into HTA can also improve the usefulness of HTA to the 

government.  
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Appendices 
 

This section contains supplementary materials related to Chapters 3, 5, 6, 7, and 8. 

These materials have also been published as part of a paper (and are available online). 

 

Chapter 3 Appendix 
 

The information contained here is associated with Chapter 3’s paper: Is trust in 

government rational, relational or both? An empirical study of predictors of trust in the 

South Australian government. 
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Privacy policy for the online survey 
 

Privacy Policy on YourSAy website 

 

“The information that you submit through the YourSAy website may be provided in 

de-identified form to researchers at the University of Adelaide. The information will be 

used for research purposes to evaluate and improve YourSAy and other public 

engagement processes and may be published in an academic journal. By submitting 

your information to the YourSAy website you consent to being involved in the 

research. No information identifying you will be provided to the researchers.” 

 

See YourSA website privacy policy on the next pages:  
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Questionnaire development process 

Stage 1: Developing concepts to be tested 
Concept 1: Government Performance 

o Engagement evaluation: Question 2 
o Government evaluation: Question 10 
o Citizen power or lack of power: Question 7 
o Perception of corruption: Questions 5 and 6 
o Government policy decision making: Question 3 

 
Concept 2: Trust 

Familiar trust: Question 8, items: a, c, and d 
o Social trust (general): Question 4 
o Social trust (different situations): Question 8, items: b, e, f, g, and h 
o Political trust (local): Question 9, items: a, b, c, and g 
o Political trust (remote): Question 9: items: d, e, f, h and i 
o Institutional trust (local): Question 11 

 
Concept 3: Social Demographic characteristics 

o Age 
o Gender 
o Marital status 
o Children 
o Country of birth 
o Aboriginal or Torres Strait Islander origin 
o Language 
o Education 
o Employment status 
o Postcode 

 
Stage 2: Developing questions 

Engagement evaluation questions were developed based on Rowe and Frewer’s 
framework. Some performance questions and all of the trust questions were based on 
Job’s research.  
 
Stage 3: First review of questions by research supervisors (JS and DC). Changes made 
to some questions: Question 3, item ‘b’ (wording), Question 4 (wording), Question 8, 
item ‘h’ (wording), Question 11, item ‘a’ (wording). 
 
Stage 4: Second review of questions by DPC staff (RL). Changes made to some 
questions: Question 1 (open ended) removed, Question 3, items ‘a’, ‘c’, ‘d’ (wording), 
Question 4, items ‘b’, ‘c’ (wording), Question 6 (wording), Question 8, items ‘e’, ‘h’ 
(wording), Question 9, items ‘a’, ‘e’, ‘f’, ‘g’ (wording), Question 10, item ‘d’ (wording), 
Question 11, item ‘a’ (wording), added Questions 12 and 13. 
 
Stage 5: Cognitive interviewing with nine people from different backgrounds and 
diverse South Australian regions. Significant changes made to questionnaire, including 
order of the questions, wording, and removal of some questions. Changes were made 
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based on the outcomes of cognitive interviewing. After the cognitive interviews were 
conducted and the answers reviewed by ELM and JS, changes were made to the 
questionnaire. The following questions/sub-items were modified based on the 
cognitive interviews: Question 2, items ‘c’, ‘f’, Question 3 (heading), items ‘a’, ‘b’, 
Question 4, items ‘a’, ‘b’, ‘c’, ‘d’, ‘e’, ‘f’, Question 5 (heading), Question 8 (all items), 
Question 9 (heading), and Question 10, items ‘a’, ‘b’, and ‘c’.  
 
Stage 6: Testing with 8 respondents (skirmish) to check validity of questions, and how 
much time, on average, it took people to answer the questionnaire. The following 
questions/items were modified or considered for further analysis at the pilot test stage:  
Question 3, item ‘d’, Question 7, item ‘a’, Question 8, items ‘a’, ‘e’, Question 9, items 
‘d’, ‘f’, ‘i’, Question 10, items ‘c’, ‘d’, and Question 11, item ‘b’.  
  
Stage 7: Pilot test using an online engagement process conducted by DPC. 

 
Stage 8: Addition of demographic questions. 

 
Stage 9: Review of survey in the host software (‘Survey Monkey’). 

 
Stage 10: Review of questions before releasing the survey.  

 
 

Cognitive interviews (Stage 5) 
Some of the criteria used in cognitive interviewing: 
Meaning: ensure that respondents understand the meaning of the question and that 
you understand their answer.  
Analysis of item non-response rates and response distribution: identify questions that 
respondents do not want to answer. Analysis of response distributions could indicate 
that other changes may be necessary. 
Number of people interviewed: 9 
 
Characteristics: 
o Participant 1 (P1) - Female, 36 years old, employed, University degree, married with 

an adult child who lives with her, lives West of the city, migrant living in Australia 
for over 5 years. 

o Participant 2 (P2) - Female, 30 years old, PhD student, married, pregnant, lives 
South of the city, Australian. 

o Participant 3 (P3) - Male, 34 years old, tradesman, apprenticeship, married with no 
kids, lives North of the city, Australian. 

o Participant 4 (P4) - Female, 62 years old, retired for a long time, no University 
degree, married with adult children who don’t live with her, lives in the country, 
Australian. 

o Participant 5 (P5) - Female, 28 years old, Diploma, employed, married with three 
young children, lives in the country, Australian. 

o Participant 6 (P6) - Male, 36 years old, University degree, professional job, single, 
live in Adelaide city, from South Africa but grew up in Australia. 
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o Participant 7 (P7) - Male, 69 years old, recently retired, no University degree, 
married with adult children who don’t live with him, lives South of the city, 
Australian. 

o Participant 8 (P8) - Male, 28 years old, PhD student, married with no children, lives 
in the city, international student living in Adelaide for 10 months. 

o Participant 9 (P9) - Female, 21 years old, University student with two casual jobs, 
single with no children, lives West of the city, migrant, living in Adelaide for four 
years. 

 

Skirmish (stage 8) 
 
Some of the criteria used in skirmish: 
Analysis of item non-response rates and response distributions: identification of 
questions that respondents are unwilling to answer. Analysis of response distributions 
assists in assessing whether there is need for changes to the question wording or the 
classifications used.  
Variation: if most people give similar answers to a question, it will be of little use in 
later analysis and we should assess whether the question should be kept in the final 
questionnaire. 
Redundancy: If two questions measure the same thing, only one is needed in the final 
questionnaire.  
Non-response: the refusal of a large number of people to answer a particular question 
produces difficulty at the data analysis stage and can lead to serious reductions in 
sample size. 
Timing: how long it takes for participants to answer the questionnaire. 
Number of people who answered the whole questionnaire: 8 
 
Participants’ characteristics: 
o Participant 1 (P1) - Female, 37 years old, employed, University degree, married with 

a young child, lives in the city, Australian. 
o Participant 2 (P2) - Male, 36 years old, employed, University degree, married, no 

children, lives Northwest of the city, Australian. 
o Participant 3 (P3) - Female, 28 years old, PhD student, single, lives Northwest of 

the city, Australian. 
o Participant 4 (P4) - Male, 65 years old, retired, Australian. 
o Participant 5 (P5) - Female, 60 years old, Diploma, employed, married with two 

adult children who don’t live with her, lives South of the city, Australian. 
o Participant 6 (P6) - Male, 30 years old, no University degree, unemployed, married, 

lives North of the city, Australian. 
o Participant 7 (P7) - Female, 34 years old, University degree, unemployed, single, 

lives South of the city, Australian. 
o Participant 8 (P8) - Female, 28 years old, PhD student, single, lives in the city, 

international student living in Adelaide for 5 years. 
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Pilot testing (stage 7) 
 
Pilot testing was conducted from February to early April. An email with a link to the 
online survey questionnaire was sent to participants who took part in one of YourSAy 
online engagement processes that took place in 2016/2017. We received 48 responses 
for analysis. Statistical support was sourced from the School of Public Health at the 
University of Adelaide. No changes were made to the questionnaire. Demographic 
questions had to be added to the questionnaire after pilot testing was done because we 
were unable to use the information already collected by the DPC. 
 
Some of the criteria used in pilot testing the questionnaire: 
Analysis of item non-response rates and response distributions: identification of 
questions that respondents are unwilling to answer due to their sensitivity. Analysis of 
response distributions provides indication 
Variation: if most people give similar answers to a question, it will be of little use in 
later analysis. 
Redundancy: If two questions measure the same thing, one can be removed. If two 
items are designed to measure the same concept and are highly correlated, one of the 
items can be dropped. 
Non-response: assess the need to remove a question if a large number of people decide 
to not answer it. 
 

Research project questionnaire 

1. Have you taken part in any of the following programs?  
 

QUESTION ITEMS 
SCALE 

Yes No 

a) Fund My Community 2017 
 

1 2 

b) Fund My Idea 
 

1 2 

c) Fund My Project – Riverine Recovery 
 

1 2 

 

2. Below are some statements about the online process in which you have just 
participated. Please indicate how much you agree or disagree with each statement by 
choosing the number that is closest to your own view.  

QUESTION ITEMS 

SCALE 

Strongly 
disagree 

Disagree  Neither  Agree  
Strongly 

agree 

a) I was able to access 
enough information about 
the topic 
 

1 2 3 4 5 
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b) I was able to express my 
opinion about the topic 
 

1 2 3 4 5 

c) Thinking about topics 
that interest me, online 
methods are the best way 
for me to provide my views 
to the State Government 
 

1 2 3 4 5 

d) I believe that the State 
Government will take the 
results of online methods 
into account when making 
a decision 
 

1 2 3 4 5 

e) I believe that anyone 
would be able to take part 
in this type of online 
process 
 

1 2 3 4 5 

         

3. This question relates to policy decisions that governments need to make. Please 
indicate how much you agree or disagree with each statement by choosing the number 
that is closest to your own view.  

QUESTION ITEMS 

SCALE 

Strongly 
disagree 

Disagree  Neither  Agree  
Strongly 

agree 

a) I believe the way 
governments make policy 
decisions is complex 
   

1 2 3 4 5 

b) I believe the way 
governments make 
decisions is transparent 
 

1 2 3 4 5 

c) I believe policy decisions 
are best made exclusively 
by experts or professionals 
with knowledge in the 
particular area/topic 
 

1 2 3 4 5 

d) I believe policy decisions 
are best made with input 
from the general public 
 

1 2 3 4 5 
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The next three questions relate to general trust. Please indicate your answer by choosing 
the number that is closest to your own view. Note that we are using different scales. 
 
 
4. Generally speaking, would you say that most people can be trusted or cannot be 
trusted?  

 

SCALE 

 
Most people cannot be trusted 

1 

 
2 

 
3 

Neutral 
4 

 
5 

 
6 

Most people can be trusted 
7 

 

 

5. Generally speaking, would you say that politics in South Australia is:  
 

SCALE 

 
Honest 

1 

 
2 

 
3 

Neutral 
4 

 
5 

 
6 

Corrupt 
7 

 

 

6. And how would you describe politics in Australia?  
 

SCALE 

 
Honest 

1 

 
2 

 
3 

Neutral 
4 

 
5 

 
6 

Corrupt 
7 
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The next questions relate to trust in other people, trust in institutions, and trust in 
government. Read on and follow the instructions given in each question. 
 
7. Below are some statements about how people relate to each other. Please indicate how 
much you agree or disagree with each statement by choosing the number that is closest 
to your own view.  

QUESTION ITEMS 

 
SCALE 

 

Strongly 
disagree 

Disagree Neither Agree 
Strongly 

agree 

a) Most people in positions 
of power in society try to 
exploit me 

1 2 3 4 5 

 
b) Governments are not 
really concerned with what 
happens to me 

1 2 3 4 5 

 
c) Most people in my day 
to day dealings try to be fair 
with me 

1 2 3 4 5 

 
d) Most people in my day 
to day dealings would try to 
take advantage of me if 
they got the chance 

1 2 3 4 5 

 
e) Governments act to 
benefit groups with 
financial, ideological, or 
other special interests in 
government decisions 

1 2 3 4 5 

 
f) I feel left out of what is 
happening around me, for 
example in my community 

1 2 3 4 5 

 
g) People like me don’t 
have any say about what 
the State Government does 

1 2 3 4 5 

 
h) People like me don’t 
have any say about what 
the Federal Government 
does 

1 2 3 4 5 
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8. The following asks your opinion about trusting other people. Would you please 
indicate how much you feel you can trust these different groups of people? Choose the 
number that is closest to how you feel.  
 
 

QUESTION 
ITEMS 

 
SCALE 

 

Not 
trust 

them at 
all 

Trust 
them 
very 
little 

Neither 

Trust 
them 
a fair 

bit 

Trust 
them a 

lot 

Not 
applicable 

 
a) People in your 
immediate family 

1 2 3 4 5 N/A 

 
b) People in your 
neighbourhood   

1 2 3 4 5 N/A 

 
c) Your boss or 
supervisor 

1 2 3 4 5 N/A 

 
d) People you 
work with  

1 2 3 4 5 N/A 

 
e) People at your 
church or place of 
worship 

1 2 3 4 5 N/A 

 
f) People in the 
same sporting 
clubs or social 
activities as you 

1 2 3 4 5 N/A 

 
g) People who 
work in the stores 
where you shop 
regularly 

1 2 3 4 5 N/A 

 
h) People you 
encounter in the 
city/region in 
which you live  

1 2 3 4 5 N/A 
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9. The following is a list of different institutions or organisations. For each one would 
you please indicate how much you can trust them by choosing a number that is closest 
to how you feel. By trust, we mean the trust you have in their ability to meet community 
needs and expectations. 
 

QUESTION 
ITEMS 

 
SCALE 

 

Not 
trust 

them at 
all 

Trust 
them 
very 
little 

Neither 

Trust 
them 
a fair 

bit 

Trust 
them a 

lot 

Not 
applicable 

 
a) The police 
station in your area  

1 2 3 4 5 N/A 

 
b) The fire station 
in your area 

1 2 3 4 5 N/A 

 
c) The public 
schools in your 
area 

1 2 3 4 5 N/A 

 
d) Your local 
council  

1 2 3 4 5 N/A 

 
e) The newspapers 
you read 

1 2 3 4 5 N/A 

 
f) The television 
news channels you 
watch 

1 2 3 4 5 N/A 

 
g) The hospitals in 
your city/region 

1 2 3 4 5 N/A 

 
h) The State 
Government 

1 2 3 4 5 N/A 

 
i) The Federal 
Government  

1 2 3 4 5 N/A 
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10. Would you please think now about the State Government? Below are some 
statements that describe ways people see the state government. Please indicate how 
much you agree or disagree with each statement by choosing the number that is closest 
to your own view. 

QUESTION ITEMS 

 
SCALE 

 

Strongly 
disagree 

Disagree Neither Agree 
Strongly 

agree 

 
a) I believe the State 
Government trusts people 
to do the right thing 

1 2 3 4 5 

 
b)  I believe the State 
Government considers the 
concerns of average 
citizens when making 
decisions  

1 2 3 4 5 

 
c) I believe the State 
Government cares about its 
citizens 

1 2 3 4 5 

 
d) I believe the State 
Government tries to be fair 
when making their 
decisions 

1 2 3 4 5 

 

11. How much do you personally trust each of the following:  

QUESTION ITEMS 

 
SCALE 

 

No 
trust 
at all 

No 
trust 

Neither Trust 
Complete 

trust 

a) I trust the way the State 
Government makes decisions in 
South Australia 

1 2 3 4 5 

 
b) I trust South Australia’s 
Parliament 

1 2 3 4 5 

 
c) I trust South Australia’s legal 
system, for example the courts 

1 2 3 4 5 
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We would now like to know a little about your background. We ask these questions just 
so we can get an idea of the perspectives of different groups of people, such as men and 
women, and city people and country people. 
 

12. How old are you? 
 

 

13. Are you male or female? 
 

 
  
14. What is your current formal marital status? Are you... 
 
 

 
Married 

 
De Facto Widowed 

Separated but 
not divorced 

Divorced 
Never 

 married 

 
 
15. How many people living in the household are children under 16 years of age? 
___________ people in household 
 
 
16. In which country were you born? 
 

Australia 
Other. Please specify: 
 

 

17. Are you of Aboriginal or Torres Strait Islander origin? 
 

 
Aboriginal 

 
Torres Strait 

 
Aboriginal and 
 Torres Strait Islander origin  

 
Not Aboriginal or  
Torres Strait Islander 
origin 

 
 
 
18. Do you usually speak a language other than English at home? 
 

 
18-29  

30-39 40-49 50-59 60-69 70-79 80+ 

 
Male  

Female Other 
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No  

Yes. Please specify: 

 
 
19. What was the highest level of school education you completed? 
 
 

No schooling 
 

Completed School Certificate/ Intermediate/ Year 10/ 4th Form 
 

Completed High Secondary School/ Leaving/Year 12/ 6th Form 
 

Trade Certificate/Diploma 
 

University/Tertiary degree or higher 
 

Other. Please specify: 
 

 

20. Which of the following best describes your current work status?          
 
 

 
Full-
time 

 

Part-time 
/casual 

Self-
employed 

Unemployed Retired 
Other. Please 

specify: 

 

 

21. Could you please tell me your postcode? 
_______________ (postcode) 
 

i. Appendix: Distribution of demographic characteristics of participants in 
this study and the state population† 

Characteristic 
Sample group* 

(%) 

 
State population† 

(%)  

Sex   

 Female 72.33 50.70 



Appendices     188 

 

 
 

 
 

Characteristic 
Sample group* 

(%) 

 
State population† 

(%)  

 Male 27.67 49.30 

Aboriginal and/or Torres Strait 
Islander  

  

 Yes 3.55 2.00 

Age group   

 18-29 years old (survey sample) 
 20-29 years old (state population) 

6.29  
12.80 

 30-39 years old 12.58 12.70 

 40-49 years old 26.42 13.20 

 50-59 years old 27.04 13.50 

 60-69 years old 20.75 11.80 

 70-79 years old 6.29 7.50 

 80+ years old 0.63 5.00 

Marital status   

 Never married  15.82 33.90 

 De Facto 13.92 -- 

 Married 58.86 47.70 

 Separated 3.16 3.20  

 Divorced 7.59 9.20 

 Widowed 0.63 6.00 

Country of birth - top responses   

 Australia 79.11 71.10 

 England 6.33 5.80 

Highest educational attainment   

 Tertiary degree or higher 72.96 18.50 

 Trade Certificate/Diploma  16.98 18.79 

 Year 12 5.66 15.50 
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Characteristic 
Sample group* 

(%) 

 
State population† 

(%)  

 Year 11 0.63 9.30 

 Year 10 2.52 10.00 

 Year 9 or below 1.26 8.60 

 No schooling --- 0.80 

Current work status   

 Full-time  42.77 53.90 

 Part-time/casual  25.16 33.50 

 Self-employed  6.29 --  

 Unemployed 3.14 7.50  

 Retired 18.87 --  

 Away from work  3.78 5.00  

Index of Relative Socio-economic 
Advantage and Disadvantage 
(IRSAD) decile 

  

1 3.25  14.70 

2 to 9  74.67 82.40 

10 22.08 2.30  
† Australian Bureau of Statistics (137), Australian Bureau of Statistics (248), Australian Bureau 
of Statistics (249) * n= 234   †The total for this table is 99.4% as 0.6% of the population was 
excluded from Statistical Areas 1 (SA1s).  

 

 

 

 

How scores were calculated 

 

We used Principal-Components Factor Analysis (PCFA) to produce the scores for all 
summary measures (level of political trust in state government, level of social trust 
(multi-item), level of political trust in local institutions, level of political trust in remote 
institutions, evaluation of engagement exercise, and perceived level of citizen power). 
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These summary measures will be continuous measures. Therefore, we first 
transformed survey responses answered on a Likert-type scale to numeric scores. Then, 
a summary score based on the relevant items for each sub-concept was obtained 
following PCFA using the regression method. All Likert-type scales were assigned 
numeric values, see the table below for an example: 
 
 

j. Appendix: Score transformation for evaluation of engagement process 

 
Response on Likert-type scale 

 
Numeric value 

 
Strongly disagree 
 

-2 

 
Disagree 
 

-1 

 
Neutral 
 

0 

 
Agree 
 

1 

 
Strongly agree 
 

2 

 
 
 
 
 
 
 
 
 
 
 
 
 
Outcome. Four items in the questionnaire were thought to be related to political trust 
(intermediate institutions). For each item, numeric values were assigned to the five-
point or seven-point Likert-type scale (as per example above). Political trust 
(intermediate institutions) has a mean score of approximately zero and standard 
deviation (SD) of 1. Scores ranged from -2.68 to 2.12. Negative values represent lower 
levels of trust, positive values represent higher levels of trust, and a value of 0 
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represents neutrality. Scores were approximately normally distributed (See figure 
below). 

 

 

 
Sub-concepts. For these three summary measures, negative scores indicated a lower 
level of trust and positive scores indicated higher trust levels. In the questionnaire, 
items for social trust (multi-item), political trust (local institutions), and political trust 
(remote institutions) were measured on a five-point Likert-type scale from ‘Not trust 
them at all’ to ‘Trust them a lot’ and each category response was assigned a numeric 
value as stated earlier. Social trust (multi-item) had a mean score of approximately zero 
(SD=1) and scores ranging from -3.42 to 2.09. Political trust (local institutions) had a 
mean score of approximately zero (SD=1) and scores ranging from -5.86 to 1.50. 
Political trust (remote institutions) had a mean score of approximately zero (SD=1) 
and scores ranging from -2.36 to 2.60.  
 
For evaluation of engagement process and perception of citizen power or lack of 
power, original questionnaire items were measured on a five-point Likert-type scale 
from ‘Strongly disagree’ to ‘Strongly agree’. After PCFA, evaluation of engagement 
process had a mean score of approximately zero (SD=1) and scores ranging from -2.83 
to 2.23 with negative scores indicating negative evaluation of engagement processes 
and positive scores indicating positive evaluation. Perception of citizen power had a 
mean score of approximately zero (SD=1) and scores from -2.88 to 2.89. Positive 
scores for perception of citizen power relate to higher perceptions of being able to 

c Appendix: Distribution of values for political trust in an intermediate 
institution 
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influence government decisions and more control over one’s life, whereas negative 
scores indicate perception of a lack of citizen power.  

 
Single items. These measures were assigned numeric values and treated as 
continuous in the regression model, as they are an ordinal approximation of a 
continuous variable and they all have more than four categories1. See table below for 
scores. 

 
k. Appendix: Single-item scores 
 

 
Sub-concept 

 

Response on 
Likert-type scale 

Numeric 
value 

Perception of transparency of decision making 
 
Perception of complexity of decision making 
 
Public input in decision making 
 
Exclusive expert input in decision making 

Strongly disagree 
 

1 

 
Disagree 

 
2 

 
Neutral 

 
3 

 
Agree 

 
4 

Strongly agree 
 

5 

Perception of corruption in Australian 
government 

 
Honest 

 
1, 2, 3 

 
Neutral 

 
4 

 
Corrupt 

 
5, 6, 7 

 
Perception of transparency of decision making, perception of complexity of decision 
making, public input in decision making, and exclusive expert input in decision making 
were all measured in a five-point Likert-type scale from ‘Strongly disagree’ to ‘Strongly 
agree’. Higher scores for transparency indicate the perception that decisions are made 
transparently. However, a stronger level of agreement for complexity indicates that 
decision-making processes are perceived as difficult to understand and opaque. Higher 

 
1 See Johnson DR, Creech JC. Ordinal measures in multiple indicator models: A simulation study of 
categorization error. Am Sociol Rev. 1983;48(3):398-407 and Norman G. Likert scales, levels of 
measurement and the “laws” of statistics. Adv Health Sci Educ. 2010;15(5):625-32. 
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scores for exclusive expert input relate to relying on opinions of experts in government 
decisions and higher scores for public input relates to looking favourably on having 
public participation in decisions. Perception of corruption in Australian government 
was measured in a seven-point Likert-type scale from ‘Honest’ to ‘Corrupt’ and scores 
were reversed in the regression model. Higher scores indicate that the government is 
perceived as corrupt and lower scores indicate that government is perceived as honest.  
 

l. Appendix: Regression model combining elements of relational and 
rational trust and missing demographics – Model 5 

 

Sub-concepts 
Coefficients 

Std. 
Error 

95%CI† p-value 

Relational trust 

Familial trust 0.01 0.17 
-0.32, 
0.35 

0.924 

Social trust (multi-item) -0.09 0.09 
-0.27, 
0.09 

0.344 

Political trust (local institutions) -0.08 0.13 
-0.34, 
0.18 

0.537 

Political trust (remote institutions) 0.36 0.08 0.20, 0.52 <0.001 

Rational trust 

Perception of citizen power or lack 
of power 

0.32 0.08 0.15, 0.49 <0.001 

Perception of transparency of 
decision making 

0.34 0.10 0.14, 0.55 0.001 

Evaluation of engagement process 0.19 0.06 0.05, 0.33 0.006 

Perception of corruption in 
Australian government 

-0.03 0.06 
-0.15, 
0.09 

0.625 

Public input in decision making 0.01 0.09 
-0.16, 
0.19 

0.868 



Appendices     194 

 

 
 

 
 

Perception of complexity of 
decision making 

0.00 0.08 
-0.17, 
0.16 

0.965 

Exclusive expert input in decision 
making 

-0.09 0.06 
-0.22, 
0.02 

0.124 

Demographic information missing: 
Yes 

0.03 0.19 -0.34,0.41 0.846 

 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Chapter 5 Appendix 
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The information contained here is associated with Chapter 5: Defining the role of the 

public in Health Technology Assessment (HTA) and HTA-informed decision-making 

processes. 
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  m. Appendix: Supplementary table 1 - Public and patient involvement in HTA and HTA decision making 

Country Organization 
Specifications of 

the decision 
problem 

 
Information inputs 
into the decision-
making process 

 

The decision-
making process 

Public accountability 
and decision 

implementation 
considerations 

Australia 
Pharmaceutical 
Benefits Advisory 
Committee 

Refer technology for 
consideration: 
anyone 

 
Part of sub-committee 
who provides advice 
during evaluation: 
patients 

Membership on 
advisory committee: 
patient representative 

No role identified 

Australia 

 
Medical Services 
Advisory 
Committee 
 

Refer technology for 
consideration: 
anyone 

Part of advisory panel 
who defines scope of 
appraisal: patients 

Membership on 
advisory committee: 
patient representative 

No role identified 

Belgium 

 
Drug 
Reimbursement 
Committee 
 

No role identified No role identified No role identified No role identified 

Canada 

 
Canadian Agency 
for Drugs and 
Technologies in 
Health 

No role identified 

 
Submit information to 
group preparing 
evaluation report: 
patients and patient 
organizations 

Membership on 
advisory committee: 
two patient 
representatives (pan-
Canadian Oncology 
Review); public 

No role identified 
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representative: two 
“public” 
representatives 
(Canadian Drug Expert 
Committee) 

Denmark 

 
Danish Medicines 
Agency 
 

No role identified No role identified No role identified No role identified 

France 

 
French National 
Authority for 
Health 

Refer technology for 
consideration: 
patients and patient 
organisations 

o Participate in 
defining scope of 
the appraisal: 
patients 

 
o Participate in 
consultations during 
evaluation: patients 

 
Membership on 
advisory committee: 
patient representative 
(HAS Interdisciplinary 
Economic Evaluation 
and Public Health 
Committee (CEESP)) 
 

No role identified 

Germany 
Federal Joint 

Committee (G-BA) 
No role identified 

o Participate in 
defining scope of 
the appraisal: 
patients 

 
o Comment on 
draft protocol for 
evaluation:  anyone 

 
o Submit 
information to 

Membership on 
advisory committee: 
patient representative 

No role identified 
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group preparing 
evaluation report: 
anyone 

Italy 

 
Italian Medicines 
Agency 
 

No role identified No role identified No role identified No role identified 

Japan 

 
Drug Pricing 
Organization 
 

No role identified No role identified No role identified No role identified 

New Zealand 

 
Pharmaceutical 
Management 
Agency of New 
Zealand 
(PHARMAC) 
 

Refer technology for 
consideration: 
patients and patient 
organisations 

Submit information to 
group preparing 
evaluation report: 
anyone 
 

No role identified No role identified 

Norway 

 
Norwegian 
Medicines Agency 
 

No role identified No role identified No role identified No role identified 

Scotland 
Scottish Medicines 
Consortium 

No role identified No role identified 

o Membership on 
advisory committee: 
patient 
representative 

 

No role identified 
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o Submit written 
testimonials: patient 
organisations 

Singapore 

 
Singapore Ministry 
of Health Drug 
Advisory 
Committee 
 

No role identified No role identified No role identified No role identified 

Spain 

 
Ministry of Health 
(Directorate 
General of 
Pharmacy and 
Health Products) 
 

No role identified No role identified No role identified No role identified 

Spain 

 
National Health 
System Inter-
territorial Council 
 

No role identified No role identified No role identified No role identified 

Sweden 

 
Dental and 
Pharmaceutical 
Benefits Board 
(TLV) 
 

No role identified No role identified 

Membership on 
advisory committee: 

two patient 
representatives 

 

No role identified 
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The 
Netherlands 

 
Dutch Health Care 
Insurance Board 
(CVZ) 

Refer technology for 
consideration: 
patients  

No role identified No role identified No role identified 

United 
Kingdom 

National Institute 
for Health and 
Clinical Excellence 
(NICE) 

Refer technology for 
consideration: 
patients and the 
general public 

o Participate in 
defining scope of 
the appraisal: patient 
organisations 
 
o Submit 
information to 
group preparing 
evaluation report: 
patient organisations 

 

 
o Membership on 
advisory committee: 
two patient 
representatives 
 
o Submit written 
testimonials: patient 
organisations 
 
o Comment on 
draft 
recommendations: 
public and patients 

Appeal 
recommendations: 

patient organisations 

United States 

Centres for 
Medicare and 

Medicaid Services 
(CMS) 

Refer technology for 
consideration: 

patients 

Submit information to 
group preparing 

evaluation report: 
anyone 

o Membership on 
advisory committee:  
patient 
representative 
 
o Submit 
additional 
information: anyone 
 

Appeal 
recommendations: 

anyone 
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o Present to 
advisory committee: 
anyone  

Wales 
All Wales 
Medicines Strategy 
Group 

No information 
found 

No information found 

o Membership on 
advisory committee:  
patient 
representative 
 
o Attend 
committee meeting: 
public and patients 
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Chapters 6 and 7 Appendices 
 

The information contained here is associated with Chapter 6: Understanding Canadian 

Health Technology Assessment through a systems lens and Chapter 7: HTA 

stakeholders’ perspectives on public involvement in Canadian HTA. 
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Ethics approval  
(This ethics approval also includes the study conducted in Chapter 8) 
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Participant information sheet and consent form 

PARTICIPANT INFORMATION SHEET 

 
Title of Study:  Involving the public in health policy decision making  
Principal Investigator: Dr Jackie Street  
Research/Study Coordinators: Mrs Edilene Lopes McInnes and Dr Tania Stafinski 
 
 
Why am I being asked to take part in this research study? 
This project will provide guidance on how public involvement processes should to be 
designed and evaluated in Health Technology Assessment (HTA). HTA is a system for 
assessing whether particular medicines and medical devices should be government 
funded based on their costs and benefits. Public involvement processes are methods 
used to engage the public and patients in such decisions. We will establish how to 
design and evaluate public involvement processes by conducting a systematic review of 
literature along with semi-structured interviews and focus groups with policy makers, 
members of the public, and representatives from HTA agencies, patient organisations 
and medicine and device manufacturers.  
 
What is the reason for doing the study?   
The objective is to use this information to improve how governments and HTA 
agencies design processes to engage with the public and then evaluate those processes. 
This research will form the basis for Edilene’s degree of Doctor of Philosophy at the 
University of Adelaide (Australia) under the supervision of Dr Jackie Street, Dr Drew 
Carter, Dr Tania Stafinski, and Associate Professor Tracy Merlin. 
 
What will I be asked to do? 
You will be asked to participate in an interview of approximately one hour. The 
interview will be conducted face to face, at a mutually agreed place, or over the phone, 
depending on which is more convenient for you. If you accept the invitation to 
participate in this project, you will be asked to sign a consent form and return it on the 
day of the interview or by a reply prepaid envelope that we will send to you.  
 
What are the risks and discomforts? 
Talking about the availability of funding for life-changing or life-saving drugs may be 
distressing for some people. It is possible that talking about your experiences in this 
area may cause some discomfort. If you become uncomfortable during the interview, 
our conversation will be immediately paused or stopped and you will be able to take a 
moment. In such cases, you will receive a telephone call later from the Senior 
Researcher, Dr Tania Stafinski, to discuss any matters you think relevant. It is not 
possible to know all of the risks that may happen in a study, but the researchers have 
taken all reasonable safeguards to minimize any known risks to a study participant.   
 
What are the benefits to me?   
You are not expected to get any benefit from being in this research study. This project 
aims at making recommendations on how governments and HTA agencies can 
improve the design and evaluation of processes that involve the public in decision 
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making. While this project may facilitate participation in the processes by a wider range 
of people, making the processes more democratic, and your involvement may not be 
of any direct benefit to you. 
 
Do I have to take part in the study?  
Being in this study is your choice.  If you decide to be in the study, you can change 
your mind and stop being in the study at any time before or during the interview.  You 
may also refuse to answer any questions during the interview. 
 
Will I be paid to be in the research?  
No, but we will cover any expenses incurred through your participation in the study. 
 
Will my information be kept private?   
During the study we will be collecting data about your opinions.  We will do everything 
we can to make sure that this data is kept private.  No data relating to this study that 
includes your name will be released outside of the researcher’s office or published by 
the researchers. Sometimes, by law, we may have to release your information with your 
name so we cannot guarantee absolute privacy. However, we will make every legal 
effort to make sure that your information is kept private.  
 
The project results will be published as part of a PhD thesis that will be freely available 
at the University of Adelaide library (in Australia) in hard copy and online. We  will 
publish articles in scientific journals and present findings at national and international 
health-related conferences. If you wish, we can send you a copy of all outputs from the 
research project. The information we obtain from you will be dealt with confidentially. 
You will not be identified in any publications or presentations. If we use a quote from 
your interview, we will not identify you but instead use a code, such as a number. 
 
What if I have questions? 
If you have any questions about the research now or later, please contact Dr Tania 
Stafinski at (1) 780-492-4791. If you have any questions regarding your rights as a 
research participant, you may contact the Health Research Ethics Board at (1) 780-492-
2615. This office has no affiliation with the study investigators.  
 
The study has been approved by the Human Research Ethics Committee at the 
University of Adelaide (Australia) (approval number H-2015-239). If you have 
questions or problems associated with the practical aspects of your participation in the 
project, or wish to raise a concern or complaint about the project, then you should 
consult the Principal Investigator (Dr Jackie Street). Contact the Human Research 
Ethics Committee’s Secretariat on phone +61 8 8313 6028 or by email to 
hrec@adelaide.edu.au if you wish to speak with an independent person regarding 
concerns or a complaint, the University’s policy on research involving human 
participants, or your rights as a participant. Any complaint or concern will be treated in 
confidence and fully investigated. You will be informed of the outcome. 
 
The study is being conducted by the University of Adelaide (Australia) in collaboration 
with the University of Alberta. Mrs Lopes McInnes is supported by a post-graduate 
scholarship funded by the Australian Government. You are entitled to request any 
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details concerning the financial support for this project from the Principal Investigator 
(Dr Jackie Street) or the Research/Study Coordinators (Dr Tania Stafinski and Mrs 
Edilene Lopes McInnes). 
 

CONSENT FORM 
 

Title of Study: Involving the public in health policy decision making 
Principal Investigator: Dr Jackie Street 
Study Coordinator: Dr Tania Stafinski and Mrs Edilene Lopes McInnes 
Phone Number: (1) 780-492-4791 
 

 Yes No 

Do you understand that you have been asked to be in a research 
study? 

  

Have you read and received a copy of the attached Information 
Sheet? 

  

Do you understand the benefits and risks involved in taking part  
in this research study? 

  

Have you had an opportunity to ask questions and discuss this 
study? 

  

Do you understand that you are free to leave the study at any time, 
without having to give a reason and without penalty? 

  

Has the issue of confidentiality been explained to you?   
Do you understand who will have access to your study records?   
I agree to the interview being audio recorded.   
 
Who explained this study to you?  _________________________________ 
 

I agree to take part in this study: 
 
Signature of Research Participant: __________________________________ 
 

 
I believe that the person signing this form understands what is involved in the 
study and voluntarily agrees to participate. 
 

Signature of Investigator or Designee: ______________________________ 
 

Date: ________________________________ 
 

The information sheet must be attached to this consent form and a copy given to 
the research participant 
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Data analysis 

Coding 

 

We coded interviews using NVivo 10 with a pre-coded list based on elements of the 
CAS nomenclature (e.g., agents, environment) and open coding. ELM and JS coded 
three interviews separately, compared results, and resolved discrepancies through 
discussion. ELM coded the remaining interviews based on the agreed coding list and, as 
new codes were developed, all interviews were re-coded. This process resulted in 306 
codes (30 initial codes and 276 codes from the re-coding iterative process). 
 
We collapsed codes into first (26) and second (ten) order themes using Excel 2013. For 
example, the first-order theme ‘Areas of Care’ included codes related to interviewees’ 
descriptions or examples of diseases and health conditions or preventative measures 
related to HTA processes. Specifically, ‘Areas of Care’ combined the codes: Conditions 
and diseases, Lung, Newborn screening, Oncology, and Rare Diseases. In some cases, 
the same codes could be included under different themes as it was the case with the code 
‘Conflict of interest’, which was included under the themes ‘Government processes’, 
‘Industry’, and ‘Patient organisations’. 
 
We generated second-order themes and sub-themes using SSM and CAS theoretical 
frameworks. Second-order themes encompassed first order themes and single codes. For 
instance, the theme ‘Agents’ was divided into three sub-themes: ‘Core Agents’; ‘External 
Agents’; ‘Agents’ characteristics’. The sub-theme ‘Core Agents’ included the codes 
Academics; Clinicians; Payer; Policymaker; Procurement staff; HTA staff; as well as first-
order themes: ‘Government’; ‘Industry’; ‘Clinicians’; ‘HTA Process’. Organising codes 
into first- and second-order themes preserved the richness of the data and allowed for 
the thick description of particular aspects of the HTA system. 
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First-order themes, second-order themes and codes 
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Interview schedules 

Here, we present the interview schedules adapted for each specific type of 

stakeholder. 

 

Schedule 1 – Government representative 

 

o Could you start talking about your role in the government? 
o Can you briefly explain what your department’s objectives are in using HTA 

processes? 
o What is your opinion about the HTA agency application process?   

 

Prompts: What is the most useful aspect?  
What is the least useful aspect? 
What type of information do you need and what type of information do you receive 
(are there any gaps)? 
 

o What is your opinion about involving the public in HTA? 
 
Prompts: Objective of having such processes 
How these processes could affect the outcome of reimbursement processes 
How these processes could affect the final decision by government 
agencies/departments 
How do you think this should be done? 
 

o How do you think your department would use the outcomes of a public 
involvement process? 

o How do you think patient organisations would see such a process?  
o How do you think manufacturers would see such a process? 
o Do you have direct contact with representatives of patient organisations or 

members of the public concerning HTA results that your department is 
considering? Why/Why not? 

o Do you have direct contact with manufacturers about HTA results that your 
department is considering? Why/Why not? 

o How do you think HTA agencies relate to manufacturers? And to patient 
organisations? 

 What is your opinion about manufacturers’ relationship with patient organisations? 
 
How do you think public involvement would affect patient involvement? 
 
Comments about the research project 
 

o Any issues would like to raise that have not been asked during the interview 
o Any comments on the way the interview was conducted 
o Any questions about the research project or anything you would like to add 
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Schedule 2 – HTA representative  

o Could we start by talking about your organisation? 
o What is your role in this organisation? 
o Can you briefly explain how the Health Technology Assessment process happens 

in your agency? 
 
Prompts: Stages and explanation of the application process 
Opinion about the application process: 

o what type of information the agency needs 
o how the information has to be provided (format) 
o information received from various stakeholders 
o application process timelines 
o human resources available 
o access to other sources of information 
o financial issues  

 
o Do you have patient involvement in your agency’s HTA process? 

 
Yes: Can you explain how do you involve patients? 
Prompts: 

o what types of involvement processes this agency employs 
o if there is more than one, explanation of each type of involvement  
o what type of information from patients does the agency need 
o how the information needs to be provided (format) 
o application process timelines 
o human resources available 
o access to other sources of information 
o financial issues 

 
No: What is your opinion on having patients taking part in this type of assessment? 
 

o Do you have public involvement in your agency’s Health Technology Assessment 
process? 

 
Yes: Can you explain how do you involve the public? 
Prompts: 

o what types of involvement processes this agency employs 
o if there is more than one, explanation of each type of involvement  
o what type of information from patients does the agency need 
o how the information needs to be provided (format) 
o application process timelines 
o human resources available 
o access to other sources of information 
o financial issues 

 
No: What is your opinion on having the public taking part in this type of assessment? 
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o We can involve patients and the public at different stages of HTA. I will give you 
a few examples of how this could be potentially done and then ask your opinion 
about them…  

 
Case 1 – Before the assessment starts: 

If a committee/unit receives ten health technologies for assessment but can assess only 
three of them, should patients have a say in choosing which health technologies should 
be assessed? (Why/ Why not) Should the public (ordinary citizens) have a say in choosing 
which health technologies the wider community would prefer to have assessed? (Why/ 
Why not) 
 
Case 2 – Protocol stage:  

When the assessment protocol is being designed, should patients have a say in suggesting 
which measurement outcomes should be used? (Why/ Why not) Should the public 
(ordinary citizens) have a say in defining which social values should be incorporated in 
the assessment of health technology? (Why/ Why not) 
 

Case 3 – Assessment stage: 

When information is being collected for the assessment of a particular health technology, 
should patients provide information related to their experience with a condition/disease 
and using different treatments or drugs? (Why/ Why not) Should the public (ordinary 
citizens) have a say in providing information on social values related to trade-offs in 
quality of life or costs being considered? (Why/ Why not) 
 
Case 4 – Report:  

Once the draft report has been completed, should patients be able to make suggestions 
or add comments to the final report? (Why/ Why not) Should citizens be able to make 
suggestions or add comments to the final report? (Why/ Why not) 
 

Case 5 – Recommendations: 

Should patients be part of committees making the decision to recommend a particular 
health technology to be funded? (Why/ Why not) Should the public (ordinary citizens) 
be part of committees making the decision to recommend a particular health technology 
to be funded? (Why/ Why not) 
 

o How do you think the government would use the outcomes of a public 
involvement process? 

o How do you think patient organisations would see such a process?  
o How do you think government departments’ relate to manufacturers? And to 

patient organisations? 
 What is your opinion about manufacturers’ relationship with patient organisations? 
 

o How do you think public involvement would affect patient involvement? 
 
Comments about the research project 

o Any issues would like to raise that have not been asked during the interview 
o Any comments on the way the interview was conducted 
o Any questions about the research project or anything you would like to add 
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Schedule 3 – Manufacturer representative (pharmaceuticals) 
 

o Could we start by talking about your organisation? 
o What is your role in this organisation? 
o Can you talk me through your organisation’s participation in a Health 

Technology Assessment processes?  
 

Prompts: Decision or reasons to submit an application 
Step-by-step application submission 
Opinion about the application process   

o questions asked 
o how the information has to be provided (format) 
o information received from agency or unit 
o application process timelines 
o human resources available 
o access to other sources of information 
o financial issues  
o transparency of the process 
o the outcome of the process 

 
o Are you aware of calls for public involvement in HTA? 

If the answer is no: Some people consider it relevant to have public input in HTA, 
rather than patients when trade-offs and value-decisions are involved. The idea is that 
the government would be able to take into consideration what the community/society 
as a whole thinks needs to be funded when making decisions that will affect health 
department budgets. 
 

o What is your opinion about public involvement in HTA?  

Prompts: Objective of having such processes 
How do you think this should be done? 
Would patient organisations have a role in such processes? 
Would manufacturers have a role in the process? 
 

o How do you think the government would use the outcomes of a public 
involvement process? 

o How do you think patient organisations would see such a process?  
o How do you think HTA committees/agencies relate to government 

departments? And to manufacturers? 
  

o What is your opinion about government departments’ relationship with patient 
organisations? 

o How do you think public involvement would affect patient involvement? 
 
Comments about the research project 

o Any issues you would like to raise that have not been asked during the interview 
o Any comments on the way the interview was conducted 
o Any questions about the research project or anything you would like to add 
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Schedule 4 – Manufacturer representative (medical devices)  

o Could we start by talking about your organisation? 
o What is your role in this organisation? 
o How does your organisation seek to include an item in the government listing for 

reimbursement?  
 

Prompts: Reasons for applying 
How applications are submitted (step by step) 
Opinion about the application process: questions asked 

o how the information has to be provided (format) 
o information received from agency or unit 
o application process timelines 
o human resources available 
o access to other sources of information 
o financial issues  
o transparency of the process 
o the outcome of the process 

 
o Are you aware of calls for public involvement in devices (or other health 

technologies) reimbursement? 
 
If the answer is no: Some people consider it relevant to have public input in HTA, rather 
than patients, when trade-offs and value-decisions are involved. The idea is that the 
government would be able to take into consideration what the community/society as a 
whole thinks needs to be funded when making decisions that will affect health 
department budgets. 
 

o What is your opinion about public involvement in this scenario?  

Prompts: Objective of having such processes / How could this process affect the 
outcome of reimbursement processes? / How do you think this should be done? / 
Would patient organisations have a role in such processes? / Would manufacturers have 
a role in the process? 
 

o How do you think the government would use the outcomes of a public 
involvement process? 

o How do you think patient organisations would see such a process?  
o How do you think HTA committees/agencies relate to government 

departments? And to manufacturers? 
  

o What is your opinion about government departments’ relationship with patient 
organisations? 

 
o How do you think public involvement would affect patient involvement? 

Comments about the research project 
o Any issues you would like to raise that have not been asked during the interview 
o Any comments on the way the interview was conducted 
o Any questions about the research project or anything you would like to add 
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Schedule 5 – HTA patient representative or public member  

 

o Can you explain to me your role as a patient representative / public member?  
o How do you see your role? 
o How do you think the other members of the agency/committee see your role? 
o What are your specific activities as a patient representative / public member? 
o How do the assessment meetings happen? What happens during (before or 

after) the meetings? 
 

Prompts: Opinion about their participation in the advisory committee’s 
assessment/evaluation process 

o The information available about the process they need to analyse 
(access/language/source) 

o Position of other stakeholders (during meetings or when providing feedback) 
o Access to other sources of information 
o Transparency 
o Financial issues 

 
o Are you aware of calls for public involvement in HTA? 

 
If the answer is no: Some people consider it relevant to have public input in HTA, 
rather than patients when trade-offs and value-decisions are involved. The idea is that 
the government would be able to take into consideration what the community/society 
as a whole thinks needs to be funded when making decisions that will affect health 
department budgets. 
 

o What is your opinion about public involvement in HTA?  
 

Prompts: Objective of having such processes 
How do you think this should be done? 
Would patient organisations have a role in such processes? 
Would manufacturers have a role in the process? 
 

o How do you think the government would use the outcomes of a public 
involvement process? 

o How do you think HTA committees/agencies relate to government 
departments? And to manufacturers? 

o What is your opinion about the government departments’ relationship with 
manufacturers? 

 
Comments about the research project 

o Any issues you would like to raise that have not been asked during the interview 
o Any comments on the way the interview was conducted 
o Any questions about the research project or anything you would like to add 
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Schedule 6 – Patient organisation representative 

 

o Could we start by talking about your organisation? 
o What is your role in this organisation? 
o What is your opinion about patient involvement in HTA? 
o Why would your organisation take part in HTA processes? 
o Can you explain to me what types of processes your organisation has taken part 

in? 
 

o What is your opinion about the process you have taken part in? 
 

Prompts: Background information received from agency or unit 
o Access to other sources of information 
o Time to answer the questions 
o Human resources 
o Financial issues  

 
o Do you think the information you provided was taken into consideration? Why/ 

Why not? 
o At what stage should patient involvement happen in HTA? 
o What types of patient organisations should take part in HTA in your opinion? 

Why? 
o What is your opinion about the transparency of the process? 
o What is your opinion about the decision-making process that HTA informs? 

 
Are you aware of calls for public involvement in HTA? 

If the answer is no: Some people consider it relevant to have public input in HTA, rather 
than patients when trade-offs and value-decisions are involved. The idea is that the 
government would be able to take into consideration what the community/society as a 
whole thinks needs to be funded when making decisions that will affect health 
department budgets. 
 

o What is your opinion about public involvement in HTA?  
 

o How do you think the government would use the outcomes of a public 
involvement process? 

o How do you think HTA committees/agencies relate to government 
departments? And to manufacturers? 

o What is your opinion about the government departments’ relationship with 
manufacturers? 

 
Comments about the research project 

o Any issues you would like to raise that have not been asked during the interview 
o Any comments on the way the interview was conducted 
o Any questions about the research project or anything you would like to add 
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Chapter 8 Appendix 
 

The information contained here is associated with Chapter 8: The rationale and design 

of public involvement in health funding decision making: Focus groups with the 

Canadian public. 

 

Participant Information sheet 

PARTICIPANT INFORMATION SHEET AND CONSENT FORM 

 
Title of Study:  Designing and evaluating HTA public involvement processes: a 
complex adaptive systems approach 
Principal Investigator: Dr Jackie Street  
Research/Study Coordinators: Dr Tania Stafinski and Mrs Edilene Lopes McInnes  
 
 
Why am I being asked to take part in this research study? 
We would like to understand the opinion of members of the public in relation to 
processes used to engage and involve the population in decisions that may affect health 
policy. We are also going to hear from experts in the field of Health Technology 
Assessment, members of the government, representatives of patient organisations and 
representatives of the health industry. The objective is to use this information to create 
guidelines for the design and evaluation of public involvement processes in HTA and 
to inform government decision about using such processes. Before you decide whether 
to participate, one of the researchers will go over this form with you.  You are 
encouraged to ask questions if you feel that anything needs to be made clearer.  You 
will be given a copy of this form to keep.   
 
What is the reason for doing the study?   
The objective is to use this information to improve how governments and HTA 
agencies design processes to engage with the public and then evaluate those processes. 
This research will form the basis for Edilene’s degree of Doctor of Philosophy at the 
University of Adelaide (Australia) under the supervision of Dr Jackie Street, Dr Drew 
Carter, Dr Tania Stafinski, and Associate Professor Tracy Merlin. 
 
What will I be asked to do? 
We will conduct a focus group, which is a discussion group with a maximum of ten 
people, to debate public involvement processes. We just want to gather your opinions 
about these processes and we would like you to have a conversation with other nine 
people about these processes. The discussion will last for 90 minutes and will happen 
at the University of Alberta. Two researchers will be present: one will provide topics 
for discussion and ask questions and the other one will take notes. We will also be 
audio recording the discussion, so we can analyse the data later. 
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What are the risks and discomforts?   
We anticipate that the only risk for your participation is possible inconvenience for 
giving up your time and taking part in a group discussion. If you or someone else in 
the group becomes upset during the focus group, the discussion will be paused or 
stopped and the participant counselled to take a moment. If necessary, we will 
recommend the participant to seek support from their doctor. In such cases, the 
participant will receive a telephone call later from the Senior Researcher, Dr Tania 
Stafinski, to discuss the matter with them.   
 
What are the benefits to me?   
You are not expected to get any benefit from being in this research study. However, 
this project aims at making recommendations on how governments and HTA agencies 
can improve the design and evaluation of processes that involve the public in decision 
making. We believe that having such recommendations in place will facilitate 
participation in the processes by a wider range of the public, making these processes 
and the decisions based on the outcomes of these processes more democratic. This 
study may help other people in the future. 
 
Do I have to take part in the study?   
Being in this study is your choice.  If you decide to be in the study, you can change 
your mind and stop being in the study at any time leading up to the end of the focus 
group session.  You can also refuse to answer any questions during the focus group. 
 
Will I be paid to be in the research?   
We will provide you with an honorarium of CAD$40 in order to cover expenses such 
as travel, parking and child-minding incurred through your participation in the study, 
and as a partial recompense for your time. You will receive this honorarium at the end 
of the session. 
 
Will my information be kept private?   
During the study we will be collecting data about you.  We will do everything we can to 
make sure that this data is kept private.  No data relating to this study that includes 
your name will be released outside of the researcher’s office or published by the 
researchers. Sometimes, by law, we may have to release your information with your 
name so we cannot guarantee absolute privacy. However, we will make every legal 
effort to make sure that your information is kept private.  
 
The project results will be published as part of a PhD thesis that will be freely available 
at the University of Adelaide library (in Australia) in hard copy and online. We also 
expect to publish articles in scientific journals and present the results at national and 
international health-related conferences. If you wish, we can send you a copy of every 
outcome of this research project. The information we obtain from you will be dealt 
with confidentially. Participants will not be identified in any publications or 
presentations and information will be published as aggregated data. If we use a quote 
from a focus group participant, we will not identify the person but use a code (which is 
likely to be a number).  
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What if I have questions? 
If you have any questions about the research now or later, please contact Dr Tania 
Stafinski at (1) 780-492-4791. If you have any questions regarding your rights as a 
research participant, you may contact the Health Research Ethics Board at (1) 780-492-
2615.  This office has no affiliation with the study investigators. The study is being 
conducted by the University of Adelaide (Australia) in collaboration with the 
University of Alberta. Mrs Lopes McInnes is supported by a post-graduate scholarship 
funded by the Australian Government. You are entitled to request any details 
concerning the financial support for this project from the Principal Investigator (Dr 
Jackie Street) or the Research/Study Coordinator (Dr Tania Stafinski and Edilene 
Lopes McInnes). 

 

CONSENT FORM 

Title of Study: Designing and evaluating HTA public involvement processes: a 
complex adaptive systems approach 
Principal Investigator(s): Dr Jackie Street  
Study Coordinators: Dr Tania Stafinski and Mrs Edilene Lopes McInnes 
Phone Number: (1) 780-492-4791 

 Yes No 

Do you understand that you have been asked to be in a research 
study? 

  

Have you read and received a copy of the attached Information 
Sheet? 

  

Do you understand the benefits and risks involved in taking part  
in this research study? 

  

Have you had an opportunity to ask questions and discuss this 
study? 

  

Do you understand that you are free to leave the study at any time, 
without having to give a reason and without penalty? 

  

Has the issue of confidentiality been explained to you?   
Do you understand who will have access to your study records?   
Who explained this study to you?  _________________________________ 
 

I agree to take part in this study: 
 
Signature of Research Participant: __________________________________ 
 

 
I believe that the person signing this form understands what is involved in the 
study and voluntarily agrees to participate. 
 

Signature of Investigator or Designee: ______________________________ 
 

Date: ________________________________ 
 

The information sheet must be attached to this consent form and a copy given to 
the research participant 
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Focus groups selection strategy 

Screening questionnaire 

 

SCREENING QUESTIONNAIRE 
 

 
Interviewer:  My name is “----” and I am calling to follow-up on a consent form we received 
indicating that you would like to be considered for a focus group on Health Technology 
Assessment. You will take part in a research study that is looking at how the public is 
involved in Health Technology Assessment decisions that may affect them. First, I would 
like to thank you for your interest in the project and ask you if you have any questions so 
far. Please feel free to stop me at any time if you are unclear about something or would like 
to ask a question. 
  
Interviewer:  As explained in the information letter, we are trying to select people who 
represent (province of origin) living in or around the (province) region. This means that we 
need a mix of males and females, and people from different age groups, income levels, 
educational backgrounds, and professions. We also need people who are unlikely to voice 
their views otherwise. Your answers to the questions that I will be asking you will help to 
make sure that we get things right!  Please be aware that you do not have to answer any 
questions that you do not want to and you may stop the interview at any time.  If it’s alright 
with you, I would like to begin now. 
 
 

Questions 
 

Answer 
 

 
1. First of all, are you still willing and able to take part in the 
focus group, which will take place on (date, time, and 
local)? 
 

If yes, proceed to question 2.  
If no, stop the interview. 

 
2. Please state your postal code. 
 

 

 
3.  How long have you lived at your current address? 
 

 

 
4. Are you male or female? 
 

 

 
5. Please tell me which one of the following age categories 
you fall into? (check off one of the boxes) 
 

  18 – 24     
  25 – 34 
  35 – 44 
  45 – 54      
  55 – 64     
  65 – 74 
  > 75 
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6. What do you consider to be your ethnic background (e.g., 
Asian, First Nations, etc.)? 
 

 

7.  What is the highest level of education you have 
completed? (check off one of the following boxes) 
 

 Less than high school 
  High school 
  Post-secondary diploma 
 University degree 
  Graduate degree 
  Other. Please specify:  

8.  Are you currently working for pay or for profit?  Yes / 
No 

If yes, go to question 10.  If 
no, skip to question 13. 

9. Which of the following best describes your work status?  
(check off one or more of the boxes) 
 

  Full-time          Part-
time 
  Seasonal         Self-
employed 
  On contract     In a 
salaried position 
 

10. To which of the following household income categories 
do you belong, before taxes and deductions:  (check off one 
of the boxes) 
 

  < $20,000 
  $20,000 to $40,000 
  $40,000 to $60,000 
  $60,000 to $80,000 
  > $80,000 
 

11. Is your current paid employment in the health care 
system (e.g., health care professional, administrator, support 
staff, etc.)?  
 

Yes / No 

12.  Does any immediate member of your family work in 
health care?  
 

Yes / No 

13.  Have you ever been associated with or a member of 
any patient group or society?             
 

Yes / No 

14. Do you work for a medical product or health care 
company?   
 

Yes / No 

 
Thank you for taking the time to answer these questions. When we have finished all of our 
interviews and selected the 10 participants, we will send you a letter stating whether or not 
we were able to include you.  We plan to have these letters sent out within the next two 
weeks.  In the meantime, if you have any questions or concerns, please feel free to contact 
me [insert telephone number].  
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Data analysis 

Codes 

 

Access  4 72 

Accountability  3 28 

Advertising  4 9 

Advocacy  4 9 

Agenda  4 37 

Audit  4 17 

Autonomy  3 6 

Awareness  4 38 

Background  4 26 

Balance  4 50 

Bias  4 48 

Bureaucrats  4 24 

Canada  2 9 

Careful  4 108 

Change  4 48 

Check and balance  4 15 

Choice  4 49 

Civic duty  2 3 

Committees or boards   4 41 

Communication  4 40 

Community  4 104 

Complex  4 33 

Conflict of interest  4 30 

Connection  3 20 

Consensus  3 8 

Contentious  4 25 

Context  4 170 

Control  4 20 

Convincing  2 3 

Corruption  4 9 

Costs  4 59 

Courts - Justice  3 22 

Criteria  4 30 

Death  3 3 

Decision making  4 118 

Demand  2 2 

Democracy  3 10 

Demographics  4 8 

Different regions  3 10 

Difficult - Easy  4 93 

Disagreement  4 25 

Discrimination  3 7 

Discussion  4 38 

Diseases - conditions  4 35 

Distortion  4 65 

Diversity  4 39 

Doubts  4 113 

Education  4 47 

Effort  4 63 

Emotions  4 30 

Engagement  4 83 

Ethics  3 6 

Evaluation  4 19 

Experience  4 67 

Experts  4 39 

Feedback  4 95 
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Flexibility  4 30 

Focus  4 13 

Fundraising  1 1 

Government  4 54 

Group mentality  2 8 

Health  4 39 

Health industry  4 19 

Health services  3 27 

Healthcare professionals  4 30 

Healthcare system  4 46 

HTA process  3 33 

Humanitarian  3 3 

Important  4 104 

Improvement  4 84 

Inclusion - exclusion  4 75 

Independent  4 27 

Individuals  4 72 

Influence  4 68 

Information  4 128 

Innovation  4 13 

Input  4 132 

Intention  4 49 

Interests  4 92 

Internet  4 19 

Knowledge  4 78 

Leadership  3 8 

Learning process  4 16 

Limits  4 30 

Listened or not listened to  4 23 

Lobby group  3 12 

Media  3 8 

Medical devices  4 18 

Medicines  4 29 

Middle ground  3 7 

Missing something  4 31 

Money  4 70 

Monitoring  2 9 

Objective - subjective  4 62 

Older people  4 10 

Opportunity  4 64 

Other countries  4 20 

Other stakeholders  0 0 

Patient involvement  4 13 

Patient organizations  1 2 

Patients  4 32 

Perceptions  4 110 

Policies  2 8 

Politics  3 19 

Priorities  4 92 

Private health insurance  1 2 

Privatization  2 3 

Proactive - reactive  4 10 

Problematic  4 118 

Processes  4 122 

Professional  4 17 

Promotion  4 19 

Provinces  4 15 

Public  4 166 

Public involvement  4 156 

Quality of life  3 12 
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Question  4 72 

Random  3 13 

Red tape  3 10 

Relationships  2 3 

Religion  2 3 

Report  4 12 

Representation  4 32 

Research issues  4 54 

Researchers  4 17 

Responsibility  4 37 

Results - outcomes  4 31 

Rights  4 17 

Saving lives  4 9 

Security  2 3 

Seriousness  2 5 

Skills  4 8 

Slowdown  3 5 

Small versus large  4 24 

Social media  3 5 

Stages  2 12 

Statistics  3 9 

Strategy  4 83 

Taxes  4 8 

Technology  3 11 

Third party  3 4 

Time  4 40 

Timelines  4 13 

Transparency  4 8 

Treatment (medical)  4 34 

Trust  4 42 

Uncertainty  4 85 

Understand  4 102 

Utilitarianism  3 9 

Values  4 83 

Variation  4 135 

Volunteer  4 5 

Waste  4 16 

Work  4 13 

Young people  3 7 
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First-order themes 
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Second-order themes  
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