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ABSTRACT

With more than 1% of the Australian population chronically infected, hepatitis C virus (HCV)
is a significant contributor to morbidity and mortality in Australia. Whilst direct acting
antiviral treatment for HCV (DAA) with high cure rates is now available for Australian people
with HCV (PWHCV), there remains a substantial proportion of the affected population who
remain undiagnosed and untreated. Australian private General Practitioners (GPs) are
professionally and geographically well placed to diagnose HCV and prescribe DAA, yet there

are gaps in the care provided by these GPs.

The original contribution to knowledge in this thesis is the presentation of additional
recommendations to increase the provision of DAA in this setting, that originate from a re-
examination of the assumptions about the provision of care within the GP-patient
relationship in the Australian context. A strength of this thesis is the in-depth understanding
of this context provided by studies focused on the ‘healthcare system’ (Study 1), ‘patient’
(Study 2) and ‘GP’ (Study 3) system components individually, and the interactions between

these.

A document analysis of HCV specific and two broad primary healthcare policies, Study 1,
demonstrated a lack of coherence between the documents that prevented equity of
healthcare access for PIWHCVs. Recommendations to facilitate cross-referencing between
the disease specific and broad policies are provided. Semi-structured interviews were
thematically analysed in Study 2 and Study 3, respectively examining the experiences and
perspectives of people affected by HCV, regarding engagement for HCV care (N=22), and the
experiences and perspectives of GPs with the provision of this care (N-=9). Decisions about
engagement and disclosure to GPs were made by PWHCV by weighing up their perceptions
of the potential risks and potential benefits. Potential risks included risk to the
confidentiality of sensitive information, risk to usual care and risk of exposure to
discrimination. For PWHCV the perception of benefit would only occur if the GP was capable
of providing an appropriate level of care and this was not assumed for all GPs. GPs described
limits to their scope of practice and that inclusion of prescribing DAA was not automatic.

The perceived prevalence of conditions within their patient population influenced GPs’

Xiv



scope of practice. GPs considered the provision of DAA as a ‘special interest’. GPs that

provided DAA felt confident and supported to provide this care.

The overall conclusion is that GPs will not automatically provide care for HCV to ‘their’
patients and PWHCV will not always engage with ‘their’ GP for this care. While the
profession of general practitioners is appropriate to provide DAA, not all GPs will choose to
include this care in their scope of practice. Australian PWHCV also have choice about their
engagement with individual GPs and about disclosure of HCV. Suggested recommendations
centred around supporting GPs who choose to provide HCV care to provide best-practice
care and providing pathways for PWHCV to receive care from these GPs. GP-to-GP referral,
expansion of the role of Viral Hepatis Nurses, and a register of GP DAA providers, are

amongst recommendations provided to achieve this outcome.
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CHAPTER 1.
INTRODUCTION TO THE THESIS

1.1 Introduction to the thesis topic

Chronic hepatitis C (HCV) is a significant public health problem in Australia with more than
1% of the Australian population chronically affected, including people whose HCV remains
undiagnosed (The Kirby Institute, 2018a). Chronic HCV infection is associated with the
development of serious liver disease, including cirrhosis, liver failure and hepatocellular
carcinoma (Dore, Temple-Smith et al. 2009). HCV is a blood borne virus that has
predominantly been transmitted through sharing injecting drug equipment in Australia. Its
association with injecting drug use (IDU) has been found to result in stigma being attached
to the diagnosis with HCV (Butt, 2008; Richmond, Dunning, & Desmond, 2007). This
diagnosis has therefore been described as both a medical and a social diagnosis (Richmond,
Dunning, & Desmond, 2004). Direct Acting Antiviral treatment for HCV (DAA) can be
prescribed by general practitioners (GPs) in private practice (Hepatitis C Virus Infection
Consensus Statement Working Group, 2018), with cure rates for patients of greater than
95% (The Kirby Institute, 2018b). The proportion of Australian patients who have received
this treatment from a GP is 32%, and in 2017, 43% of all DAA was prescribed by GPs
(MacLachlan, Smith, Towell, & Cowie, 2020). In 2016 Australia adopted the World Health
Organisation’s (WHO) target of elimination of HCV (Australian Government - Department of
Health, 2018b; World Health Organization, 2016b) however, to reach this target, rates of
both HCV diagnoses and provision of DAA by GPs must improve (Burnet Institute and Kirby

Institute, 2019).

GPs working in private general practice in Australia are professionally and geographically
well placed to be involved with the provision of care for PWHCV (PWHCV), including the
provision of DAA (Hepatitis C Virus Infection Consensus Statement Working Group, 2018).
The profession of General Practitioner is a recognised and regulated specialty with
registration regulated by the Australian Health Profession Regulation Authority (AHPRA)
(Australian Government - Department of Health, 2018e). A requirement of registration is

that GPs maintain membership with either the Australian Royal College of General



Practitioners (RACGP) or the Australian College of Rural and Remote Medicine (ACRRM)
(Australian Government - Department of Health, 2018e). The provision of primary
healthcare by GPs in private general practice in Australia underpins what has been
described as a ‘universal’ health system (Mossialos, Djordjevic, Osborn, & Sarnak, 2017).
Most Australians and permanent Australian residents can access subsidised GP
appointments through the federally funded Medicare system, and prescribed
pharmaceuticals that are subsidised through the Pharmaceutical Benefits Scheme (PBS)
(Australian Government - Department of Health, 2020a). After successful trials, DAA was
added to the PBS in 2016 when Australian GPs were granted the right to prescribe the
treatment (Khoo & Tse, 2016). Over time, exclusions or restrictions to access to DAA have
been removed, with very few counter-indications for treatment remaining (Hepatitis C Virus
Infection Consensus Statement Working Group, 2018). These measures have reduced or
overcome many of the system-based barriers to the provision of DAA by GPs that have been
reported in other countries (World Health Organization, 2016b). However, not all eligible in

Australia who could receive this treatment from a GP and be cured are receiving treatment.

The aim of this thesis was to understand the provision of DAA by GPs in private general
practice, to allow the development of recommendations that improve the rate of the
provision of this treatment in this setting. Provision of DAA by GPs is a new development,
which has not been previously comprehensively investigated. Thus, further research in this
area was warranted to inform recommendations. In Australia, provision of DAA by GPs,
occurs during consultations between patients and GPs, within the context of the general
practice, local community and wider health system (Crabtree, Miller, & Stange, 2001). When
developing recommendations in the context of general practice settings, it is important to
understand the individual components and manner of interaction, in what has been
described as a complex adaptive system (Crabtree et al., 2001). This thesis examined the
context in which the GP-patient consult takes place in Australian private general practice
and focused on eliciting the experiences and perspectives of GPs and PWHCV (or at risk for
HCV), when engaging in DAA in this setting. Based on the understanding gained,

recommendations to increase the provision of DAA are proposed.



1.2 PhD candidates’ background

| developed my knowledge about this issue when working collaboratively with HCV
organisations to increase the understanding and skills of GPs regarding care for HCV. My
paid work involves recruiting and supporting private GPs who provide opioid substitution
treatment (OST) using methadone and buprenorphine. | started my PhD candidature in
2012, when most people who received opioid dependence treatment had a history of IDU
and were exposed to HCV through sharing needles (Australian Institute of Health and

Welfare, 2013).

At the time of commencing my candidature, there was an estimated 20% of PWHCV who
remained undiagnosed, with less than 2% entering treatment (The Kirby Institute, 20173;
Thein & Dore, 2009), representing a gap between the ideal and actual involvement of GPs in
providing HCV care. | believed that if these gaps existed in relation to other health issues,
guestions would be asked and there would be calls for action. It was my opinion that the
association of HCV with illicit injecting drug use limited this public reaction. Through my
work, | am continually confronted by GPs’ reluctance to be involved in the provision of care
for people with a history of IDU and have been asked “Why would | look after them?”. |
therefore had an understanding that the identified problem may be associated with this
reluctance and research into this area might provide some useful solutions to the low levels

of HCV treatment provision.

1.3 Approach taken to this thesis

This inquiry draws on pragmatist philosophy as described by Morgan (Morgan, 2007, 2014)
and others (Badley, 2015; Hildreth, 2009) who described pragmatist philosophy as
particularly suited to provide solutions to an identified problem (Badley, 2015, p 2). As such,
pragmatist philosophy suited my research, which aimed to answer the problem | identified
as: ‘A substantial proportion of PWHCV in Australia are not receiving treatment that is likely

to cure their HCV'.

Qualitative methods were chosen to understand various components of the primary
healthcare system in Australia, which was considered as a dynamic complex adaptive
system (Crabtree et al., 2001). In Study 1, a document analysis was conducted to investigate

the way the provision of care for HCV was framed at the healthcare system level (Bacchi,



2009, 2016). Thematic analysis (Braun, Clarke, Hayfield, & Terry, 2019) of semi-structured
interviews (Delonckheere & Vaughn, 2019) was used in Study 2 and Study 3. In Study 2 the
perceptions and experiences of PWHCV of engagement with GPs in private general practice
for care for HCV were investigated. In Study 3 the perceptions and experiences of GPs in the

provision of care for PWHCV were investigated.

1.4 Relevance and significance of the thesis study

| argue in this thesis that the re-examination of the assumptions about the GP-patient
relationship in Australia, expands the way recommendations that aim to enable increased
provision of best practice care for PWHCV by GPs in private general practice, can be
imagined. The findings of my thesis are that there is a need to go beyond presuming that
GPs will automatically provide this care to ‘their’ patients and that PWHCV will engage with

‘their’ GP for this care.

1.5 Context of the research

This research took place at a time during which the clinical options available for PWHCV in
Australia underwent dynamic and positive advances (Hepatitis C Virus Infection Consensus
Statement Working Group, 2018). The Australian Federal Government have committed to
making this DAA available for all Australian citizens with HCV as part of their overall
commitment to the elimination of HCV (Ley, 2015). In parallel, the role of GPs in the delivery
of this treatment has expanded, and GPs have the right to prescribe DAA for the majority of
PWHCV (Hepatitis C Virus Infection Consensus Statement Working Group, 2018). The
perceptions of GPs and PWHCV about engagement in care for HCV have developed over
time and may not always reflect the current context. Experiences and perceptions formed in
the era of interferon-based HCV treatment need to be considered when understanding

current engagement in care for HCV.

When interferon-based HCV treatments were the mainstay, GPs were minimally involved in
treatment prescription with their main role focused on diagnosis, initial assessment, referral
to specialists and ongoing monitoring of patients with chronic HCV (Dore, Temple-Smith, &
Lloyd, 2009). Clinical decisions regarding treatment at the time were complex (Backx et al.,
2014), with disease progression variable and unpredictable, available treatments providing

low and variable cure rates, and often involving severe negative side-effects (Carvalho-Filho



& Dalgard, 2010; Feld & Hoofnagle, 2005; Sublette, Smith, George, McCaffery, & Douglas,
2015). In this era, there were reports of some patients with HCV being provided less than
optimal care, as well as numerous reports regarding a range of barriers to the provision of
care (Blixen et al., 2008; Treloar, Newland, Harris, Deacon, & Maher, 2010). Unsurprisingly,
there was a low number of people entering antiviral treatment for HCV, with an annual
uptake rate of 2% (Australian Government - Department of Health and Ageing, 2010b).
While the current DAA represents a vast improvement, this has not yet overcome negative
perceptions and experiences (Bryant, Rance, Hull, Mao, & Treloar, 2019; Richmond &

Wallace, 2018).

For the benefits of DAA to be realised, GPs and PWHCV may need to update their
knowledge and change their perception regarding the benefit of treatment available for
HCV (McNally, Temple-Smith, Sievert, & Pitts, 2006; Wade et al., 2017). However, clinical
advances in the treatment of HCV may not be enough to overcome barriers whilst the
negative social aspects of the diagnosis are unchanged. Previously reported stigma and
discrimination associated with HCV (Fry & Bates, 2011; Miller, McNally, Wallace, &
Schlichthorst, 2012; Treloar & Rhodes, 2009), may remain as a major barrier to treatment.
Understanding the intersection of the historical, social and current context is therefore

critical in order to develop effective recommendations to improve the uptake of DAA.

1.6 Research questions

The following research questions were developed to answer the identified problem of ‘A
substantial proportion of PWHCV in Australia are not receiving treatment that is likely to

cure their HCV':

1. Do Australian healthcare policies address equity in primary
healthcare delivery for the provision of care for HCV by GPs in
private general practice?

2. What are the experiences of people with or at risk of HCV of
engagement with GPs in private general practice and how does
this affect their perceptions of the engagement for the provision

of care for HCV?



3. What are the experiences of GPs in private general practice about
the provision of care for people with or at risk of HCV and how
does this affect their perceptions of engagement in this care?

4. What recommendations will enable the provision of best practice

care for PWHCV by GPs in private general practice?

1.7 Overview of the thesis chapters

Following is an outline of the contents of the chapters contained within this thesis.

1.7.1 Chapter 2 — Literature review

This chapter provides a summary and synthesis of the extant literature that informed this
thesis. The literature review was tightly focused on the context of HCV care delivery by GPs
in Australia. An outline of the HCV epidemic and treatment of HCV in Australia is provided.
The Australian primary health system and the role of private GPs within this system is
described. Concepts of ‘disease prestige’ and ‘sustainment’ are presented as a framework to
understand the barriers and facilitators of GPs providing HCV care, including DAA. The
current literature concerning the barriers and facilitators of PWHCV in engaging with GPs for
care, is summarised. The ‘problem’ that the thesis is addressing is then stated and the

research questions framed to provide answers to this problem are listed.

1.7.2 Chapter 3 — Methodology and methods

This chapter presents the philosophy of pragmatism (Morgan, 2007, 2014) underpinning the
inquiry of the thesis and, in line with this philosophy, the choices made in undertaking my
research are discussed. Details of the method of document analysis conducted for Study 1
and thematic analysis of semi-structured interviews conducted for Study 2 and Study 3 are
provided. This includes detailed descriptions of the sampling, recruitment, and data
collection conducted for these studies. Ethical considerations and processes involved in the
studies and the values and beliefs that |, as the researcher, brought to the study are

described.

1.7.3 Chapter 4 - Study 1 - Document Analysis

This chapter outlines the document analysis of three relevant documents published by the

Federal Government of Australia. These included, two broad policies that related to the



Australian primary healthcare system (Australian Government - Department of Health and
Ageing, 2010a) and Australian health workforce (Health Workforce Australia, 2011), and a
third document specifically describing the Australian HCV policy (Australian Government -
Department of Health and Ageing, 2010b). The content of each document and the
coherence between them was investigated. The analysis of the strategies involved
deconstruction of the framing of the ‘problem’ addressed within each document, examining
the underlying assumptions and questioning the articulated solutions (Bacchi, 2009, 2016).
This study formed the basis of my understanding of the health system context that GPs in

private general practice operate within.

1.7.4  Chapter 5 — Study 2 — Experiences and perspectives of people with or
at risk of HCV

Within this chapter the results and discussion relating to Study 2 regarding the experiences
and perspectives of people with or at risk of HCV with care provided by GPs in private
general practice are presented. This study involved thematic analysis of semi-structured
interviews with twenty-two participants that took place in 2013-2014. The study aimed to
identify experiences and perspectives of HCV care provided by GPs in people affected by
HCV, or whose clients were affected by HCV. The analysis provided an understanding of the

patient component involved in the provision of care for HCV.

1.7.5 Chapter 6 — Study 3 — GPs engagement in the provision of care for HCV
in private general practice

This chapter provides the results and discussion relating to Study 3, which investigated GPs’
experiences and perceptions of engagement in the provision of care for HCV in private
general practice. This study took place in 2018 and involved thematic analysis of semi-
structured interviews with seven GPs and two practice nurses. The analysis provided an

understanding of the GP (and practice nurse) component involved in the provision of DAA.

1.7.6  Chapter 7 — Recommendations generated from the synthesis of study
findings

Based on the understandings gained throughout the PhD candidature, this chapter provides

my recommendations to address the problem this thesis addresses. These interventions aim



to enable increased provision by GPs in private general practice of best practice care, for

PWHCV, including DAA which is likely to cure their HCV.

1.8 Chapter Summary

This chapter has introduced the identified problem, the context (historical, social and
current) of the investigation and me, as the researcher. The next chapter critically reviews
the relevant key literature, to further outline the context of the research and to identify

gaps in current knowledge.



CHAPTER 2.
LITERATURE REVIEW

2.1 Introduction

This chapter provides a summary and synthesis of the extant literature that informed this
thesis. When commencing my PhD in 2012, my impetus was to improve the understanding
of factors that determined the care provided to people with hepatitis C (HCV) by private
General Practitioners (GPs) in South Australia and subsequently identify GP-related
recommendations that might optimise this care. | had observed that the scope of practice of
some GPs, included the provision of care for PWHCV and they were successful in engaging
patients with HCV in this care. | was interested in understanding what facilitated this, what
prevented others from doing the same and what supported willing GPs to provide best

practice care.

The literature review focused on the engagement between private GPs and PWHCYV, and the
provision of care for HCV by GPs in Australia. To understand the context in which these
actions occur, literature on the Australian private general practice system was examined. To
ascertain what was considered best practice care at the time, guidelines and other
resources regarding the screening, diagnosis, assessment, referral and provision of antiviral
treatment for HCV, were examined. Literature was surveyed to determine the nature of the
care provided to PWHCV and establish any gaps in its provision. In regard to GPs and people
living with HCV, | was interested in determining the knowledge these groups had about
potential HCV sequelae, the ability of medical care to ameliorate these health effects, and
regulations guiding access to treatment. Literature regarding the experiences and
perceptions of these groups was searched to identify what other factors may affect their
decisions. The literature regarding the effect stigma associated with IDU may have on
engagement and care provision was a focus of the investigation. The literature review was
continually updated throughout my PhD candidature to incorporate changes that affected
the provision of care for HCV - in particular, the introduction of DAA and GPs involvement in

the prescribing of this treatment.



The literature review was tightly focused on the context of HCV care delivery by GPs.
Excluded was literature on the provision of care for PWHCV in primary healthcare sites
other than private general practice, such as outreach services, drug treatment facilities,
prisons, community health clinics or outpatient clinics where private GPs were not involved.
The search of the pharmacotherapy literature for new HCV antiviral treatments was
restricted to literature reporting characteristics of the treatment regimes, outcomes, and
side effects that might influence the complexity of providing the treatment and the
attractiveness of these treatments to patients. Studies focusing on the epidemiology of HCV
were also excluded, other than those that explored the epidemiological knowledge of GPs

and PWHCV in so much that this might affect engagement in and provision of care.

2.2 Search strategy

The literature was searched using search terms for General Practice, General Practitioners,
primary health care and HCV, which are sensitive terms appropriate in Australia and
internationally with the specific terms outlined in Table 1. The electronic database PubMed

was the primary electronic citation database used to initially identify relevant literature.

Table 1: Search term used for literature review.

Specific search terms

(general practice[mh] OR general practice*[tw] OR family care[tw] OR family
medicine[tw] OR family practice*[tw] OR family health care[tw] OR family healthcare[tw]
OR family physician*[tw] OR physicians, family[mh] OR family doctor*[tw] OR general
practitioner*[tw] OR family practitioner*[tw] OR gp[tw] OR gps[tw] OR general
doctor*[tw] OR general physician*[tw] OR primary health care[mh] OR primary
healthcare[tw] OR primary care[tw] OR primary practitioner*[tw] OR primary
physician*[tw] OR physicians, primary care[mh] OR primary practitioner*[tw] OR primary
health care practitioner*[tw] OR primary healthcare practitioner*[tw] OR primary health
care physician*[tw] OR primary healthcare physician*[tw]) AND (Hepatitis CIMH] OR

hepatitis C[tw]).

The titles and then abstracts of identified publications were scanned and the reference lists

of retrieved publications were examined for any further relevant literature that had not yet
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been identified. Literature identified through web-based searches included both peer
reviewed published literature as well as grey literature, for example: media reports,
government reports, policy documents, national strategies. In addition, electronic searches
based on the authors of identified publications were conducted using authors’ webpages,
PubMed and Google Scholar and relevant references were included in the review. Searches
of reference lists and author searches were repeated until no further references were
identified. National Center for Biotechnology Information email alerts were put in place for
the search term and key references, to allow for literature published during the thesis to be

identified.

The citations and references of retrieved publications were downloaded and stored using
the EndNote reference management software package (Clarivate Analytics, 2018). The
content of each reference was determined by reading the abstract, scanning the reference
or reading the whole paper, and then assigning it to one or more groups created in the
Endnote software. The process of creating groups and assigning references to these groups
was an iterative process, with groups being added and names being refined to reflect
themes and categories identified in the literature. Using this process allowed me to
determine the body of relevant literature, identify gaps in the existing research and

provided a framework to address these gaps.

2.3 Australian GPs

Understanding the profession of General Practitioner in Australia and the system in which it
operates, is a first step in identifying how to influence the behaviour of this group. | will
outline the approach | adopted to examine the GP-patient relationship, the Australian
healthcare system that GPs work within, and describe some relevant aspects of the GP
workforce. Finally, | will consider the discretion GPs have in deciding the patients they

provide care to and the care they provide.

2.3.1 The GP-patient relationship as part of a dynamic complex adaptive
system.

To improve access to high quality care, the literature highlighted the need to understand the
doctor-patient relationship as part of a “dynamic complex adaptive system” (Crabtree et al.,

2011, p 1) in which clinical encounters take place (Comino et al., 2012; Crabtree et al., 2011;

11



Thompson, Fazio, Kustra, Patrick, & Stanley, 2016). Crabtree et al. (2011) researched
transformation in primary care practices in America for over 15 years (Crabtree et al., 2011)
and developed a system model of primary care practice as shown in Error! Reference source n
ot found. (Crabtree et al., 2001). Clinical encounters were influenced by the context of the
practice, local community and health system that they operated within (Crabtree et al.,
2011). This groups’ study interest was broader than primary care provided by doctors,
however the model they developed can be applied to understanding the different influences

on the provision of health care by GPs in private general practice.

Health System

4
Practice

5
Local Community

Figure 1: Systematic Model of Primary Care (Adapted from: Crabtree et al., 2001, p 883)

(Reporoduced with permission from The Journal of Family Practice®. 2001 October

50(10):881-887. ©2001, Frontline Medical Communications Inc.)

As there was a high degree of variability found in the international models of general
practice (Mossialos et al., 2017), it is necessary to consider the specific context of the
Australian model of general practice to understand the barriers and facilitators for care for
HCV in this setting. This approach was applied when examining the literature regarding the
provision of care in private general practice in Australia. This assisted the review of what
was known about factors shaping the work of GP in the context of the Australian health
system, how GPs regarded provision of care for HCV, and how PWHCV shaped the provision

of that care.
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2.3.2 The Australian primary health care system

Australia’s health care system has been described as providing ‘universal’ health care for its
citizens, with government subsidised medical practitioner visits, subsidised pharmaceuticals
and free hospital care available (Mossialos et al., 2017). The Australian Federal government
manages and funds the Medicare and Pharmaceuticals Benefit Scheme (PBS) schemes,
through which subsidies are provided respectively for medical practitioner services and a
specified range of prescribed pharmaceuticals (Mossialos et al., 2017). The Medicare
program funds primary health care (PHC), but the Australian health system relies on the
delivery of PHC by GPs through private general practices (Australian Government -
Australian Institute of Health and Welfare, 2016; Mossialos et al., 2017). The overwhelming
majority of the primary health budget in Australia is spent via payments to these private
businesses (Australian Government - Productivity Commission, 2017; Mossialos et al., 2017;
Willcox, Lewis, & Burgers, 2011). The provision of PHC by medical practitioners is excluded
from private health insurance policies (Buchmueller, Fiebig, Jones, & Savage, 2013) and the

majority of the cost for this care is paid for by the Australian Federal government.

The Medicare scheme has been in operation in Australia since 1984 and was preceded by a
similar Commonwealth-funded health insurance scheme called Medibank that was
introduced in 1975 (Biggs, 2004). The operation of the schemes has attracted debate
between the major Australian political parties (Australian Labor Party, 2016; Senate Select
Committee on Health, 2014) and undergone a series of changes that have added to the
complexity of subsidies offered and revenue raising for the scheme (Biggs, 2004). The
Medicare scheme is partly funded by a 2% income levy on incomes above a certain
threshold, and collection of the Medicare levy surcharge, charged based on individual’s
taxable income and their level of private patient hospital cover. The remainder of the
funding comes from general revenue (Australian Government - Australian Taxation Office,
2018). In 2017-18, $23.5 billion dollars was paid in benefits and 25.3 million individuals were
enrolled in the Medicare scheme (Australian Government - Department of Human Services,

2018a).

For services provided by medical practitioners, the Medicare scheme provides payment of
85% of the scheduled fee listed in the Medicare Benefits Schedule (MBS) (Australian

Government - Department of Human Services, 2018e). Medical practitioners can choose to
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offer a bulk-billed service, whereby the medical practitioner accepts the 85% of the MBS
listed fee as full payment and no additional payment is required by the patient (Australian
Government - Department of Human Services, 2018c). Alternatively, the medical
practitioner can choose to set their own fees, that are paid by the patient, who is then
reimbursed 85% of the MBS listed fee. The fee paid by the patient in these circumstances is
called a ‘gap fee’ and is the difference between the fee charged and the reimbursement.
‘Safety net’ schemes exist that allow individuals and families to claim back all or up to 80%
of the gap fees they have paid (Australian Government - Department of Health, 2018g) after
a threshold has been reached in a calendar year. For the majority of items listed on the MBS
there is no capping of the number of times a patient can access these items (Australian

Government - Department of Health, 2020e).

An Australian PBS was started in 1948 and the current scheme subsidises the cost of
medicine for most medical conditions, with patients making a co-payment of up to $41.00,
or $6.60 for concession cardholders, per medicine and the Federal government paying the
remaining cost (Australian Government - Department of Health, 2020a). In 2020, the
concession rate applied to approximately one-fifth of the Australian population who are
eligible for concession cards (Australian Government - data.gov.au, 2020). There is also a
safety net scheme for pharmaceuticals. Once the government co-payments for a family unit
reach the threshold ($384 for concession card holders and $1521.80 for others), all further
PBS prescriptions are dispensed without cost for the remainder of the calendar year
(Australian Government - Department of Health, 2020a). There was $ 11.8 billion of Federal
Government expenditure on PBS in 2017-2018. The inclusion of DAA onto the PBS
subsidised list, including the process for inclusion (Australian Government - Department of
Health, 2016a), will be discussed in Section 2.4.4.. High level private health insurance may
also include additional rebates for pharmaceuticals that are not included on the PBS

(Buchmueller et al., 2013).

The responsibility of the Federal government for general practice and PHC is set out in the
Commonwealth Heads of Government Meeting (CHOGM) agreement between the
Australian Commonwealth and States and Territories (Council of Australian Governments,
2018). Under this agreement State and Territory governments, are responsible for state-run

hospitals and other state health services (Mossialos et al., 2017) and receive Federal
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Government funding to support these services. There are some state-run health services
that incorporate PHC by medical practitioners, including community health services, prison
health services, drug and alcohol services, mental health services, and sexual health clinics
(Central Adelaide Local Health Network, 2016; Nunkuwarrin Yunti of South Australia Inc.,
2017). Australian’s access to state-run GP care is limited, with only 2.2% of all employed GPs
working in these scarce health services (Australian Government - Australian Institute of
Health and Welfare, 2016). In addition, State-run services usually offer only a limited scope
of services, serve only specific populations and/or offer services in limited geographical
locations (Australian Government - Productivity Commission, 2017). Whilst the Federal
government, is generally not directly involved with service delivery of PHC by medical
practitioners, (Australian Government - Department of Health, 2018c) a notable exception is
the direct funding of Aboriginal Community Controlled Health Organisations (ACCHOs).
Whilst these services are important sources of primary health care for the Australian
Aboriginal population, they represent only a small proportion of PHC compared to care

provided by GPs in private general practice.

Since the Federal Labour Government clarified federal responsibility for funding and policy
formation for all GP and primary healthcare services in 2010 (Rudd, Swan, Roxon, &
Australian Government - Department of Health and Ageing, 2010), successive Australian
governments have emphasised their commitment to providing universal access to
coordinated primary care in private practice (Abbott, 2010; Australian Government -
Department of Health, 2019a; Australian Labor Party, 2016; Rudd, 2013; Turnbull, 2016a).
Concurrent with this commitment was reform introduced to manage expenditure in the
context of an aging population with an increased burden of chronic disease (Liberal Party of
Australia, 2013; Rudd et al., 2010). There have been critiques of the success of this reform,
with primary healthcare policy being described as “under done” (Swerissen & Duckett, 2018,
p 3). The Liberal/National Coalition came to power in 2013 and have introduced a series of
reforms and policies including the introduction of the Health Care Homes trial, creation of
the Medicare Benefits Schedule Review Taskforce (MBSRT), reviews of the Practice
Incentives Program (PIP) and replacing Medicare Locals regional primary health
organisations with Primary Health Networks (PHN). These reforms and the PIP are detailed

in Table 2, Table 3 and Table 4. The Health Care Homes trial, MBSRT review and PIP reforms
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include modifications to the GP-patient registration requirements and/or modifications to

the financial incentives provided via Medicare.

Table 2: Healthcare Homes trials - Summary

e Introduced 2017.

e Aims to improve the care of patients with chronic and complex conditions by
centring their care within one general practice and allowing flexibility in the
delivery of this care (Australian Government - Department of Health, 2018f).

e Involves private general practices signing up for the scheme and receiving
bundled payments to manage the chronic disease of patients, who voluntarily
register with the practice (Australian Government - Department of Health,
2018f, 2019c).

e Issues encountered with attracting and retaining private general practices to
take part, due to the uncertainty of these private businesses maintaining
profitability under the funding model and lower than expected patient

enrolment (Australian Medical Association, 2018; Lyons, 2017).
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Table 3: Medicare Benefits Schedule Review Taskforce - Summary

e Established in 2015.

e Aimed to review the 5 700 items on the MBS to ensure they are based on
clinical evidence and identify items that were “unnecessary, outdated or
potentially unsafe.” (Medicare Benefits Schedule Review Taskforce, 2018, p
7).

e 70 clinical committees were established to review items.

e The ‘General Practice and Primary Care Clinical Committee’ established in
2016.

e Made recommendations for MBS items to be deleted in 2016 (Medicare
Benefits Schedule Review Taskforce, 2017).

e In 2018 Phase 2 recommendations included recommendations for a new
model for primary care funding (Medicare Benefits Schedule Review
Taskforce, 2018).

e Proposed reforms to the model would include options for items which
required the voluntary enrolment of patients to general practices (Medicare
Benefits Schedule Review Taskforce, 2018).

e The rationale for this registering of the patient-GP relationship was to
improve the continuity and coordination of care for patients, allow for
reimbursement of diverse forms of care delivery and to facilitate data driven
system improvements (Medicare Benefits Schedule Review Taskforce, 2018).

e Federal government decisions on which clinical committees’
recommendations were adopted, were criticised as predominantly based on
reducing budget costs (Rollins, 2016) and the effect of the recent

recommendations on future models is uncertain.
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Table 4: Practice Incentive Programs (PIP) - Summary

e Introduced 1998 (Cashin & Chi, 2011).

e Provides financial incentives to voluntarily enrolled private general practices
when defined targets are met e.g. target for rates of cervical screening
(Australian Government - Department of Human Services, 2018b).

e Ongoing review has occurred to payments with further changes expected to
come into effect in April 2019 (Australian Government - Department of
Human Services, 2018d).

e Payments of $342.9 million in 2017-18, represent a small proportion of
Medicare payments made to GPs (Australian Government - Department of
Human Services, 2018a) and over 90% of GPs reported that income in 2008-

2011 from PIP formed 10% or less of their income (Kecmanovic & Hall, 2015).

There is no formal registration of patients with a particular GP or general practice and
registration is not required for Medicare fee-for-service payments. Patients are free to seek
care from any private general practitioner. Thus, the lack of a formal relationship means
that the GP’s responsibility for providing care for an individual patient’s range of health care
needs tends to be fluid and ill-defined. The general practices registered in the Health Care
Homes trial are responsible for the provision of care for the chronic condition of the
registered patients in the scheme at their practice, but the responsibility for other health
needs of these patients remain unchanged. The MBS Review Taskforce has also suggested
reforms regarding patient registration, including additional items that would require the
voluntary enrolment of patients to general practices. The MBS Review Taskforce outlined
the benefits that this would bring about due to increased continuity to the GP—patient
relationship (Medicare Benefits Schedule Review Taskforce, 2018). As patients with chronic
conditions were generally older and commonly attended only one general practice, there
was minimum change in patient’ behaviour required for this reform. Importantly, however,
this recommendation introduced the concept of “mutual obligations on the GP” (Medicare
Benefits Schedule Review Taskforce, 2018, p 30). These obligations would include a
minimum level of care provided by GPs receiving a payment for enrolling a patient in their

practice — for example, access to out of hours care for the enrolled patient. The Health Care
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Homes trial and MBS Review Taskforce recommendations involve voluntary enrolment,

rather than a system wide change to the current arrangement.

It is not a straightforward process to determine the influence of the financial incentives
within the reforms on individual GPs’ scope of work and they may have limited effect on
GPs engagement in particular areas of work (Broadway, Kalb, Li, & Scott, 2017). Private
general practices are private businesses and need to be financially viable. Individual GPs
within these practices, however, may prioritise other considerations over financial gain, for
example; outcomes for patients (Scarborough, Eliott, & Braunack-Mayer, 2011) or work-life
balance (Broadway et al., 2017). Private practices have varying ownership models and the
benefit of these incentives for GPs may differ depending on whether they are salaried,
owners or associates, and the details of these arrangements (Joyce, McDonald, & Lawlor-
Smith, 2016). Phase 1 of the MBSRT was largely about the removal of items identified as
“...unnecessary, outdated or potentially unsafe.” (Medicare Benefits Schedule Review Taskforce,
2018, p 7) rather than directing GPs to include particular activities or services in their scope
of practice. In the Health Care Home trial, uncertainty about the financial viability of private
practices was considered a barrier to involvement (Lyons, 2017) and the interim evaluation
of the program has shown that the economic viability of the model remains uncertain
(Health Policy Analysis, 2019). Administrative costs involved in participation in the PIP
program (Kecmanovic & Hall, 2015) and the low percentage of income earned through PIP
(Australian Government - Department of Human Services, 2018a) limits the ability of the

scheme to influence care provided.

The Federal government funds PHNs, which are regional primary healthcare organisations
that aim to support and coordinate GPs and other providers of primary care, to provide ‘the
right care, in the right place, at the right time’ (Australian Government - Department of
Health, 2018a). PHNs are not direct providers of care, but may commission the provision of
healthcare to address identified gaps in healthcare of their region (Australian Government -
Department of Health, 2018a). PHNs have no regulatory authority to compel the activities of
private general practice (Duckett et al., 2015). Conversely, the requirement for PHNs to have
GP led Clinical Councils and ‘skills-based’ boards (Australian Government - Department of
Health, 2016c) embed GPs’ influence on PHNs. The mechanism that PHNs primarily seek to

influence provision of healthcare by GPs in private general practice, therefore, is by
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providing support and information to the sector (Australian Government - Department of

Health, 2018a).

The funding of primary health care by private GPs is provided by the Federal Australian
Government through fee-for-service Medicare payments. The Federal Government defines
the services that will be funded in the MBS, but private GPs are free to use their
professional discretion to decide which of these services they provide and to whom. An
understanding of the GP profession and general practice in Australia will also help to

understand the provision of care for HCV within this context.

2.3.3 The GP workforce in Australia

In Australia, there were 37 642 GPs who provided at least one Medicare service in 2018-19,
which equates to a full-time equivalent (7.5 hours, 5 days a week) of 29 510 GPs (Australian
Government - Department of Health, 2020d). GPs provide the first point of contact for
medical primary healthcare across the Australian population and, where necessary, act as
gatekeepers to other specialists with a referral generally being required to access these
practitioners (Royal Australian College of General Practitioners, 2018c). While the overall
number of GPs is estimated to be adequate to serve the Australian population (Laurence &
Karnon, 2017), the distribution of GPs across Australia is not even, with maldistribution
negatively affecting rural and remote areas as well as some urban settings (Australian
Government - Department of Health, 2018d). There are several policies directed at
addressing districts of workforce shortage and areas of need. A significant measure involves
accepting international medical graduates (IMGs) into Australia based on a commitment
from them to work only in these areas. The moratorium period served by IMGs is usually for
ten years, however there may be reductions to this requirement based on remoteness and
there have been variations in the designation of area of workplace shortage over time
(Australian Government - Department of Health, 2012, 2015a). Another scheme is the
Bonded Medical Places Scheme in which participants agree to work in an area of workforce
shortage for one to six years in exchange for a training place at an Australian medical school
(Australian Government - Department of Health, 2020b). Excluding participants of this
scheme and IMGs serving their moratorium period, GPs have no regulatory restriction on

where they can practice in Australia.
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In Australia the profession of General Practitioner is a recognised specialty of medicine
(Australian Government - Department of Health, 2018e) that is regulated by the national
AHPRA (Australian Government - Department of Health, 2018e). General practice was
recognised as a medical speciality in 2002 after a stepwise process (Harris & Zwar, 2014).
From 1989 until 1995, medical practitioners who had five-years’ experience working in
general practice could be eligible to receive vocational recognition (Australian Government -
Department of Health, 2018e) with these GPs termed ‘vocationally registered general
practitioners’ (VRGP). GPs with this status were able to attract higher Medicare rebates
(Harris & Zwar, 2014). Quasi-recognition of general practice as a specialty occurred in 1996
when legislation was introduced that limited the access to the recognition as a VRGP to
doctors who had completed additional recognised training with formal recognition following
in 2002 (Harris & Zwar, 2014). The Medical Board of Australia (MBA) accepts fellowship of
the RACGP (Royal Australian College of General Practitioners, 2018a) or the ACRRM
(Australian College of Rural and Remote Medicine, 2018) as the standard required for
medical practitioners to be awarded specialist status. There are a variety of pathways and
training programs that can lead to medical practitioners achieving fellowship status with the
RACGP and ACRRM (Australian Government - Department of Health, 2020c), which vary in
the supervision, education and recognition of prior learning. There are specific pathways for
general practice in rural/remote locations and specific pathways for IMGs (Australian
Government - Department of Health, 2020c). To maintain fellowship of the colleges, GPs
must complete requirements within the triennium of either the RACGP, Continuing Medical
Education (CME) (Royal Australian College of General Practitioners, 2020a; The Royal
Australian College of General Practitioners, 2016) program or the ACRRM Professional

Development Program (PDP) (Australian College of Rural and Remote Medicine, 2020)

The professional standards of GPs are the responsibility of the MBA and AHPRA and are
managed via a set of required mandatory professional standards for yearly registration and
a notification process (Medical Board of Australia, 2016a). One of the mandatory standards
for registration is fulfilling a CME registration standard and the MBA recognises the
fulfilment of GP college ongoing CME/PDP requirements as meeting this standard for GP
registration (Medical Board of Australia, 2016a). Other standards include recency of

practice, professional indemnity insurance cover, criminal history checks, proof of identity
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and English language skills (Medical Board of Australia, 2016a). The MBA investigates
notifications that relate to unprofessional conduct, professional misconduct and
unsatisfactory professional performance of GPs, where their health may impact on their
practice and constitute a risk to the public (Australian Health Practitioner Regulation
Agency, 2017). When making a negative finding, the MBA may withdraw registration for
medical practitioners or place conditions on their registration (Australian Health Practitioner

Regulation Agency, 2018).

The number, location and ownership of private general practices is not regulated in
Australia and there is a lack of up-to-date data regarding these aspects of Australian private
general practice (Britt, Miller, Valenti, et al., 2016; Erny-Albrecht & Bywood, 2016; Royal
Australian College of General Practitioners, 2019; Swerissen & Duckett, 2018). The number
of GP clinics in Australia in 2019 was reported to be 8147 (Australian Government -
Productivity Commission, 2020). Historically, Australian general practices have been
privately-owned, small businesses and commonly operated as solo practices, partnerships
or associateships. In the 1990s, however, corporate general practice emerged as an
additional ownership model (Erny-Albrecht & Bywood, 2016). There is debate about the
impact on care of this corporatisation (Erny-Albrecht & Bywood, 2016) but there is a lack of
data to evaluate this effect. Joyce et al. (2016) stated that in 2015: “no published data on GPs’
business relationship with their practices exists.” (Joyce et al., 2016, p 1). These authors
determined from unpublished data from the Medicine in Australia — Balancing Employment
and Life study that 75% of GPs were working in practices as associates, employees or
contractors with 25% as principals or partners in their practice. The size of general practices
has increased over time, which is likely to be associated with the change in ownership (Royal
Australian College of General Practitioners, 2019). Comparisons between 1990-91 and 2013-
15 showed that there was trend away from solo practice, with only 9% of GPs working in a
solo practice, 33% in practices with four or more GPs and increasing proportions of GPs
(27%) working in practices with more than 10 GPs (Britt, Miller, Valenti, et al., 2016). In 2019
RACGP surveyed 1174 of their members, 90% of the GPs surveyed worked in private general
practice, 4% in solo practice and 86% in group practices with 16% identifying their main

practice as a corporate practice (Royal Australian College of General Practitioners, 2019).
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Australian general practices are accredited under the National General Practice
Accreditation Scheme (The Australian Commission on Safety and Quality in Health Care,
2019) against the RACGP Standards for general practice (The Royal Australian College of
General Practitioners, 2020). This accreditation is not mandatory but is a requirement for
eligibility in the PIP (Australian Government - Department of Human Services, 2018b). In
2018-19 there were 6133 general practices participating in the program and $339.8 million
were paid through this scheme (Australian Government - Department of Human Services,
2019) a slight decrease from the 2017-2018 period (Australian Government - Department of

Human Services, 2018a).

2.3.4 GP’s discretion in their scope of practice and the patients whom they
provide care to.

In considering provision of care in private general practice, a critical aspect was found to be
that GPs had a great deal of discretion, to provide or withhold treatment for PWHCV.
Australian GPs could, to a large extent, adopt measures that influenced who attended their
practice, determine their scope of practice, and choose the area of CME. There are no
overarching regulations that control where GPs practice, and except for IMG in their
moratorium period or doctors with return of service obligations under the Bonded Medical

Places Scheme, GPs are at liberty to choose their practice location.

Access to care in private general practice is not guaranteed for all Australian citizens and
general practices have discretion regarding who they accept as patients in their practice and
whether appointment requests are granted. As stated in Building a 21st Century Primary
Health Care System: Australia's First National Health Care Strategy:

For many individuals, the primary health care services they access and the quality of

care that results, has depended on where they live, their specific condition, and the

service providers involved, as much as their clinical needs and circumstances.
(Australian Government - Department of Health and Ageing, 2010a, p 9).

The Australian Medicare system has been described as a universal health care system
(Mossialos et al., 2017), but no mechanism or regulations guarantee individuals universal
access to private general practice care. Unlike health systems in other countries, no
requirement exists in Australia for patients to be registered with one practice for rebates to

be paid (Mossialos et al., 2017). Studies examining the response to requested appointments
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found there have been difficulties for Australians accessing care when required (Schoen,
Osborn, How, Doty, & Peugh, 2009). It has been reported that in any year, 83% of the
population visit a GP but 23% of the people who needed to see a GP at least once in the
year, delayed seeing or did not see a GP (Australian Bureau of Statistics, 2019). Where
people accessed GPs, there is no evidence as to whether their range of health care needs

were met.

One way that Australian GPs and practices could influence which patients access their
services, and what services are requested, is by their decisions regarding the charging of co-
payments to patients (Magin et al., 2006). The majority of GP income is earned via Medicare
fee-for-service payments (Healym, Sharman, & Lokuge, 2006) but additional co-payments
are frequently charged. There are incentives to bulk bill patients, and 86% of GP services
were bulk billed in 2018 (Hunt, 2018). However, there is no universal or guaranteed access
to bulk billing and medical practitioners have discretion as to who is bulk billed and for
which services. As Malcolm Turnbull, then Prime Minister of Australia, said in 2016, “Doctors
are free to charge whatever they like, obviously, but they operate in a competitive environment.
And plainly, that is why bulk billing is at all-time highs.” (Turnbull, 2016b, p 2). This statement
highlights GPs’ discretion to bulk bill and highlights the influence of competition on bulk
billing rates. As previously discussed (section 1.5), there are areas of Australia that are
underserved by GPs (Australian Government - Department of Health, 2018d) and this
competitive influence may be weaker in these areas. The Medicare ‘safety net’ programs
require enrolment and the ability of patients to pay up to the threshold (5461.30 in 2018)
(Australian Government - Department of Health, 2018g) which can limit the ability of the

schemes to ameliorate the effect of fees charged by GPs.

Even when people are able to access GP care, they may not have been provided with best
practice care for all of their health needs (Elkin, Spittal, Elkin, & Studdert, 2012; Runciman et
al., 2012). During the GP-patient consultation, a range of both GP and patient factors will
determine what is addressed during the consult and what is addressed over time (Agledahl,
Gulbrandsen, Fgrde, & Wifstad, 2011; Stuart et al., 2019; Taylor, Horey, Livingstone, Chan, &
Swerissen, 2013). There were difficulties identified in measuring quality of care in the
provision of care by general practice (Elshaug, Watt, Mundy, & Willis, 2012; Runciman et al.,

2012). The Australian Health Practitioner Regulation authority requires GPs to be
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‘competent’ to be registered but competency is not externally monitored, and registration
relies on GP declarations that they had met this requirement. GPs may not always be
reliable judges of their own competency (Davis et al., 2006) and so may make honest but
inaccurate declarations. To comply with MBA requirements, GPs may limit their scope of
practice to areas of existing competency, rather than broadening their knowledge and skills.

The MBA registration standard states: *

Medical practitioners who are engaged in any form of practice are required to
participate regularly in CPD [continuing professional development] that is relevant
to their scope of practice in order to maintain, develop, update and enhance their
knowledge, skills and performance to ensure that they deliver appropriate and safe
care. (Medical Board of Australia, 2016b, p 2).

Lack of knowledge has been found to be a barrier to involvement in the provision of DAA
(Sud et al., 2018; Wade et al., 2017; Wade et al., 2018), which may be evidence of GPs
limiting their scope of practice to comply with MBA standards. As discussed, GPs are
required to undertake accredited CME to maintain their registration with professional
colleges (Australian College of Rural and Remote Medicine, 2020; Royal Australian College of
General Practitioners, 2020a), but are free to choose which CME activities they attend. The
literature on activities undertaken by Australian GPs tended to be about specific topics
(Holliday et al., 2017; Schiitze, Shell, & Brodaty, 2018) and there does not appear to be a
large body of literature regarding how Australian GPs choose or prioritise the CME they
attend (Cooke, Valenti, Glasziou, & Britt, 2013). The two Australian GP colleges; RACGP and
ACRRM, have not published data in the last three trienniums; 2017-2019, 2014 -2016, or
2011-2013, regarding the education that their members undertook [private
communication]. The data held by these colleges could provide information about CME
topics selected and their preferred format, but not the basis on which the CME was chosen

by these GPs.

It has been suggested that GPs need to prioritise the focus of their participation in CME
(Cooke et al., 2013) due to the breadth of conditions they encounter (Britt, Miller, Bayram,
et al., 2016) and that it is logical to do so based on the frequency of conditions that they see.
The rationale provided for this approach was: “GPs need to know a lot about the conditions they
see daily or weekly, less about those they see monthly or yearly, and little or nothing about rarities

until they are encountered.” (Cooke et al., 2013, p 65). There is evidence that American GPs do
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prioritise CME in this way with the ‘relevance of the topic’, ranked highest in prioritising
participation in CME (Cook, Price, Wittich, West, & Blachman, 2017; Price et al., 2002).
Further, 85% of family physicians in the United States of America chose CME areas of
interest that matched the perceived frequency of the conditions they encountered in their
practices (Price et al., 2002). Under this scenario, to ensure best practice care was provided
for low prevalence conditions, GPs would be required to have basic competencies to
diagnose these conditions and, once encountered, undertake CME to bridge any gap in
knowledge regarding the condition. Given it has been estimated that 20% of PWHCV remain
undiagnosed in Australia (The Kirby Institute, 2016), and in the context of 87% of Australians
attending general practices per year, there seems to have been relatively low GP
ascertainment of HCV in their patients. The lack of recognition of competency, the selection
of a narrow scope of practice and the prioritising of CME based on perceived frequency,
may mean that GPs do not attend CME events around particular topics and, therefore, do

not achieve or maintain their competency in the provision of care for HCV.

The Australian primary health system provides GPs with substantial discretion regarding the
provision of care and how GPs exercise this discretion could be a determining factor in the
provision of care for PWHCV. The basis of the decisions by GPs and general practices about
the services they provide, and to whom, has not been transparent or well researched to

date.

2.4 HCVin Australia

Worldwide, HCV causes significant mortality and morbidity (World Health Organization,
2017) however considerable variation exists in the epidemiology and response to the
disease between countries (World Health Organization, 2017). The following sections relate
to the literature regarding the HCV epidemic in Australia and provision of care for HCV in the

Australian context.

2.4.1 The HCV epidemic in Australia.

Chronic HCV is a significant public health problem in Australia, with the number of
Australians chronically affected at the end of 2018 estimated to be over 130 000 (The Kirby
Institute, 2018a). There were 10 537 new HCV diagnoses reported in Australia in 2017 (The

Kirby Institute, 2018a) with the notification rate remaining stable overtime (Kirby Institute,
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2019). The acute phase of HCV infection is usually asymptomatic, with the virus clearing
spontaneously within six months of infection in up to 25% of cases (Micallef, Kaldor, & Dore,
2006). Chronic HCV infection, however, has had a significant contribution to morbidity,
subsequent healthcare costs and mortality in Australia (Grebely & Dore, 2011; The Kirby
Institute, 2018a). Symptoms of chronic HCV vary, but left untreated may progress to
hepatitis fibrosis, cirrhosis and hepatocellular carcinoma (HCC) (Hajarizadeh, Grebely, &
Dore, 2013). These conditions may persist and progress, even when individuals have been in
treatment and achieved clearance of the HCV virus (The Kirby Institute, 2018a). In Australia
in 2017, it was estimated that individuals who had HCV related morbidity included: 145 294
with early to moderate fibrosis; 25 261 with severe fibrosis; 9 833 individuals with cirrhosis;
and 1 600 who had decompensated cirrhosis or HCC (The Kirby Institute, 2018a). HCV-
related advanced liver disease is the most common indication for adult liver transplants in
Australia (Australia and New Zealand Liver Transplant Registry, 2019). In 2017, it was
estimated that 583 HCV related deaths occurred (The Kirby Institute, 2018a).

Recognition of HCV as a distinct form of hepatitis is relatively recent, for while cases of
hepatitis were recognised as distinct from hepatitis A and B in the early 1970s, the
subsequent identification of HCV as the causal agent did not occur till 1989 (Di Bisceglie,
1998). In the early 1970s, post-transfusion hepatitis cases were investigated after hepatitis
A and B were excluded, and these cases became referred to as non-A, non-B hepatitis (Seeff,
2009). In 1989 the ribonucleic acid (RNA) of HCV was isolated (Choo et al., 1989) and a
specific assay developed to detect the newly named HCV virus (Kuo et al., 1989). The HCV
genome has since been described and found to have a high level of heterogeneity, with HCV
classified into seven major genotypes and further diverse subtypes (Bukh, 2016). The
distribution of HCV genotypes varies between countries (Gower, Estes, Blach, Razavi-
Shearer, & Razavi, 2014), with genotype 1 and genotype 3 being the most common in
Australia (The Kirby Institute, 2016). The current diagnosis of HCV uses a two-stage
diagnostic test with the initial use of HCV serology to test for markers of HCV infection.
Current infection is confirmed by detecting HCV RNA using a sensitive Polymerase Chain
Reaction (PCR) assay performed twice within a six-month period (to exclude the natural
clearance of the infection) (Hepatitis C Virus Infection Consensus Statement Working Group,

2018). Point-of-care testing for HCV and dried blood spot sampling are being investigated as
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ways of increasing the diagnosis and engagement in care for HCV, especially for patients
with IDU (Chevaliez et al., 2020). Dry spot methods can be used without the need for venous
access, which may be difficult if IDU has caused venous damage (Chevaliez et al., 2020).
Rapid point of care diagnosis shortens the time to results and has the potential for patients

to be tested and receive their results in one visit (Chevaliez et al., 2020).

Individual Australian jurisdictions maintain disease surveillance systems and have
legislation, designating HCV as a notifiable disease (Gibney, Cheng, Hall, & Leder, 2017).
Cases are notified by the doctor, diagnosing laboratory, hospital or a mixture of these (The
Kirby Institute, 2017a). In Australia, HCV became the most commonly notified
communicable blood-borne disease (Commonwealth of Australia, 2003). The National
Notifiable Disease Surveillance System (NNDSS) receives de-identified unit records of these
notifications from each State and Territory body, with HCV included in the list of diseases
reported in the NNDSS in 1996 (Gibney et al., 2017). Over time, estimates of the number of
individuals with HCV may be modified, for example data linkage projects revealed that there
was a significant number of duplicates for the same individual submitted by different
Australian states (MacLachlan et al., 2020). Current notifications are classified as either
‘Hepatitis C newly acquired’ or ‘Hepatitis C unspecified’ (Australian Government -
Department of Health, 2015b). The HCV data from the NNDSS are reported on an ongoing
basis in annual surveillance reports produced by the Kirby Institute (The Kirby Institute,

2018a).

While HCV testing became available in Australia in early 1990 (Commonwealth of Australia,
2003), cases of HCV were retrospectively identified in patients’ stored blood samples
collected in 1971 (Rodger et al., 1999). These early cases of HCV were identified in Australia
from patients admitted to a Melbourne hospital with hepatitis, and identified as having
injected drugs (Rodger et al., 1999). It has been postulated that HCV may have affected a
significant number of people even earlier, in the late 1960s (Commonwealth of Australia,
2003). Between 1991 and 1997, more than 110 000 diagnoses of HCV were notified to the
State and Territory surveillance systems (Law, 1999). Early modelling of the epidemiology of
HCV in Australia, using NNDSS data, estimated that there were over 110 000 people
diagnosed with HCV antibodies by the end of 1997. The modelling estimated approximately
80% of these people had been infected through IDU, 5-10% through administration of blood
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or blood products and 5-10% via other routes, such as occupational needle stick injuries or
tattoos (Law, 1999). With the virtual elimination of transmission via blood products by 2000
(The Senate Community Affairs References Committee, 2004), the relative proportion of
incident cases attributable to IDU in Australia increased to more than 90%. Migration from
countries with a higher HCV prevalence is another significant contributor to overall cases
notified in Australia (11%) (Sievert et al., 2011). In Australia, HCV is notified for males at a
higher rate than females, with a notification rate in 2015 of 69 per 100 000 for males and 31
per 100 000 for females (The Kirby Institute, 2018a). Australian Aboriginal and Torres Strait
Islander populations, comprising 3% of the Australian population, have disproportionately
higher rates of HCV notification compared to the non-Indigenous population, with 11% of
notifications occurring among Australian Aboriginal and Torres Strait Islander in 2017 (The
Kirby Institute, 2018a). The reporting fraction (those diagnosed among those infected) in
Australia of approximately 81% is high relative to those reported internationally
(Hajarizadeh et al., 2013; The Kirby Institute, 2017a) but there remains a large number of

people infected with HCV who remain unaware of their status (The Kirby Institute, 2017a).

The progression of HCV is highly variable, and development of cirrhosis, liver failure and
hepatocellular carcinoma are not inevitable or predictable (Dore et al., 2009). Liver function
tests do not consistently indicate severity or stage of disease (Dore et al., 2009). The
progression of the disease may be further influenced in a variety of ways by co-morbid
conditions (Dore et al., 2009). Symptoms often take 20 years to develop, and consideration
of this delay is important when modelling the expected burden of disease attributable to
HCV (Grebely & Dore, 2011). In Australia, the burden of disease from HCV was steadily
increasing as those who were infected during the peak incidence of HCV in the 1980 - 1990s
began to age and were increasingly affected by HCV-related liver disease (Grebely & Dore,
2011). The estimated number of PWHCV-related cirrhosis peaked in 2015 before declining
between 2015 and 2017. New cases of HCV decompensated cirrhosis and HCC also peaked
in 2015, but then stabilised between 2015 and 2017 (The Kirby Institute, 2018a). In 2015-
2016, the first decrease in HCV-related mortality in a decade was reported (The Kirby
Institute, 2017a) and mortality rates continued to fall between 2016 and 2017 (The Kirby

Institute, 2018a), with this decrease likely due to the uptake of new DAA treatment (The
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Kirby Institute, 2017a). Continued decreases will rely on continued increases in treatment

uptake (The Kirby Institute, 2017a).

2.4.2 Provision of care for HCV — The cascade of care

The ‘cascade of care’ is a concept that was developed in relation to HIV (human
immunodeficiency virus) used to define the stages required to achieve care, and
subsequently to examine the barriers and facilitators that exist at each stage of the cascade
(Kilmarx & Mutasa-Apollo, 2013). The most basic description of the ‘stages’ or ‘phases’
within a cascade of care are diagnosis, treatment and cure (Safreed-Harmon et al., 2019).
However, the delineation of phases is subjective and there have been various stages applied
to the cascade of care for HCV (Safreed-Harmon et al., 2019). The phases of screening,
diagnosis, assessment, provision of treatment or referral to a specialist for treatment and
are relevant phases of the cascade of care for HCV, for GPs (Hajarizadeh et al., 2017;
Simmons et al., 2018). Modelled projections have concluded that improvements in all these
phases of the cascade of care for HCV are necessary to reach the target of eliminating HCV
(Scott, Doyle, et al., 2017). Prior to the introduction of DAA in Australia, the GPs were not
generally involved in the provision of anti-viral treatment (Sievert, 2003) but are now
involved in this phase of the cascade of care (Wade et al., 2018). The specialist’s role in the
provision of DAA HCV treatment was largely redefined as a consultation service for GPs who
provided this treatment, with referral to specialists only being required in specific, limited
circumstances such as the presentation of cirrhosis or specific comorbidities, or prior

unsuccessful treatment (Sud et al., 2018; Wade et al., 2018).

2.4.3 HCV treatment prior to DAA Treatment.

It is important to understand the context of HCV treatment choices in the interferon-era, in
which the perceptions and experiences of PWHCV and GPs may have been formed.
Preceding the identification of HCV, the first treatments for non-A, non-B hepatitis were
trialled with Interferon-alpha (IFN-a.) at various dose strengths and duration of treatment
(Feld & Hoofnagle, 2005). In 1986, American trials (Feld & Hoofnagle, 2005) showed
improvement to aminotransferase levels and hepatic histology with 12 months of treatment
for eight out of ten patients. Similar trials were initiated in Australia at Westmead Hospital

in New South Wales (NSW) in 1988 (Harvey & Loveday, 1999). The isolation of the HCV virus
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in 1989 allowed the measurement of sustained virological response (SVR), defined as “the
loss of detectable HCV RNA during treatment and its continued absence for at least 6 months” (Feld
& Hoofnagle, 2005, p 967). From a base of 6-12% SVR, the cure rate improved with additions
and changes to the treatment regimens i.e. IFN-a +ribavirin / 35-44%, pegylated IFN-c. / 54-
56% (Feld & Hoofnagle, 2005). Across population groups, the cure rates were found to vary
according to various host and viral characteristics. SVR was more likely when the patient
was female, younger in age, had less fibrosis, lower body weight and body mass index, and
had no significant co-morbidities. Viral clearance was also dependent on race, i.e., higher
clearance rates for non-African American. SVR was also more likely where there was a lower
baseline viral level, greater quasi species diversity, and where the disease was in the acute
phase (Feld & Hoofnagle, 2005). Cure rates varied dependent on the genotype, with the
most common genotype in Australia, genotype 1, being associated with lower cure rates
(40-50%) than the next most common, genotype 3 (80%) (Carvalho-Filho & Dalgard, 2010).
In the context of low overall cure rates using interferon-based HCV treatment, determining
the likely outcome for an individual with HCV therefore involved assessing and considering a

complex range of viral, clinical and patient-related factors (Carvalho-Filho & Dalgard, 2010).

Prior to DAAs, the provision of treatment in Australia was led by specialists and was largely
hospital-based (Australian Government - Department of Health and Aged Care, 2000;
Gidding et al., 2009). HCV antiviral therapy with interferon was provided under the Highly
Specialised Drugs Program Section 100 of the National Health Act with States responsible
for regulating the prescribing of these drugs (Lambert et al., 2011). Prescribing was initially
limited to specialists and only permitted within established outpatient liver or infectious
disease clinics that could meet additional criteria, such as 24-hour access to medical advice.
In this situation, PWHCV had to negotiate clinic access and deal with unknown clinical staff,
which could expose the patient to discrimination (Dutertre & McNally, 2008) - all of which
represented a barrier to treatment. Creating a further barrier, given the many exclusions
that applied at that time, patients seeking treatment may not have been eligible or deemed
appropriate for treatment (Gidding et al., 2011; Stewart, Mikocka-Walus, Harley, &
Andrews, 2012). Recommendations could improve the pathway to specialist care (Howes,
Lattimore, Irving, & Thomson, 2016) but any barriers associated with access to specialists

could be not be completely overcome if treatment remained only available in this setting.
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Prior to the introduction of DAA, there was low treatment uptake in Australia (<2%) and
internationally (1 — 5%) (Dore, Ward, & Thursz, 2014), and people with chronic HCV usually
experienced this condition as a long-term chronic condition. This is despite benefits being
maximised the earlier treatment is provided to people with a diagnosis of chronic HCV (Attar
& Van Thiel, 2016; Martin et al., 2016; Pinsky, Mitchell, Sanchez, Johnson, & Sammy, 2018).
Reported benefits of early uptake of antiviral treatment includes improved quality of life for
affected individuals, reduction of progression of liver disease with subsequent reduction of
cost to health care systems (Pinsky et al., 2018), and maximising the effect of treatment as
prevention (Hajarizadeh et al., 2016). However, PWHCV may have delayed the decision to
enter treatment, particularly whilst they were asymptomatic (Butt, McGuinness, Buller-
Taylor, & Mitchell, 2013; Khokhar & Lewis, 2007). Once PWHCV actively deliberated on
entering treatment, the decision would involve consideration of factors relating to
treatment efficacy and treatment side effects (McNally et al., 2006). It is difficult to know
the basis on which decisions were made, as the extent to which individual patients and their
GPs were aware of the treatment options, is not clear (Dore et al., 2009; Treloar et al.,
2010). Low cure rates were associated with the formerly available, interferon-based, HCV
antiviral treatments (Feld & Hoofnagle, 2005), as well as negative side effects (Dieperink,
Ho, Thuras, & Willenbring, 2003; Fraenkel, McGraw, Wongcharatrawee, & Garcia-Tsao,
2006; Sublette et al., 2015) and long, complicated treatment regimens (Carvalho-Filho &
Dalgard, 2010; McCaughan et al., 2007). Table 5 summarises interferon side-effects as listed
in the National Hepatitis C Resource Manual, 2001 (McNally, Temple-Smith, & Pitts, 2004).
People undertaking interferon-based treatments reported the severe negative impact of
associated side-effects on their ability to function normally in all spheres of their lives
(Fraenkel et al., 2006; Treloar & Hopwood, 2008). These treatments were understandably
perceived by PWHCV as “gruesome” (Treloar et al., 2015, p 8) and were a factor that

deterred PWHCV from entering and completing treatment (McNally et al., 2006).
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Table 5: Side-effects of interferon and ribavirin antiviral therapy for HCV (Adapted
from:McNally et al., 2004, p 14)

Interferon side-effect | Systemic: Flu-like symptoms including fever, headache, rigours
categories and coughing, nausea, weight loss, diarrhoea, temporary hair

loss, exacerbation of current conditions such as diabetes

Neurological: Loss of concentration, loss of sensation, insomnia,

visual and auditory loss (rare), exacerbation of epilepsy

Psychological: Anxiety, depression, irritability, psychosis

Myelosuppression: Low white blood cell count,

thrombocytopaenia

Induction of autoimmunity: Overactive thyroid, psoriasis or

worsening of these

Cardiac: Arrhythmia, congestive failure

Susceptibility to infection

Ribavirin side-effect Haematological: Haemolytic anaemia

categories Respiratory: Cough, breathlessness, pharyngitis, sinusitis

Dermatological: Rash

Embryonic development: Possible birth defects

(Used with permission from La Trobe University, adapted from McNally S, Temple-Smith
Meredith et al. 2004, p 14, ‘Making decisions about hepatitis C treatment’ Australian
Research Centre in Sex, Health and Society used with permission from La Trobe
University.)

The conundrum regarding the timing of uptake of treatment for patients and their treating
doctor (Wagner et al., 2009) was made more complex (Backx et al., 2014) by the prospect of
the upcoming availability of the new DAA (Casey & Lee, 2013; Dore & Feld, 2015). While
there had been stepwise progress involving refinements to interferon-based treatments
(Casey & Lee, 2013; Dore & Feld, 2015), reports were emerging of the development of
radically improved DAA. There was excitement about what was perceived as a realistic hope

that these new, well-tolerated therapies involving a short duration, all oral therapies, would
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soon be widely available (Casey & Lee, 2013; Dore & Feld, 2015). The optimism regarding
this treatment was reflected in the term ‘perfectovir’ coined for this expected revolutionary
treatment (Dore & Feld, 2015). The results of international trials were reported in 2014 at
the International Liver Congress (Dore & Feld, 2015). Optimism for the new treatment was
tempered with acknowledgement that the potential of these treatments could be limited by
the cost of the drug, prioritisation of making this treatment available within healthcare
budgets and issues related to lack of screening and incomplete disease assessment (Dore &

Feld, 2015).

While the promise of DAA made attractive the option to delay treatment, delaying
treatment can also have significant, negative outcomes regarding the progression of
patients’ HCV (Attar & Van Thiel, 2016; Martin et al., 2016; Pinsky et al., 2018). Many
‘unknowns’ factored into this decision, including the likely progression of an individual
patient’s HCV, the likelihood of interferon-based treatment achieving cure compared to
DAA, the length of delay until DAA became available, potential access restrictions to DAA,
the potential cost for the patient of DAA compared to the subsidised interferon-based
treatment, and the patient’s tolerance to the side-effects of either treatment. With the
introduction of DAA, getting people into treatment in as short time frame as possible,

became the clear-cut target.

2.4.4 DAA treatment for HCV

In contrast to former treatments, the new DAAs offers high cure rates, a short treatment
duration of 8-12 weeks, simple oral pill regimens and nil to negligible side effects (Haridy et
al., 2018; Hepatitis C Virus Infection Consensus Statement Working Group, 2018; Pawlotsky,
2014). The introduction of pangenotypic DAA has further simplified the treatment planning
for patients with HCV (World Health Organization, 2018; Zoratti et al., 2020). Real-world
outcomes of treatment with DAA have now been reported in Australia (Haridy et al., 2018;
The Kirby Institute, 2018b). This included outcomes for cases where treatment was
completed, as well as cases of ‘intended for treatment’ where patients had not started, or
completed, their treatment for any reason (Haridy et al., 2018; The Kirby Institute, 2018b).
Treatment outcomes varied for different subgroups, but cure rates for all groups were

above previous cure rates. Outcomes from the REACH-C network, a national network of
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diverse clinical services across Australia, were reported for 4 223 individuals initiated on
DAA (The Kirby Institute, 2018b). For individuals with known treatment outcomes (N=3805),
96% achieved SVR12. For all patients with an intention to treat (N=4223), 80.1% achieved
SVR12. This study showed lower rates of cure for patients with cirrhosis (92%), and where
patients were treatment experienced (92%). Overall cure rates measured by SVR12, of 96%
were found for patients completing treatment, between March 2016 and February 2017
(n=1534) in South Australia (Haridy et al., 2018). The cure rate for all subjects intended for
treatment (n=1909) in this study, was 80.4%, with 0.5% of all reported discontinuation due
to adverse effects of treatment. Cure rates were lower for genotype 2 (92.3%) and genotype
3 (92.3%), and these rates were further affected where patients were cirrhotic or who were

treatment experienced (Haridy et al., 2018).

With the release of DAA onto the market, there was a fundamental change in the outcome
ambitions of the provision of medical care for HCV in Australia and internationally, and the
‘elimination of HCV’ became a stated aim of provision of care (Burki, 2014; Grebely, Dore,
Morin, Rockstroh, & Klein, 2017; Hellard, Sacks-Davis, & Doyle, 2016; Scott, Doyle, et al.,
2017; Ward, 2016; World Health Organization, 2016a). Modelled projections showed the
possibility of reducing overall HCV incidence by achieving significant HCV cure rates with
DAAs (Martin, Hickman, Hutchinson, Goldberg, & Vickerman, 2013; Martin, Vickerman, &
Hickman, 2017; Scott, McBryde, Thompson, Doyle, & Hellard, 2017). The goal to eliminate
HCV was proposed by the WHO with targets to achieve a 90% reduction in new infections
and a 65% reduction in mortality by 2030 (World Health Organization, 2016b). This replaced
the less ambitious aims to decrease transmission and increase treatment uptake, as
expressed in the Fourth National Hepatitis C strategy 2014-2017 (Australian Government -
Department of Health and Ageing, 2014). This latter strategy included the goal to “increase
the number of people receiving antiviral treatment by 50 per cent each year” (Australian
Government - Department of Health and Ageing, 2014, p 6). Due to the extremely low base
rate of approximately 1% uptake of treatment in 2014 (McGregor, McManus, Gray, &
Costello, 2015), even if the goal of increasing uptake each year by 50% was achieved, by
2017 the uptake rate would still have been as low as 16%. Even this modest goal was
couched in the term “aspirational” (Australian Government - Department of Health and

Ageing, 2014, p 6), which highlighted the previous low benchmark of treatment goals when
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contrasted with the elimination discourse, in use by 2017. Modelled projections in Australia
showed that to reach the target of elimination by 2030 a sustained uptake of DAA, with
approximately twenty thousand people entering this treatment each year, would be

required (Kwon et al., 2018).

To facilitate the timely uptake of DAA, the Australian Federal Government introduced
regulations in relation to the provision of DAA to allow all Australian citizens with HCV to be
treated (Dore & Hajarizadeh, 2018; Ley, 2016) and announced a significant S1 billion
investment “to cure Hep C” (Ley, 2015, p 1). An expenditure of this magnitude was required
for the anticipated increased uptake of new DAA medication, with an estimated cost
between $66,000 to $98,000 AUD per patient compared to the previous cost of interferon-
based treatment ($12,000 to $45,000 AUD per patient) (Lee, van Driel, & Crawford, 2017).
The cost of treatment was reported as a major barrier to access to DDA treatment
internationally with this cost variously borne by governments, individuals or a combination
of these (Millman et al., 2017; Monforte et al., 2017; Ward & Mermin, 2015; World Health
Organization, 2016b). As discussed, medications included in the Australian PBS are bulk
purchased by the government and then made available to Australian citizens at a reduced or
subsidised rate (Vitry & Shute, 2018). The highly subsidised cost for Australia citizens was
highlighted by the then Federal Health Minister, Sussan Ley, in her press release regarding
the inclusion of the HCV DAAs on the PBS,

Australians with Hep C would now pay just $6.20 a prescription if they were a
concession card holder or $38.30 a prescription as a general patient for four
different cures listed on the Pharmaceutical Benefits Scheme today — saving patients
as much as $100,000 for treatment. (Ley, 2016, p 1).

Consideration of drugs for inclusion onto the PBS requires a cost-effectiveness analysis
(Australian Government - Department of Health, 2016a). In the modelling, the cost of
treatment was offset by the reduced ongoing costs to the Australian Government achieved
by reducing the burden of HCV infection, including medical costs such as for liver
transplantation (Australian Government - Department of Health The Pharmaceutical
Benefits Scheme, 2015). The inclusion of this treatment onto the PBS made these treatment

affordable for all affected Australians (Ley, 2016; Vitry & Shute, 2018).

In 2016 the Australian Government negotiated a five-year purchasing agreement with the

pharmaceutical suppliers of the DAA, which provided an imperative to treat as many
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PWHCYV as possible, within the term of the agreement (Dore & Grebely, 2017; Dore &
Hajarizadeh, 2018). The details of the negotiations were treated as commercial in
confidence, however it was reported the agreement included a ‘Risk Sharing Arrangement’
clause whereby treatments were to be provided free after a set number of treatments were
purchased (Australian Government - Department of Health The Pharmaceutical Benefits
Scheme, 2015). When additional DAA drugs for HCV were added to the PBS they did so
based on the drugs being added to the existing financial risk sharing arrangements
(Pharmaceutical Benefit Scheme, 2016). In other countries, caps were placed on treatment
places as a way of limiting costs to governments (Marshall, Cunningham, et al., 2018). The
Australian funding arrangement, however, provided the government with a cost savings
incentive if the number of treatments purchased during the agreement exceeded the
capped treatment purchase number (Martinello, Hajarizadeh, & Dore, 2018). With free
treatments only being provided after the cap was exceeded and before the end of the
negotiated agreement, this clause acted as an additional structural driver to the imperative
to get PWHCV treated as quickly as possible. While reports exist that show GPs have a sense
of responsibility to the maintain the sustainability of the health care system (Manning, 2011;
Robertson, Walkom, & Henry, 2011), GPs must understand the arrangement and the
imperative it creates, before this healthcare system arrangement can influence the
provision of DAA by GPs. No literature however was found regarding GPs’ understanding of

this arrangement.

By 2017, Australia had wide eligibility criteria for patients to access DAA which were
independent of the severity of their liver disease, alcohol use or illicit drug use status
(Hepatitis C Virus Infection Consensus Statement Working Group, 2017), whilst
internationally a variety of limitations remained (Marshall, Pawlotsky, et al., 2018). Before
the introduction of DAA in Australia, there had been limitations placed on eligibility to
treatment such as exclusion of current PWID (Lowe & Cotton, 1999), although this exclusion
had been gradually relaxed. The rationale behind these previous criteria were not always
made explicit (Craxi et al., 2016), however studies had demonstrated comparable cure rates
of DAA amongst PWID (Seal et al., 2007) and this negated the medical rationale for PWID to
be excluded. Cost and eligibility factors were therefore largely overcome for Australian

citizens accessing DAA.
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The reduction of these barriers and the changed targets for the provision of care for HCV,
led to questions about the capacity of the health system to provide this care, and a re-
examination of the role of GPs in this provision of care (Kaan, Jones, & McCaughan, 2017).
After the approval of HCV DAA onto the PBS in Australia in 2016, there was a focus on
increasing the capacity of GPs to provide this treatment and the regulations and guidelines
were incrementally and rapidly changed to give increasing prescribing rights to GPs
(Hepatitis C Virus Infection Consensus Statement Working Group, 2018). Similar to the
experience of treatments for other conditions (such as diabetes and HIV) that were
previously provided by specialists and then shifted to provision by GPs (Basudev et al., 2016;
Newman et al., 2011), the potential role of GPs in the prescribing of treatment to PWHCV

has increased dramatically overtime.

More than 70 000 people have received DAA therapy for HCV in Australia since unrestricted
access to this treatment became available in March 2016 (Kirby Institute, 2019). Between
2014 and 2015, it is estimated that an additional 4 340 people received treatment, via early
access pathways including clinical trials, generic importation and pharmaceutical industry
compassionate access programs (Hajarizadeh, Grebely, Matthews, Martinello, & Dore, 2018;
Kirby Institute, 2019). The uptake of treatment has not been consistent, with an initial surge
of 32 610 individuals entering treatment in 2016, then 21 540 in 2017, and 16 110 in 2018
(Kirby Institute, 2019). The initial surge can be explained by a ‘warehousing effect’ HCV
treatment was delayed in a group of patients until DAA became proven and generally
available (Aronsohn & Jensen, 2012; Palak, Livoti, & Audibert, 2017). While the overall
number of individuals treated in Australia is impressive, modelling suggests the current rate
of treatment is not high enough to reach the level required to reach elimination (Burnet
Institute and Kirby Institute, 2019). The potential role of private GPs in Australia in the
provision of care for HCV, increased in scope and significance after DAA became available in
2016 (Hepatitis C Virus Infection Consensus Statement Working Group, 2018). While the
proportion of patients being prescribed DAA by GPs has been increasing and cure rates are
comparable to other settings (Maclachlan et al., 2020; MacLachlan, Thomas, Cowie, &
Allard, 2018), this involvement must increase to the level of treatment required to reach

elimination targets (Burnet Institute and Kirby Institute, 2019).
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2.5 The care provided for HCV by GPs in private general practice in Australia

The literature encompasses GP involvement in all aspects of the cascade of care for PWHCV.
There was a body of literature that was directed at GPs to provide instruction on the
provision of best practice care for the provision of care for HCV in their practice (outlined in
section 2.5.1). Other literature was in the form of regular reports that provided detailed
guantitative information about HCV diagnoses, monitoring, treatment and referral to
specialists in Australia, as well as categories of professions providing this care. These include
the Viral Hepatitis Mapping Project National Reports (MaclLachlan et al., 2020; MacLachlan,
Thomas, & Cowie, 2019) and Monitoring hepatitis C treatment uptake in Australia reports
(Kirby Institute, 2017, 2018, 2019; The Kirby Institute, 2017b). Additional qualitative and
guantitative information regarding the provision of care for HCV provide is published in the
literature, from both the current and pre-DAA eras. | will discuss the involvement of GPs in

the provision of care for HCV and the gaps in the literature in this regard.

While examining the literature regarding the provision of care for HCV by GPs for this thesis
| took specific note of the setting in which this care took place, and the timing of this care.
My research was specifically interested in the provision of care in private general practice,
however the setting where GP provided HCV care was not always specified in the literature.
Thus, care could have been provided in private general practice or other sites where GPs
were employed, such as specialist drug clinics, ACCHO, other community health clinics and
prison health services (Bartlett et al., 2018; Lee et al., 2018; Read et al., 2017). While the
proportion of GPs employed in these settings is low (Health, 2016; Royal Australian College
of General Practitioners, 2019), PWHCV may disproportionately engage with GPs working in
these alternative settings. | will highlight when the setting is not stated or ambiguous.
Another important aspect when reviewing the literature on the involvement of GPs in the
provision of care for HCV, it is to consider the timing of when the care under investigation
was provided (lversen et al., 2017; Martin et al., 2017; Scott, Doyle, et al., 2017). For
example, prior to the introduction of DAA, GPs were following best practice care, by
referring HCV patients to specialists when treatment was indicated (Batey, 2003). Also, as
eligibility criteria were progressively reviewed (Lowe & Cotton, 1999), when examining GPs’
advice to patients the specific regulatory context in which this advice was given must be

considered. Although there has been continuous change, it is important to consider how the
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specific conditions in place at any one time, may have shaped involvement of GPs in care at
that time. Part of this consideration is any lags in understanding about these changes that
may have occurred in GPs and PWHCV (Hellard & Wang, 2009). The involvement of GPs in
the different stages of the cascade of care will be presented, noting the historical context

and how this may have influenced involvement.

2.5.1 Clinical information available for GPs to support the provision of care for
HCV

The literature includes information for GPs to provide care for patients with HCV in the form
of guidelines and instructive articles (Baker, Balcomb, O'Loan, & Howell, 2019; Chan et al.,
2019; Draper, Layton, & Doyle, 2019; Hepatitis C Virus Infection Consensus Statement
Working Group, 2018; Khoo & Tse, 2016; Layton, Richmond, & Baker, 2019; Purcell, Wade,
& Accadia, 2019; Strasser, 2017; World Health Organization, 2018). These include a five-part
Eliminating Hepatitis C series of articles written by Australian clinicians for the Australian
context. The topics covered in this series are: finding patients with HCV (Draper et al., 2019),
assessing patients for DAA (Layton et al., 2019), curing HCV in general practice (Purcell et al.,
2019), ongoing care after DAA (Chan et al., 2019) and practical steps for micro-elimination in
GPs’ practices (Baker et al., 2019). Topics covered represent the stages involved in the
cascade of care that are critical for DAA to be provided in general practice. Education and
resources are also available in different formats, for upskilling GPs to provide this care
(ASHM, 2018; Gastroenterological Society of Australia et al., 2020). Some aspects of this
care involve core skills that are common to providing care to all patients, for example
history taking, developing rapport with patients, confidentiality, pre- and post-test
counselling (Royal Australian College of General Practitioners, 2016). While these are core
skills, a high level of competency and specific approaches to these tasks may be ideal when
providing care to PWHCV (Baker et al., 2019; Draper et al., 2019), for example the specific
language used (Wilson, 2020). In addition, there are skills and knowledge that are specific to
providing care to patients with HCV, for example diagnostic testing, DAA planning, DAA
provision and post DAA care (Chan et al., 2019; Hepatitis C Virus Infection Consensus

Statement Working Group, 2020; Layton et al., 2019; Purcell et al., 2019).

The proportion of HCV that is likely to be undiagnosed is estimated to be 20% (The Kirby

Institute, 2017a) and this high proportion underscores the importance of the detection of
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risk factors and subsequent screening for HCV by GPs, as part of addressing HCV in the
population (Draper et al., 2019). While this is an important step it is not necessarily covered
in the HCV-specific literature and guidelines are often written assuming that the patient has
an existing diagnosis of HCV, and that this diagnosis is known to the treating doctor
(Hepatitis C Virus Infection Consensus Statement Working Group, 2018; Khoo & Tse, 2016;
Strasser, 2017). The articles by Draper et al. (2019) and Baker et al. (2019) that cover the
topic of finding patients with HCV, are written without the assumption that GPs are aware
of the patient’s HCV status. The article outlines processes by which existing and new patient
histories can be taken to maximise disclosure of HCV risk factors. Advice about the points to
cover pre and post HCV testing are outlined and include providing the patient with
information, gathering informed consent and informing patients of the options available if a
result is positive. Information is provided about the two-stage testing process involving the
HCV antibody test, followed by the HCV RNA PCR test and interpreting the results. This
article provides general information about HCV, emphasises the part GPs can play in
providing DAA and the possibility of elimination of HCV through widespread uptake of this

treatment in Australia.

Once patients are diagnosed with HCV, the next step is to assess a patient’s eligibility for
DAA, with the majority of patients being able to be treated by GP, and a small number of
cases requiring referral to specialists (Layton et al., 2019). The article by Layton et al. (2019)
on the topic of assessing patients for DAA, guides GPs through this process. The guide
details the required pre-treatment assessment including taking a patient history,
establishing concomitant medications, physical examination, virology and other
investigations. As part of determining whether the patient can be safely treated by GPs, it is
a requirement for cirrhosis to be excluded. Aspartate aminotransferase to Platelet Ratio
Index (APRI) and/or transient elastography, such as Fibrocan®, can be used to carry out a
liver fibrosis assessment and where cirrhosis is present referral to a specialist is
recommended. Likewise, where patients have previously failed DAA or have complex co-
morbidities, referral to a specialist is recommended. The article flags that the requirement
to determine the HCV genotype may become redundant with the approval of pangenotypic
DAAs by the PBS. Since the publication of the article, pangenotypic regimens have been

approved (Hepatitis C Virus Infection Consensus Statement Working Group, 2020) providing
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an example of the difficulty of maintaining the currency of information provided for GPs. In
addition the Remote consultation request for intiation of hepatitis C treatment form
(Appendix 1) lists all the steps required to establish a treatment plan for DAA for patients

with HCV (Gastroenterological Society of Australia, 2019).

Detailed guidance for the provision of DAA in general practice and follow up care is provided
in the articles by Purcell et al. (2019) and Chan et al. (2019). These guides include
information about assessing possible adherence barriers for patients, advice to patients,
managing drug-to-drug interactions, writing scripts, post treatment testing and other
ongoing care after DAA. HCV cure is assessed 12 weeks (or later) from the completion of
DAA, by HCV RNA PCR testing tests. A negative test indicates a sustained virologic response
at 12 weeks, with the abbreviation of SVR12 used to describe that the patient is considered
cured. When a cure has not been achieved, then referral to a specialist is recommended.
Patients with persistent abnormal liver function tests after DAA and with cirrhosis also
require referral to specialists for investigation and monitoring. Patients who have been
cured are likely to remain positive for HCV antibodies indefinitely, however past infection
does not provide immunity. People at risk of reinfection should be offered annual testing for
HCV and provided with access to harm reduction programs, for example OST, and needle

and syringe programs.

The Hepatitis C Virus Infection Consensus Statement is a fifty-nine page document which
provides detailed information about HCV in Australia and clinical advice about providing
care for HCV, which has been updated since the introduction of DAA (Hepatitis C Virus
Infection Consensus Statement Working Group, 2020). Although comprehensive, the
volume of information in this document may not encourage GPs to view the process of
prescribing DAA as stratightforward. The Clinical guidance for treating hepatitis C virus
infection: a summary (Gastroenterological Society of Australia et al., 2020) represents a
concise, two-page resource that provides the information required to guide a GP through

the assessment and provision of DAA for patients with HCV.

Having guidelines and resources available does not necessarily translate into these being
used by GPs and as noted in the case of the article by Layton et al. (2019) maintaining

currency of information is difficult (Basedow, Runciman, Lipworth, & Esterman, 2016; De
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Angelis et al., 2016). The level of GP access to these articles, and the effect on the provision

of DAA is difficult to establish from the published literature.

2.5.2 Provision of screening, diagnosis, testing and other management of HCV
by GPs

The first step in the cascade of care for HCV is screening for HCV risk factors, including IDU,
to determine which patients should be offered diagnostic testing. GPs are reluctant,
however, to investigate these risk factors with patients (Dore et al., 2009; McLeod et al.,
2017). The lack of screening for risk factors is not restricted to IDU however, with Australian
GPs found to incompletely screen for the modifiable lifestyle risk factors of smoking (74%),
nutrition (22%), alcohol (63%) and physical activity (28%) (Denney-Wilson et al., 2010). Only
13% of GPs surveyed correctly identified all HCV risk factors when surveyed (Gooey et al.,
2020). A Scottish study that included an intervention to increase HCV testing (McLeod et al.,
2017), found that GPs were reluctant to investigate patient’s risk factors but did usually
offer testing when aware of patient’s IDU (88%). The lack of patient registration with
general practices in Australia may reduce the opportunity for follow-up by GPs. It is
therefore not clear whether a similar testing rate occurs in Australia after identification of
risk factors (even if a similar intervention to the Scottish study was implemented). When
HCV diagnostic testing is conducted, it is recommended that pre- and post-testing
counselling occurs. Aspects of this counselling have been described in published evaluations
(Gifford, O'Brien, Bammer, Banwell, & Stoove, 2003; Gifford et al., 2005) none of which are
recent publications. In addition, these publications do not provide details regarding the
practitioner who conducted the testing and it is therefore not clear whether private GPs
were involved. There are suggestions that some HCV diagnostic testing may have occurred
without the permission of the patient (Gifford et al., 2005) and the general standard of pre-
and post-testing counselling has been questioned (Treloar et al., 2010), with patients
reporting its limited occurrence and low quality (Gifford et al., 2003; Gifford et al., 2005;
Richmond, 2008). Again, these publications are not recent and may not reflect the current
situation. While gaps in risk factor screening may provide a significant barrier to the
diagnosis of HCV, Australian studies regarding screening for HCV are not recent and further

research is warranted to address this gap.
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Testing for HCV is the next step in the cascade of care for HCV and GPs have been involved
in testing for HCV since this testing was introduced in Australia in 1990 (Commonwealth of
Australia, 2003). Before the introduction of DAA, it was reported that the majority of HCV
diagnoses were undertaken by GPs (Dore et al., 2009). These GPs may have been located
outside of private general practice however studies supported that GPs in private practice
were involved in the diagnosis of HCV (Day et al., 2008; Gifford et al., 2003; Gifford et al.,
2005). In studies that investigated HCV diagnostic experiences (Gifford et al., 2003; Gifford
et al., 2005), 50% of both male and female participants had been diagnosed by their
‘regular’ GP. Day et al. (2008) surveyed PWID in Sydney, Australia, in 2005 and found that
53% had been tested for HCV in private general practices. Notification data shows that 56%
of new HCV notifications in South Australia from 2010 till 2016 were made by private GPs
(Edmunds, Miller, & Tsourtos, 2019; The Kirby Institute, 2017a). While aspects of HCV
notifications are regularly reported (Burnet Institute and Kirby Institute, 2019; MacLachlan
et al., 2020; MaclLachlan et al., 2018) details about the notifying doctors are not included in
these reports. To assist the planning of interventions to increase the participation of private
GPs in diagnostic testing, it would be advantageous if these details were also regularly

reported in these reports.

Confusion among patients and GPs around the diagnostic testing process was reported, with
limited use of confirmatory PCR testing occurring after antibody testing for HCV exposure
(Butler et al., 2017; Carruthers & Ryan, 2012; Gupta, Shah, & Ward, 2006). Patients may be
confused about the meaning of test results with a study finding that only 19% of people who
believed they had a diagnosis of HCV, were able to describe the function of the confirmatory
PCR test (Carruthers & Ryan, 2012). In 2015, Butler et al. (2017) surveyed people who
injected drugs (PWID), demonstrating that this group received antibody testing most
frequently from their regular GP. However, only 48% of those tested had subsequently
received confirmatory PCR testing after returning a positive antibody test (Butler et al.,
2017). It was previously found that 25% of medical practitioners believed that a positive
HCV antibody result indicated current infection (Richmond et al., 2007) and GPs reported
that they needed further skill development around therapeutic and diagnostic testing
(Gupta et al., 2006). Another more recent study using data from the Medicinelnsight

program (Busingye et al., 2019) examined the management of HCV in primary care
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(Chidwick et al., 2018) and also found deficiencies in diagnostic testing. The participants for
the study were included if they were 18 years or older, had visited the practice on three
occasions between from January 1 2013 and August 31 2017, and had a new HCV-related
entry recorded in this time period. The study aimed to determine what testing had been
conducted for the patients included in the Medicinelnsight program study (Chidwick et al.,
2018). From a total of 2.63 million patients in the practices involved in the data collection,
4 025 patients were classified as having confirmed HCV and 3137 were classified as having
indeterminate HCV infection. The results indicated that it is likely that incomplete testing
and assessment of HCV, for example no confirmatory PCR test, applied to 50% of patients
who received a positive antibody test. Among GPs surveyed in 2017, 88% identified the
need for the two-stage test to confirm a diagnosis of HCV, up from 74% when surveyed in
the year before (Gooey et al., 2020). While the improvements described may be significant,
the study acknowledged that GPs interested in HCV may have been more likely to respond
to the survey and the improved knowledge even within this select group still would lead to

12% of GPs not being aware that a diagnosis of HCV required the confirmatory PCR test.

Deficiencies in HCV testing after HCV diagnosis have been noted (Busingye et al., 2019;
Maclachlan et al., 2018). The Hepatitis Mapping Project reported on HCV testing including
HCV RNA viral load and genotype tests, ordered by non-specialists as a proportion of test
conducted (MacLachlan et al., 2018). It was noted that these tests were commonly ordered
by GPs in the pre-DAA era and the proportion of such tests ordered by non-specialists had
increased since the introduction of DAA. In the period September 2016 through February
2017, the proportion of viral load tests ordered by non-specialists increased from 54 to 60%
and genotype testing from 51 to 72%. Data on the absolute number of tests ordered, and
category of professional ordering them, were not supplied. Again, the nature of the site
where the non-specialist worked was not detailed. Data examined from the Medicinelnsight
program (Busingye et al., 2019) reported that at primary care sites, less than ideal testing
had also occurred in respect to quantitative RNA testing (65.8%); LFT (Liver Function Test),
FBC (Full Blood Count) and/or UEC (Urea Electrolytes and Creatinine) tests (50%); and
screening for HIV (13%) or Hepatitis A (0.5%) or B (12.7%) coinfection or HCV serology
(12.2%). It was noted that these figures and those relating to confirmatory PCR testing may

have been an underestimate of the tests conducted, due to the methods used to extract the
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data, and that these tests may have been conducted in alternative settings. This study
acknowledged that the data “does not capture whether patients have declined offered treatment
or reasons why a patient may decline testing or treatment when it has been offered” (Chidwick et
al., 2018, p 643). In addition to the findings reported in the study, the extraction process of
data, highlighted the complexity of using electronic health records for research purposes.
The problems of such a process would be amplified for general practices, where the same
level of resources and skills provided as part of involvement in the Medicinelnsight program,
would not be expected. The low level of cases who matched the criteria of inclusion in the
study, (N=7 162 from a total of 2.63 million patients), indicates that GPs may not have

patients in their practice who have a recognised diagnosis of HCV.

Prior to the general availability of DAA, studies reported the management of HCV by GPs
and rates of referral to specialists. While the treatment and pathway to treatments
described are largely redundant, these studies demonstrate the complexity of the treatment
decisions in this era and provide the background context to GPs’ current involvement. In the
pre-DAA period, GPs had a limited role in prescribing treatment but were responsible for
conducting correct assessments and appropriately referring patients to specialists. McNally
and Temple-Smith (2006) reported that 47% of HCV-infected people were seeing a GP for
their HCV. The study reported rates of referral to specialist and other services but did not
report if a private GP was responsible for these referrals. From a sample of 458 Australian
GPs surveyed in 2005 (Gupta et al., 2006), 76% indicated they had managed a patient with
HCV in the previous 12-month period. Considering the last patient these GPs had managed,
55% of GPs reported that they had made referrals to a specialist consultant, 46% to
specialist hospital units, 25% had managed the patient alone and 10% with another GP, and
4% had referred patients to community support. The study relied on self-reported data and
the authors indicated that there may have been a ‘degree of social response bias’ (Gupta et al.,
2006, p 5) in the responses given. Gifford et al. (2003) described how 52% (N=462) of
women with HCV in the Australian state of Victoria and the Australian Capital Territory,
reported being referred to a specialist. There were differential rates of referral reported
according to IDU status, with 73% of non-PWID patients, 66% of former PWID and 32%
current PWID referred to a liver clinic. Referral to a specialist did not always translate into

these patients having received treatment, with only 17% of the total sample in this study
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having received treatment for HCV. Diagnoses with HCV also did not always translate into
patients receiving ongoing HCV care, with only 56% of participants at the time of the study
remaining in the care of a doctor for their HCV. As this study was conducted when PWID
were excluded from receiving antiviral treatment, this would have limited the imperative for
a referral to specialists for these patients. A similar study was earlier conducted (2002-2003)
by Gifford et al. (2005) with 312 men who had been diagnosed with HCV. The authors found
that 43% saw a doctor for their HCV, with 30% ever having been referred to a specialist.
Again, these proportions may have reflected the conditions in place at the time regarding
criteria for antiviral treatment as well as the GPs’ knowledge of these. A lag in GP awareness
of changing treatment eligibility requirements, treatment options and guidelines was
observed (Hellard & Wang, 2009). In a 2006 report, GPs reported that they had an improved
knowledge of HCV and increased comfort in prescribing relative to the preceding five-year
period (Gupta et al., 2006), but there was no evidence as to whether this improvement

translated into improved care or whether any improvement was ongoing.

Prior to the introduction of DAA, studies also reported the perspectives of PWHCV on the
provision of care by GPs after diagnosis of HCV. Patients’ experiences of care in the past, can
shape patient’ perceptions and expectations of current engagement with GPs for HCV care.
In one study, participants expressed a lack of support at the time of HCV diagnosis,
particularly in relation to psychological support (Stewart et al., 2012). The participants
described GPs who were knowledgeable regarding medical information but lacking in
understanding of what it was like to live with chronic HCV. This result supported those of an
earlier study (Gupta et al., 2006), which found that whilst 39% of GPs self-reported that they
were highly likely to discuss psychological issues after diagnosis, 37% reported that they
would find it difficult to be the main provider in the medical and psychological care of
PWHCV. There were also positive reports about HCV care provided by GPs. McNally et al.
(2006) reported that the majority of patients seeing a GP for their HCV care were confident
of their doctor’s HCV knowledge. Of these patients, 65% were satisfied or very satisfied with
the care provided by their GP and 46% rated their regular GP as playing an important role in
the management of their HCV. These studies relied on self-report and the clinical outcomes

for these patients were not included in the outcomes reported.
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Before GPs can provide appropriate care for people with a diagnosis of HCV, they must be
aware of their patients’ HCV status. Reports from the ‘Bettering the Evaluation and Care of
Health (BEACH)’ program, which surveyed 1000 GPs annually, between 2001 and 2016,
showed that GPs were able to identify within their patient population, patients with a
known diagnosis of HCV. The BEACH study has been criticised as providing useful but limited
data (Swerissen & Duckett, 2018) and these criticisms apply to the data provided regarding
HCV. As part of the BEACH study, a Supplementary Analysis of Nominated Data (SAND)
(Britt, Miller, Bayram, et al., 2016) regarding the prevalence and management of HCV was
conducted in 2014 (Family Medicine Research Centre, 2015). This analysis identified that 61
of 5 855 patients, seen by 198 GPs, had a known diagnosis of HCV and these 61 patients’
demographic information and information regarding their HCV status, origin, treatment and
referral was reported. While the rate of HCV of around 1% matches the estimated
Australian population rate of HCV (The Kirby Institute, 2018a), the study did not comment
on whether this rate reflects the expected rate of HCV within the surveyed GPs’ patient
population. In addition, this snapshot of patients provided little indication of the actual GP
care provided to these patients, whether the care provided was appropriate or about
outcomes of the treatment provided. Due to limitations of the study to collect information
on low prevalence conditions, such as HCV, limited information about HCV-specific care was
provided in the yearly BEACH program reports (The University of Sydney, 2017). For
example, in the final BEACH report (Britt, Miller, Bayram, et al., 2016), HCV was not included
in the list of the top 30 of conditions managed by GPs in the previous decade. While the
report provided the information that hepatitis serology accounted for 1% of the total
pathology ordered in 2015-16 and 7% of the GP participants ordered these tests, the report
did not distinguish between hepatitis serology for HCV, hepatitis B or hepatitis A (Britt,
Miller, Bayram, et al., 2016). Further, HCV services provided by GPs may not have been
captured due to the method used to classify problems managed. For instance, treatment for
depression may have been listed as the reason for a consult, but this depression may have
had its aetiology in the person’s HCV treatment. Overall, the findings of this study do not
test the reliability of GPs ability to identify patients within their practice with HCV, and
reinforces the perception of a relatively low prevalence of this condition compared to others

that GPs encounter in their practice population.
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2.5.3 Interferon-based treatment - GP involvement in treatment

Prior to the availability of DAA, when treatment was led by hospital- based specialists,
various jurisdictions (including Western Australia, Queensland, New South Wales and
Victoria) set up programs to encourage wider GP involvement in the provision of treatment.
(Baker et al., 2014; Hopwood & Treloar, 2013; Lambert et al., 2011). Concerns were
expressed that patient care and safety could be negatively affected by changes to
prescribing conditions, and so a cautious approach to the establishment of these programs

was adopted (Australian Government - Department of Health and Aged Care, 2000).

A pilot project in 2010-13 in New South Wales (NSW) was evaluated in terms of medical
outcomes (Baker et al., 2014) as well as by investigating the perspectives of a small number
of GP prescribers and patients (Hopwood & Treloar, 2013), and supported the feasibility of
GP prescribing for HCV. The pilot involved NSW medical practitioners working at public and
private community-based medical clinics providing interferon-based HCV treatment in a
shared-care model with clinicians from authorised tertiary liver clinics. The GPs received two
days of training, which authorised them to be accredited to prescribe interferon for patients
with genotype 2 or 3 and, after initial specialist assessment, for patients with genotype 1
(Baker et al., 2014; Hopwood & Treloar, 2013). During the pilot, 41 patients were initiated
onto treatment (23 private patients and 18 public patients) with some additional patients
initiated at these sites outside of the study (Baker et al., 2014). The relatively low numbers
made it difficult to compare the medical outcomes of the pilot and standard treatment,
however the overall SVR was considered favourable considering the characteristics of
patients initiated onto treatment (Baker et al., 2014). Eight patients and seven (of eleven)
GPs involved in the pilot were interviewed (Hopwood & Treloar, 2013). The GPs stated that
it was necessary to have a ‘reasonable’ caseload of HCV patients for training to be effective,
lags between training and providing treatment may be problematic, that providing
treatment remained challenging and that a good relationship with the specialist clinicians
was necessary. The patients in the study reported positive perceptions and experiences of
having HCV treatment provided by their GP. Patients particularly appreciated receiving
continuity of care under this arrangement, valuing the ongoing, trusting and supportive
relationships with their GP and practice staff. Attending the general practice was perceived

by patients as convenient as it mitigated the need the need to negotiate an additional
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tertiary site for this care, which was perceived as having the potential to expose them to

stigma and discrimination (Hopwood & Treloar, 2013).

The findings may however have limited generalisability. The patient participants in the study
were all receiving OST from GP participants in the study. To receive OST requires an
established therapeutic GP-patient relationship where the GP is aware of the patient’s HCV
risk factor of IDU, is willing to provide this treatment and the patient consents to this
treatment (Gowing, Ali, Dunlop, Farrell, & Lintzeris, 2014). However, not all HCV
transmission involves IDU (Sievert et al., 2011) and not all PWHCV with the risk factor of IDU
(either current or historical) seek OST (Teesson et al., 2015). All GPs involved in this
evaluation were OST prescribers with a high caseload of patients receiving OST whereas
only a small proportion of GPs working in private practice prescribe OST for any patients
(Australian Government - Australian Institute of Health and Welfare, 2019). These GP
participants would be more likely to have developed skills and confidence in working with
patients with a history of IDU (Scarborough et al., 2011) and by participating in the study
additionally demonstrated an interest in providing treatment for HCV for their patients.
Therefore, the findings may not be applicable to the majority of the private GP workforce or

for PWHCV not receiving OST.

2.5.4 GP involvement in providing DAA treatment

GPs were included in the range of provider types who between March 2016 and June 2019,
provided 74 704 Australians DAA. The number of people treated per month started at a high
rate but has decreased dramatically overtime. Between March-June 2016, 17 648 patients,
initiated treatment, with this falling to 3 988 patients in the March-June period in 2019. The
number of patients treated over time by GPs, however, has remained relatively steady at
around 1 900 patients per quarter (See Figure 2) (Doyle et al., 2019; MaclLachlan et al.,
2020). The drop in the number of patients treated has largely occurred in patients treated
by specialists, leading to a steady increase in the proportion of treatment provided by GPs
compared to all other provider types. The provider types reported were GPs, specialists (the
traditional providers of antiviral treatment for HCV) and ‘other providers’, which includes
nurse practitioners, temporary resident doctors, locum relief doctors, and others not able to

be classified as either GP or specialist. GPs prescribed 32% of all DAA between March 2016
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and December 2018 and prescribing of this treatment by GPs is now more common than

prescribing by specialists (MacLachlan et al., 2020).
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Data source: Treatment data sourced from Department of Human Services Medicare statistics.

*Provider type is derived by Medicare using the clinician’s service history.

Figure 2: HCV treatment in Australia by provider type and month. March 2016 — December
2018 (MacLachlan et al., 2020, p 80)

(Reproduced with permission from ASHM from: MacLachlan JH, Smith C, Towell V, Cowie
BC. Viral Hepatitis Mapping Project: National Report 2018-19. Darlinghurst, NSW,
Australia: Australasian Society for HIV, Viral Hepatitis and Sexual Health Medicine
(ASHM), 2020; https://ashm.org.au/programs/ Viral-Hepatitis-Mapping-Project/)

Prescribing of DAA by GPs has been proportionally even higher to other provider types in
PHNs in rural and remote areas (The Pharmaceutical Benefits Scheme - Drug Utilisation Sub-
committee, 2018), with GPs initiating treatment for 50% of regional and 86% of remote
prescriptions in 2017 (Doyle et al., 2019). This is likely due to the lack of access to specialists

in these regions (Doyle et al., 2019; The Pharmaceutical Benefits Scheme - Drug Utilisation

Sub-committee, 2018).

The outcomes for prescribing DAA in a primary healthcare setting, were found to be
comparable to those for treatment provided in tertiary settings (Bloom et al., 2017; Haridy

et al., 2020; Pourmarzi et al., 2019). In PWID with HCV, offering DAA in primary care settings

51


https://ashm.org.au/programs/

resulted in increased treatment uptake and cure rates relative to hospital-based prescribing
(Wade, Doyle et al. 2020) at reduced cost (Palmer et al., 2019; Ramachandran et al., 2019).
Where GPs had engaged in remote consultation with tertiary liver clinics, and patients had
completed treatment, there was a cure rate of 98% SVR12 and 65% for all patients intended
for treatment (Haridy et al., 2020). It was noted in this study that while most (91%) remote
consultation forms were returned without amendment, there were forms in which the
treatment field was left blank by the GP and the treatment duration incorrect (Haridy et al.,
2020). From the details provided in the studies, it was difficult to establish the nature of the
primary healthcare setting and/or whether the healthcare professionals involved in
prescribing the DAA were GPs. Of note there was a lack of SVR12 results recorded for
patients receiving DAA in primary care (Haridy et al., 2020; Read et al., 2017), with this
result missing in 47% of patient records examined in 2017 (Read et al., 2017). While overall
cure rates are high for GP prescribers, one study (Wade et al., 2018) found that two of the
95 prescriptions written by the GP prescribers, were inconsistent with the specialist advice

and would not have resulted in a cure.

Only a small percentage of GPs have been involved in prescribing DAA and individual GP’s
involvement in the provision of DAA is generally at a low level. From March 2016, to May
2017, a substantial proportion of GPs involved in providing DAA provided this treatment to
only one patient, with the maximum per GP of 657 patients, and the mean number treated
of 5.7 patients (The Pharmaceutical Benefits Scheme - Drug Utilisation Sub-committee,
2018). There were 2 488 GPs involved in prescribing DAA between March 1 2016 to
February 28 2017 (54 841 number of prescriptions), and 3 493 GPs from March 1 2017 —
February 28 2018, (44 727 Number of prescriptions) (The Pharmaceutical Benefits Scheme -
Drug Utilisation Sub-committee, 2018). In a South Australian study, GPs were involved in
remote consultations with specialists regarding 447 patients between March 1 2016 and
February 28 2017(Haridy et al., 2020). Among these GPs, there were 109 referrers and the
median number of referral(s) per GP was one (range one-49). ASHM has hosted a campaign,
AUS GPs end Hep C, that has a stated aim to increase the number of GPs prescribing DAA,
from 10% to 20% by 2020 and 75% by 2025 (O'Loan et al., 2020). Even where GPs are
involved in the management of HCV, they may not be prescribing HCV treatment (i.e., DAAs)

for these patients. According to the Hepatitis C Mapping Project report (MaclLachlan et al.,
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2018), there is a gap in the care cascade in primary health, with 75% of HCV RNA or
genotype tests ordered by non-specialist in 2015-16 but only around 50% of patients
received treatment from these clinicians. While this gap was identified by the authors, the
reasons behind this discrepancy cannot be discerned from the population-level data
analysed in the report. A gap of care was also noted in a study of the development of a
consultation pathway (Wade et al., 2018), where 114 referrals were considered appropriate
for treatment by the referring GP, however only 95 patients were prescribed DAA by the GP
and no data were collected on why the remaining 19 patients were not provided with

treatment.

Studies have been published which investigate primary healthcare professionals perceptions
and experiences of their role in prescribing of DAA in Australia (Gooey et al., 2020; Heard,
Massi, Smirnov, & Selvey, 2019; Marshall, Grebely, Dore, & Treloar, 2019; Pourmarzi,
Smirnov, Hall, Thompson, et al., 2020; Richmond & Wallace, 2018; Sud et al., 2018; Wade et
al., 2017). The methods used in these studies have used have included surveys (Gooey et al.,
2020; Sud et al., 2018; Wade et al., 2017) and thematic analysis of focus groups (Heard et
al., 2019) and interviews (face-to-face or telephone) (Heard et al., 2019; Marshall et al.,
2019; Pourmarzi, Smirnov, Hall, Thompson, et al., 2020; Richmond & Wallace, 2018). Studies
using survey methods sampled GPs from regions within the Australian states of New South
Wales (Sud et al., 2018) and two from Victoria (Gooey et al., 2020; Wade et al., 2017), with
sample sizes of N=131, N=191 and N=164, respectively. Participants targeted for interviews
included patient and health care professionals, with GPs included within the healthcare
professional group (Heard et al., 2019; Marshall et al., 2019; Pourmarzi, Smirnov, Hall,
Thompson, et al., 2020; Richmond & Wallace, 2018). The settings that GPs participants were
drawn from included private general practice (Heard et al., 2019; Marshall et al., 2019;
Pourmarzi, Smirnov, Hall, Thompson, et al., 2020; Richmond & Wallace, 2018). Where the
participants were drawn from different professions and settings, the results and discussion
did not always discern between the healthcare professionals or settings of participants.
Selective recruitment criteria of GP participants occurred in several studies, based on
involvement in OST (Marshall et al., 2019), having a known interest in HCV (Heard et al.,
2019) and being identified as a key stakeholder by the researchers (Richmond & Wallace,

2018). Interviews varied in length between studies ranging from 18 to 48 minutes
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(Pourmarzi, Smirnov, Hall, Thompson, et al., 2020), 10 — 60 minutes (Heard et al., 2019) and
approximately 45 minutes long (Richmond & Wallace, 2018), with one study not stating the
interview length (Marshall et al., 2019). While the participants were not necessarily GPs
working in private general practice, the studies provide useful information for
understanding the provision of care for HCV in this setting. | will outline the findings under

the themes of knowledge, training, access to clinical resources, and patient factors.

Knowledge of DAA was viewed as an enabler and lack of knowledge as a barrier (Heard et
al., 2019; Pourmarzi, Smirnov, Hall, Thompson, et al., 2020; Richmond & Wallace, 2018; Sud
et al., 2018) to the provision of DAA by GPs. Having an understanding of the possible long-
term effects of HCV was viewed as important to give GPs an imperative to treat HCV
(Marshall et al., 2019; Richmond & Wallace, 2018). Clinicians’ knowledge about the
effectiveness of DAA, involving uncomplicated oral regimens, with minimal side-effects was
found to be important in their decision to be involved in providing this treatment (Heard et
al., 2019; Marshall et al., 2019; Pourmarzi, Smirnov, Hall, Thompson, et al., 2020). However,
one survey showed that only 51% of participants were aware that the cure rate for DAA was
greater than 90% and that 21% did not know that DAA involved oral regimens (Sud et al.,
2018). The studies reported that there was uncertainty about whether patients would
benefit from treatment (Heard et al., 2019; Sud et al., 2018) and about eligibility for
treatment. In particular, 45% of GPs surveyed, believed IDU would be an exclusion criteria
for treatment (Sud et al., 2018). Participants were unclear about the possible complications
due to patient’s co-morbid conditions (Heard et al., 2019), such as drug-to-drug interactions
(Heard et al., 2019) and general uncertainty regarding the drugs used for DAA (Sud et al.,
2018).

The availability of training to overcome the lack of knowledge was seen as important (Heard
et al., 2019; Richmond & Wallace, 2018) with consideration given to GPs need for “just in
time learning” (Richmond & Wallace, 2018, p 116). These studies did not report on training
individuals had undertaken (if any) regarding HCV, although it was possible that GP
participants with an increased interest in DAA prescribing were over represented in the
studies (Wade et al., 2018). Thus, GPs without a special interest in DAA prescribing, or HCV
in general, were likely to have an even lower level of the knowledge and skills to provide

care for this condition. The use of local champions was suggested as a strategy to increase
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the knowledge and support GPs to prescribe DAA (Heard et al., 2019; Richmond & Wallace,
2018).

For GPs to consider the provision of DAA there was a need to have available appropriate
phlebologist services (Heard et al., 2019; Marshall et al., 2019), access to tools to measure
liver fibrosis (Heard et al., 2019; Marshall et al., 2019), a dispensing pharmacy (Sud et al.,
2018) and clear pathways for the required specialist consultations (Pourmarzi, Smirnov, Hall,
Thompson, et al., 2020; Wade et al., 2018). There has been development of methods that
minimise the need for the taking of blood which may be particularly problematic when
there has been vein damage during IDU (Madden, Hopwood, Neale, & Treloar, 2018).
Similarly, access to tools for determining the level of liver fibrosis were reported as having
improved over time (Strasser, 2017) and alternative methodologies such as transient
elastography have been validated (Doyle et al., 2018; Huang, Adams, Joseph, Bulsara, &
Jeffrey, 2017; Kelly, Riordan, Bopage, Lloyd, & Post, 2018). Programs have been designed to
link tertiary based liver clinics with GPs. These have included outreach by Viral Hepatitis
Nurses (Government of South Australia - SA Health, 2019) and the establishment of
successful remote consultation pathways (Wade et al., 2018). GPs may have uncertainty
regarding the availability of pharmacies that dispense the medication (Sud et al., 2018)

which may be limited, particularly in remote geographical areas (Doyle et al., 2019).

GPs’ recognition of their patients affected by HCV and GPs’ perceptions of PWHCV may have
an important effect on the provision of DAA (Marshall et al., 2019; Pourmarzi, Smirnov, Hall,
Thompson, et al., 2020; Richmond & Wallace, 2018; Sud et al., 2018). GPs may have minimal
awareness of their patients being affected by HCV, which may be due to a lack of diagnosis,
there being no record of the patient’s diagnosis and/or a lack of willingness of patients to
disclose (Richmond & Wallace, 2018). There may be perceptions of patients with IDU as
difficult to manage (Pourmarzi, Smirnov, Hall, Thompson, et al., 2020) and that there would
be difficulties with patients adhering to treatment (Sud et al., 2018). Where GPs had
relationships with patients, and were aware of their HCV diagnosis, it was seen as part of
being a “good doctor” (Marshall et al., 2019, p 3) to provide DAA. Patients who are motivated
to enter treatment may motivate GPs to provide this care (Pourmarzi, Smirnov, Hall,
Thompson, et al., 2020). In turn, providing valuable treatment to patients, facilitated GPs

with a sense of professional fulfilment in GPs (Marshall et al., 2019). The success of
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treatment was enhanced when GPs understood the patients’ situation, including the need
for flexibility and support, and the financial constraints faced by patients (Marshall et al.,
2019). Having practice software setup to provide follow-up reminders regarding DAA was
seen to support GPs to provide this treatment for their patients (Heard et al., 2019). Lack of
practice support and prioritisation of the provision of DAA was seen as a barrier for GPs to
provide this treatment (Marshall et al., 2019; Pourmarzi, Smirnov, Hall, Thompson, et al.,
2020). Despite most patients being able to be treated in general practice by GPs some GPs
may still view provision of DAA as a specialist medical area and would refer patients to

specialists for treatment (Pourmarzi, Smirnov, Hall, Thompson, et al., 2020).

2.5.5 Patients’ perspectives of the provision of care for HCV by GPs.

There have been recent Australian studies that have reported the perspectives of people
with a diagnosis of, or with risk factors for HCV, regarding the provision of HCV care,
including care provided by GPs (Bryant et al., 2019; Heard et al., 2019; Pourmarzi, Smirnov,
Hall, FitzGerald, & Rahman, 2020; Pourmarzi, Smirnov, Hall, Thompson, et al., 2020;
Richmond & Wallace, 2018). These studies have used surveys (Bryant et al., 2019) and/or
interviews, either face-to-face or by telephone, to collect data (Bryant et al., 2019; Heard et
al., 2019; Pourmarzi, Smirnov, Hall, FitzGerald, et al., 2020; Pourmarzi, Smirnov, Hall,
Thompson, et al., 2020; Richmond & Wallace, 2018). The majority of the studies have
participants who report current or past IDU, often classified as PWID. Participants’
experience with engagement for care, including for HCV, occurred in a mixture of settings
that included general practice, drug and alcohol services and hospitals. GPs referred to in
these studies, may have worked in private general practice or other settings, such as a drug
and alcohol service. Other studies conducted prior to the availability of DAA are also
relevant as people’s perspectives may have been formed based on this era and | will include

them when relevant below.

Before PWHCV seek care, they need an awareness that they potentially have HCV or that
the symptoms that they experience are HCV-related. It has been reported that people with
ongoing IDU expect to have contracted HCV (Carruthers & Ryan, 2012). People who engaged
in brief periods of IDU in an earlier period of their life, however, may not suspect that this

was the case (Gifford et al., 2003). As PWHCV can display a range of symptoms and have
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other co-morbidities, it can be difficult for the person and GPs to know what symptoms are
attributable to HCV infection (Denney-Wilson et al., 2010; Dore et al., 2009; Pourmarzi,
Smirnov, Hall, Thompson, et al., 2020). McNally et al. (2006) found that participants
reported their health status as poor or fair (46%) but reported no HCV-related symptoms,
and 18% were unclear as to whether their current symptoms were related to their HCV.
Patients who are asymptomatic may not be convinced that they require treatment
(Pourmarzi, Smirnov, Hall, Thompson, et al., 2020). Patients may lack awareness of a
previous diagnosis of HCV or not have concern about the diagnosis, due to the limited
importance that their GP was perceived to ascribe to the diagnosis (Richmond & Wallace,
2018). While positive about the treatment and indicating that they may at some time enter
treatment (Bryant et al., 2019), PWHCV may not ascribe urgency to entering treatment, for

example delaying treatment until they stopped IDU (Richmond & Wallace, 2018).

Among those engaging with GPs for care, an HCV diagnosis may not be made due to
peoples’ reluctance to disclose their IDU status (past or current) due to the stigma
associated with this practice and past negative experiences with disclosure (Anti-
Discrimination Board of New South Wales, 2001; Day, Jayasuriya, & Stone, 2004; Day, Ross,
& Dolan, 2003; Fry & Bates, 2011; Gifford et al., 2003; Gifford et al., 2005; Hopwood &
Treloar, 2004; Hopwood, Treloar, & Bryant, 2006; Islam et al., 2013; Pourmarzi, Smirnov,
Hall, FitzGerald, et al., 2020; Treloar, Hopwood, & Loveday, 2002). Staff and GPs in private
practice may be perceived as judgmental by patients (Pourmarzi, Smirnov, Hall, Thompson,
et al., 2020). People who previously engaged with healthcare professionals, including in
private general practice, and had negative perceptions of their experience may not engage
with private GPs for future care for their HCV (Brener, Horwitz, von Hippel, Bryant, &
Treloar, 2015; Treloar et al., 2010). Without centralised medical records when engaging with

a GP, patients are able to choose what information they share with them (Nghr et al., 2017).

Patients may have perceptions about seeking care for their HCV based on redundant
information regarding the interferon-based treatment era, for example cure rates, side
effects, regimens, liver biopsy requirements, exclusion criteria etc. (Dore et al., 2009;
Pourmarzi, Smirnov, Hall, Thompson, et al., 2020; Richmond et al., 2018; Treloar et al.,
2010). Lags in patient awareness of treatments were found in the pre-DAA treatment era,

with participants in one study who were diagnosed in the preceding five years being more
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likely to have engaged with care delivered by specialists (69 %), who were the providers of
antiviral treatment at the time, relative to those diagnosed more than five years before the
study (35 %) (McNally et al., 2006). There is a range of views about treatment reported in
the recent literature. PWHCV may be sceptical about the claims of minimal side-effects of
the new treatment (Bryant et al., 2019; Richmond & Wallace, 2018) and concern over
possible side-effects may still deter them from seeking treatment (Bryant et al., 2019).
Positive views of treatment have also been expressed, with contact with peers with positive
experiences of treatment reported to have contributed to this view (Bryant et al., 2019).
There has been advocacy for the use of peer education to promote a positive view of DAA
(Pourmarzi, Smirnov, Hall, FitzGerald, et al., 2020; Richmond & Wallace, 2018). Participants
in one study, were confident in their knowledge regarding HCV treatment and expressed the
view that information was so prevalent that it was difficult to avoid being exposed to
information in this regard (Bryant et al., 2019). Confusion continues to exists for some
people affected by HCV, however, with 25% of survey respondents incorrectly indicating
that their IDU would make them ineligible for treatment (Bryant et al., 2019). People may
also not be aware that treatment was available from GPs (Pourmarzi, Smirnov, Hall,

Thompson, et al., 2020).

There are limited published studies that describe patients’ engagement with GPs for DAA
and this engagement is not the focus of the studies (Pourmarzi, Smirnov, Hall, FitzGerald, et
al., 2020; Richmond et al., 2018). These published studies have reported both positive and
negative experiences. For example, while one patient was willing to enter treatment, the GP
they approached was unwilling to prescribe DAA due to their lack of knowledge (Richmond
et al., 2018). Despite the improvements to treatment, patients encountered the need to
manage interaction with medications, co-morbid conditions and side-effects (Richmond et
al., 2018). Patients did describe feeling supported by GPs, for example responding to and
reassuring a patient when a dose was missed (Richmond et al., 2018), and access to DAA
from their general practice was described by patients as relatively easy compared to a
hospital settings (Pourmarzi, Smirnov, Hall, FitzGerald, et al., 2020). Due to patients being
recruited who had either completed treatment (Richmond et al., 2018) or where treatment

was underway (Pourmarzi, Smirnov, Hall, FitzGerald, et al., 2020) these studies may not
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capture the experiences and perceptions of patients who had started treatment but had

withdrawn for any reason.

When DAA outcomes are reported the number of people with a diagnosis of HCV that were
in the group, ‘intention to enter treatment’ (Haridy et al., 2020) or ‘intention to treat’ (The
Kirby Institute, 2018b) are high. These people represent people who complete the majority
of phases in the cascade of care to receive DAA but have not yet received this treatment.

The patient journey for this group has not specifically been described in the literature.

2.6 Concepts for understanding GPs’ scope of practice

While there was copious literature that investigated how to increase Australian GPs’
involvement in particular areas of work (Gillespie, Mullan, & Harrison, 2019; Gonzalez-Chica
et al., 2019; Harding, Seal, Duncan, & Gilmour, 2019; Rhee et al., 2020), there was sparse
literature identified that examined the process by which GPs determined their overall scope
of practice. Whilst not directly involving GPs’ scope of work, the concepts explored in the
literature of ‘disease prestige’ and ‘sustainment’, did involve examination of the choices GPs
make in regard to their work. Disease prestige is a concept that has been used to examine
how medical practitioners ranked disease. The concept of sustainment was developed to
understand the career choices of GPs. | will discuss these concepts in relation to the

inclusion of provision of care for HCV in GPs’ scope of practice.

2.6.1 Using the concept of ‘Disease prestige’ to examine the provision of care
for HCV by GPs

The concept of disease prestige has been coined to describe the ranking of diseases by
medical practitioners (Album, Johannessen, & Rasmussen, 2017; Album & Westin, 2008),
and authors proposed that this concept of hierarchy affects the provision of care in the
Australian context (Stone, 2015, 2018). The research literature examined in section 2.4,
indicates that HCV is awarded a low disease prestige and that medical practitioners are
reluctant to provide care to PWHCV, which matches the perceptions reported by PWHCV

regarding the care provided to them.

Album et al. (2017; 2008) investigated the concept of disease prestige. They found that

groups of doctors and medical students from Norway could assign a rank to diseases and did
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so in a consistent way between groups and over time. They suggested three sets of prestige
criteria that contributed to the ranking of the diseases with one set related to the disease
and its typical trajectory, another set related to the treatment of the disease, and a third set
related to the typical patient with the disease (Table 6). HCV was not one of the 38 diseases
presented for ranking by participants, but hepatocirrhosis, a possible outcome of HCV, was
assigned in the lowest fourth position in each phase of the study, by each type of
participant. Outlined below are the expanded sets of criteria suggested by Album et al.
(2017; 2008) to which | have added a description of how these may be related to known
perceptions regarding HCV. | have further outlined below some of the aspects of the HCV
disease and its typical trajectory, treatment of HCV and the perception of the typical patient

with HCV that may affect the prestige ranking and therefore the provision of care.
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Table 6: Disease prestige criteria (Album et al., 2017; Album & Westin, 2008) as related to

HCV.

Criteria related to:

Criteria

As related to HCV

The disease and its

typical trajectory

Non-self-inflicted, acute
and lethal diseases with
clear diagnostic signs,
located in the upper part
of the body, preferably
the brain or the heart,
are typically awarded

high prestige.

e May be perceived as self-
inflicted through IDU.

e Prior to the availability of DAA,
98% of people with chronic HCV
would experience this condition
as a long-term condition.

e HCV with has non-specific signs
and symptoms and left
untreated HCV has uncertain
progression.

e Perceived as a disease of the
liver, although has effects

outside of the liver.

The typical treatment

of the disease

Disease categories
associated with active,
risky and high technology
treatment leading to a
speedy and effective
recovery are awarded

high prestige.

e Previous treatment involved
long-term provision of treatment
with low cure rates.

e Treatment not associated with
active, risky or high technology.

e DAA does involve speedy and
effective outcomes.

However, the total cascade of
care for HCV may involve a long
process and may not always lead
to patients receiving DAA and

therefore achieving cure.
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Criteria related to:

Criteria

As related to HCV

The typical patient

with the disease

Disease categories
associated with young
patients, patients who
accept the physician's
understanding of the
disease, and whose
treatment results do not
involve disfigurement,
helplessness or other
heavy burdens, are

awarded high prestige

e The typical patient with HCV is
associated with the stereotype
of PWID.

e Due to the length of time a
patient may have lived with an
HCV diagnosis, the patient may
have an in-depth understanding
of the disease that exceeds the
knowledge of the doctor.

e Doctors who promoted
treatment prior to DAA, where
patients chose not to enter
treatment, doctors may not have
understood or respected the
patient’s choice.

e As HCV has non-specific signs
and symptoms patients and
doctors may attribute these to
HCV differentially.

e Previous treatment could involve
serious negative long-lasting

side-effects e.g., depression.

2.6.1.1 HCV and its typical trajectory

The characteristics of HCV and its trajectory do not align with, and are often diametrically

opposed to, the disease criteria associated with high prestige diseases. Firstly, a large

majority of PWHCV contracted the disease via illicit IDU (Sievert et al., 2011) leading to a

perception that HCV is self-inflicted, whereas diseases considered non-self-inflicted are

awarded high prestige. One study (Richmond et al., 2007) which included GPs in the sample

of health providers, found that compassion towards PWHCV by health providers depended
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on how people contracted the disease, with 95% indicating compassion if HCV was
contracted through blood transfusion (not self-inflicted) and 63% when contracted via IDU
(self-inflicted). Even where HCV was contracted in other ways, there was a perception by
PWHCV that they were presumed to have contracted HCV via drug use (Fry & Bates, 2011).
Stigma associated with perceptions of the typical HCV patient as a drug user will be

discussed in more detail in section 2.6.1.3.

Whilst the characteristics of a disease having ‘clear diagnostic signs’ or potentially ‘lethal’
awarded diseases high prestige, as discussed in section 2.5.1, diagnosis of chronic HCV is not
straightforward (Hepatitis C Virus Infection Consensus Statement Working Group, 2018) and
progression of HCV is highly variable, not inevitable or predictable (Dore et al., 2009).
PWHCV may be asymptomatic or have a range of non-specific symptoms (Draper et al.,
2019). Diagnosis of HCV involves two steps of testing, followed six months later by a
confirmatory test (Hepatitis C Virus Infection Consensus Statement Working Group, 2018).
The use of liver function tests does not give a clear-cut indication of the severity or stage of
disease (Dore et al., 2009). Without treatment, HCV was considered a chronic disease rather

than as an acute disease that would attract high prestige.

Whilst the infectiousness of a disease was not discussed in relation to disease prestige, fear
of contracting HCV from patients was an issue historically expressed by medical
practitioners (Richmond et al., 2007) and this aspect may add to the low prestige of
infectious diseases. Further evidence of this fear was that PWHCV reported being treated
with more caution by GPs in relation to their infectious status (Fry & Bates, 2011). Standard
precautions, with all blood being treated as potentially infectious, have been recommended
to prevent occupational transmission for all patient encounters (Deuffic-Burban,
Delarocque-Astagneau, Abiteboul, Bouvet, & Yazdanpanah, 2011). GPs and other health
care workers have been trained in this approach for over ten years. Standard precautions
should mean that all people are treated as if they had an infectious disease, and therefore

infectiousness should not affect disease prestige.

2.6.1.2 HCV - typical treatment of the disease

DAA has provided speedy and effective recovery (Pawlotsky, 2014), which is associated with

disease treatments with high prestige. However, providing DAA which involves assessment
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and writing of a prescription DAA, is not considered risky, no technology is involved, and the
GP is not providing ‘active treatment’ such as surgery. Treatment available for HCV prior to
the introduction of DAAs was neither speedy nor effective, and involved serious negative
side-effects (Carvalho-Filho & Dalgard, 2010; Feld & Hoofnagle, 2005; Sublette et al., 2015).
If GPs lack knowledge of the new treatment, their perception of the ranking of disease

prestige may be formed based on the characteristics of the former treatment.

When forming their perceptions of the effectiveness of providing HCV treatment, GPs may
consider their involvement in the total cascade of care for HCV rather than just the final DAA
treatment. GPs may perceive that IDU by PWHCV, limits the capacity of PWHCV’s
involvement in the cascade of care necessary to achieve cure with DAA. This may be
justified by the number of patient participants in the literature described as “lost to follow-
up”, for example, Wade et al (2020) reported positive outcomes for PWID treated with DAA
in primary care settings but also reported a high proportion of patients in the study as lost-
to-follow up. Reinfection is an issue of concern raised in regard to provision of DAA
(Cunningham et al., 2020; Hosseini-Hooshyar et al., 2020) and where reinfection occurs GPs
may not perceive that their involvement in the provision of care for HCV was effective.
There have been reports of GPs having a sense of responsibility for maintaining the financial
sustainability of the healthcare system (Manning, 2011; Robertson et al., 2011). The high
cost of DAA has been widely publicised (Brennan, 2016; Ley, 2016; Martinello et al., 2018)
and GPs may consider this cost when evaluating the effectiveness of treatment. The

literature did not report on what contributes to GPs’ perception of the effectiveness of DAA.

2.6.1.3 HCV — Perceptions of the ‘typical’ patient.

A study on GP attitudes demonstrated that some GPs held negative views of PWHCV based
on the association of HCV with IDU (Richmond et al., 2007), thus the ‘typical patient’ with
HCV does not fit with the criteria that would award the disease high prestige. These findings
align with reports from PWHCV of negative experiences when seeking care in health settings
that were perceived to result from stigma related to HCV and its connection with IDU (Anti-
Discrimination Board of New South Wales, 2001; Day et al., 2004; Day et al., 2003; Fry &
Bates, 2011; Gifford et al., 2003; Gifford et al., 2005; Hopwood & Treloar, 2004; Hopwood et

al.; Treloar et al., 2002). Whilst there was substantial literature available on this topic, the
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data were generally not recently collected and there was a gap in recent information on this

topic in Australia.

There have been few studies that examined the way doctors’ attitudes to PWHCV and PWID
translated into the exercising of discretion in the provision of care for PWHCV (Butt, 2008).
The majority of studies relating to HCV-related stigma focused on the impact of stigma on
PWHCV seeking care (Butt, 2008). There was a lack of literature providing an in depth
understanding of the way GPs made decisions in this regard, which could be used to
determine strategies to influence the professional attitudes of GPs around confidence to
treat, legitimacy of responding and personal attitudes around GPs’ sense of social
responsibility (Dharamsi, Ho, Spadafora, & Woollard, 2011; Skinner, Roche, Freeman, &
Mckinnon, 2009).

Richmond (Richmond, 2009) described the ideal provision of GP care for PWHCV,
highlighting the importance of PWHCV being able to access high quality health care without
fear of discrimination or judgemental attitudes. In 2003, Richmond et al. (2007) surveyed
health professionals, including 291 medical practitioners, in the Australian state of Victoria.
The authors found that health professionals’ knowledge about HCV was adequate but that
their attitudes towards PWHCV were, in some cases, intolerant. Much of this intolerance
was based on negative perceptions and attitudes held by medical practitioners towards
people who are PWID, with 13% of the GPs surveyed indicating that they would not treat
PWID if given a choice. A considerable length of time has elapsed has since this study was
conducted in 2003, but the findings have been supported by more recent studies which also
found negative attitudes to the provision of treatment for people with drug abuse issues
(Ahmed. A, Metheson. C, & Bond. C, 2009; Longman, Temple-Smith, Gilchrist, & Lintzeris,
2012). PWHCV reported that they were still identified with the ‘drug user’ stereotype and
treated accordingly, despite their drug use being historical (Fry & Bates, 2011). Whether
medical practitioners were discerning between people with current or past IDU, did not
appear to have been investigated. Such discernment may have been important to the

attitudes of medical practitioners and the services they provide (Butler & Sheridan, 2010).

One criterion for high prestige diseases is that patients accept the doctor’s understanding of
the disease and this may not be the case for patients with HCV. In studies conducted before

DAA, patients reported that their GPs took a purely biomedical approach and they had
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benefited from ‘utilising a range of resources such as self-monitoring, complementary therapies,
research and medical advice.” (Fry & Bates, 2011, p 465). HCV patients may have accumulated
a high-level of knowledge about their condition (Mah et al., 2017), which may not be

recognised or appreciated by the GP (Snow, Humphrey, & Sandall, 2013).

2.6.1.4 Effect of disease prestige and stigma on care provided for HCV

The published research did not investigate how the ranking of a disease affected the
provision of care for specific conditions, however studies focussing on medically
unexplained conditions identified the application of the hierarchy of disease prestige
concept in the Australian setting (Stone, 2015, 2018). The literature described the ranking of
disease prestige over time as consistent (Aloum et al., 2017; Album & Westin, 2008), but
these results may not have included situations where dramatic changes have occurred to
treatment and other management. The perceptions of GPs and PWHCV about the prestige
of the disease would have been formed based on experiences both before and after the
change in HCV treatment options, and awareness of the changes may not have been
pervasive. Therefore, understanding both the current and past context of the provision of
this care is important. The relative importance of each criterion to the overall ranking may
mean that even where dramatic change occurs to one set of criteria, for example improved

treatment, the overall ranking of the condition may not be changed.

GPs’ decisions are made within their general practice setting and these organisations may
influence the decisions of the GPs and the care they provide (Matheson, Porteous, van
Teijlingen, & Bond, 2010) by either ameliorating or supporting the perceptions and practices
of GPs towards PWHCV. Receptionists in private general practices have been found to play a
key part in triaging appointments (Hall, Phillips, Gray, Barnard, & Batt, 2011) and this may
give them discretion in regard to the provision of services. If and how this power is exercised
in respect to PWHCV has not been studied, however understanding the way discrimination
and stigma operated within the organisation of general practice may help in shaping

implementation strategies for the improvement of the provision of care for PWHCV.

2.6.1.5 Effects of HCV disease hierarchy at the health system level

Disease hierarchy has been described at the level of the GP-patient relationship but also can

be seen to operate at the health system level. Here, disease hierarchy affects the politics
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involved with different diseases and the subsequent policy making that can affect the
provision of care. Ballard (Australasian Society for HIV Medicine, 2005) compared and
contrasted the different history of policy making between HIV and HCV in Australia. He
pointed out that, whilst the diseases share some common features, the social meaning of
the two diseases, and the political advocacy of the affected populations, are different and,
these differences affected the policies and outcomes of these policy interventions. Ballard’s
(Australasian Society for HIV Medicine, 2005) analysis of the formation of these policies also
outlined the effect that individual agents involved had on countering the disease hierarchy
and subsequent provision of care. At the time of writing there does not appear to have been
an examination of the federal policies that may have affected the provision of care for HCV

in private general practice.

2.6.2 Use of the concept of ‘sustainment’ to examine the provision of care for
HCV by GPs

The concept of sustainment provides another theoretical framework that may be useful to
understanding the basis on which GPs choose to include the provision of care for HCV in
their scope of work. An examination by Piko (2014) of career choices by GPs led to the

Theory of Optimising Professional Life which included the concept of sustainment.

...the concept of sustainment is offered as an overarching career value for doctors that
encompasses the need for self-care to sustain well-being, staying interested in the work to

sustain work interest and the need for financial reward to sustain lifestyle. (Piko, 2014, p

18, underlining added for emphasis)

In making career choices, individual GPs are aiming to maximise sustainment within a set of
constraints. When GPs are experiencing dissatisfaction with their work or ‘stage of
discomfort’, they will identify potential changes and assess whether these changes will

maximise sustainment.

Solutions are found in four dimensions — treating patients (control over work content and
how the work is done), structuring the work day (administrative structure of the day),
integrating work and personal life (balance between personal and professional life) and
adapting oneself (building resilience and skills, changing perceptions and attitudes) (Piko,

2014). While the theory was developed in relation to career choices, the framework is
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applicable to GPs’ decisions about scope of work and scope of work was a component of
career choice that Piko (2014) investigated. The perceptions and experiences of GPs may
influence how they consider the provision of care for HCV may impact on their financial

reward for the work, self-care, and whether the work would sustain their interest.

2.6.2.1 Provision of care for HCV — financial reward for the work

Private general practices are businesses and individual GPs within these businesses are likely
to be influenced by the financial aspects required of being part of a business (Erny-Albrecht
& Bywood, 2016; Piko, 2014), but there is sparse literature on the effect of these financial
aspects on GPs’ scope of work. The employment relationship that GPs have within their
practice place constraints on their decision making relating to maximising financial reward.
For example, the income for salaried staff may not be directly affected by the type of work
carried out, but these GPs may have limited control over aspects of consult billing, patients
seen or other aspects of their work practice, and may feel pressured to meet benchmarks

for income generation (Erny-Albrecht & Bywood, 2016).

The GPs’ perception of the ‘typical’ patient and work involved with the provision of HCV
care will affect their perception of the financial reward for this work. A GP may avoid this
work if they feel that the typical patient with HCV is unlikely to attend booked
appointments. As no MBS fees are generated for non-attendance, any level of non-
attendance leads to a negative financial impact for GPs (Dantas, Fleck, Oliveira, &
Hamacher, 2018). GPs may avoid work that requires longer consults as these are
remunerated by the MBS at a lower rate per minute than shorter consults (Dow, 2018; Piko,
2014; Pond & Regan, 2019), but further research is needed to test this conjecture. If HCV
patients, or the provision of HCV care, are perceived as complex and requiring long
appointments, GPs may avoid this work to maximise their income. The MBS scheme
provides payments for face-to-face patient care but does provide payments for other
related patient care, for example arranging tests or referrals (Henderson et al., 2016). Again,
if GPs perceive that providing care for HCV involves this type of additional unpaid work then
they may avoid this work for financial reasons. Where charged, gap payments are not
consistently applied by GPs across their patient population; often charged at the discretion

of the GP (De Abreu Lourenco, Kenny, Haas, & Hall, 2015). GPs may discourage or limit the
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number of patients who they feel cannot afford a gap fee. Thus, if typical HCV patients are

perceived to have less capacity to pay gap fees, GPs may avoid providing this care.

Individual GPs and general practices can use different approaches to how they claim MBS
items that may mitigate the effect on financial reward associated with the choice of scope
of work. Published guides outline how to optimise the use of MBS items with particular
issues treated, for example patients with drug and alcohol problems (PHN South Western
Sydney, 2018). Again, how these items affect the scope of practice of GPs has not been
investigated in depth. For example, there are MBS items such as the GP Management Plans
and Team Care Arrangements (Erny-Albrecht & Bywood, 2016) that provide incentives to
GPs to be involved in chronic disease management. There have been reports of over
servicing using these MBS items and the effectiveness of these items in optimising patient

care has been questioned (Dow, 2018; Erny-Albrecht & Bywood, 2016).

2.6.2.2 Provision of care for HCV — impact on self-care aspect

Piko (Piko, 2014) primarily discussed self-care in respect to achieving work life balance, but
the selection of scope of work was also included in relation to choices made to maximise
self-care. For example, one participant “advertises his special interests thereby reducing the
types of conditions he treats” (Piko, 2014, p 102). The perception of impact on self-care
associated with a particular scope of work may also be influenced by the perception of the
typical patient associated with the condition. ‘Doctor shoppers’ (Biernikiewicz, Taieb, &
Toumi, 2019) and violent patients (Raveel & Schoenmakers, 2019) are categories of patients
described that may impact on the self-care aspect of being a GP. These categories of
patients are particularly associated with patients with IDU (Biernikiewicz et al., 2019; Raveel
& Schoenmakers, 2019). If GPs perceive that patients affected by HCV are more likely to fit
within these categories, they may discourage patients with HCV from their practice and

avoid providing care for HCV.

2.6.2.3 Provision of care for HCV — interesting work

Piko (Piko, 2014) found that there was a balance to be sought between work that was
intellectually satisfying in its variety and breadth, but which may be tiring in relation to
retaining the degree of knowledge required. To manage this, GPs may reduce the breadth of

their scope of work and concentrate their education and skill development in a limited
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scope of work (Piko, 2014). The way that GPs choose particular areas of work to focus on,
and what factors facilitate or act as barriers to select the provision of HCV as one of these

areas, has not been investigated in depth.

2.7 The framing of the problem and research questions

The impetus for undertaking this thesis was to understand the gaps in the provision of care
for PWHCV that | became aware of through my paid employment. Through the literature
review process, | confirmed that a gap existed and defined the nature of the gap. This gap
represented a problem to be addressed and | framed this problem as: ‘A substantial
proportion of PWHCV in Australia are not receiving treatment that is likely to cure their
HCV'. The literature review included literature on designing healthcare interventions. | was
particularly influenced by the work of Crabtree et al. (2001), who proposed that it is
necessary to understand the different components that affect the provision of primary
healthcare when designing primary healthcare interventions (outlined in section 2.8). |
aimed when defining my research questions and choosing my research design, to
understand the various components of the Australian primary healthcare system that

formed the context of the provision of HCV care.

As part of the literature review, | sought to understand how the Australian health system
influences care of PWHCV within private general practice. | identified policies current in
2014 that related to private general practice, GPs and HCV. Three Federal Government
policies relevant to these topics were: Building a 21st Century Primary Health Care System
(Australian Government - Department of Health and Ageing, 2010a), National Health
Workforce Innovation and Reform Strategic Framework for Action 2011-2015 (Health
Workforce Australia, 2011) and the Third National Hepatitis C Strategy 2010-2013
(Australian Government - Department of Health and Ageing, 2010b). There were equity
statements contained in these policies, but there appeared to be gaps in the way these
policies addressed provision of care for HCV. The identification of this gap directed the first

research question:
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1. Do Australian healthcare policies address equity in primary healthcare
delivery for the provision of care for HCV by GPs in private general

practice?

Additional suggested solutions aimed at the health system level specifically for HCV, have
involved providing affordable DAA (Ley, 2016; Vitry & Shute, 2018) and authorising the
prescribing of DAA for most patients with HCV by private Australian GPs (Hepatitis C Virus

Infection Consensus Statement Working Group, 2018).

| further examined the literature to establish the existing understanding of how the ‘Patient’
and ‘GP’ component of the primary care system (Crabtree et al., 2001) influences the
provision of care for HCV. | identified that solving the problem would require actions to
overcome barriers to the engagement of PWHCV and/or barriers to engagement in the
provision of HCV care by private GPs. To determine the appropriate actions, there was a
need to reflect on the social and historical context influencing this engagement. The
association of HCV with the stigmatised practice of illicit IDU is potentially an important
social factor to be considered in developing a solution compared to engagement in other
areas of health care. PWHCV and private GPs have had experiences and developed their
perceptions over a period of time, during which treatment options and regulations have
changed. Therefore, to understand the perceptions and experiences of both patients and
GPs, the historic context must be considered. From the literature, it is unclear how PWHCV
or GPs make decisions about engagement in care for HCV in private general practice. The
following two questions were formulated to understand the experiences and perceptions of

people regarding engagement in care for HCV.

2. What are the experiences of people with, or at risk of HCV of

engagement with GPs in private general practice and how does
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this affect their perceptions of the engagement for the provision
of care for HCV?

3. What are the experiences of GPs in private general practice about
the provision of care for people with or at risk of HCV and how

does this affect their perceptions of engagement in this care?

The final research question was formulated to provide suggested recommendations to
maximise the provision of care to PWHCV by GPs working in private practice in South

Australia.

4. What recommendations will enable the provision of best practice

care for PWHCV by GPs in private general practice?

2.8 Chapter Summary
This review examined the literature to gain an understanding of the factors that determined
the care provided to PWHCV by private GPs in South Australia. Further | have summarised

and critiqued this literature to identify gaps in the existing knowledge.

Chronic HCV infection contributes significantly to morbidity, subsequent healthcare costs
and mortality in Australia. For most people affected by HCV, DAA offers a potential cure and
in Australia, for the vast majority of PWHCV, this treatment can be provided by GPs working

in private general practice.

The Australian government has undertaken measures to make DAA widely available for its
citizens. Criteria that limit the eligibility for patients to receive antiviral treatment for HCV,
have been progressively removed. The treatment is included on the Australian PBS and
therefore this medication is available at a subsidised, affordable rate for patients. With the
introduction of DAA in Australia the right to prescribe HCV antiviral medication, was
extended to GPs. In consultation with a specialist, all GPs can prescribe DAA and a process
has been developed for this consultation to occur remotely. With GPs visits subsidised
through MBS rebates; Australian citizens have had what has been described as ‘universal

access’ to GPs.

Over time, GPs have been involved in the provision of treatment for HCV and DAA.

Comparable outcomes have been achieved between DAA delivered by GPs in the private

72



practice setting and treatment delivered in tertiary liver clinics. As part of reaching
elimination targets, the involvement in the identification and treatment of PWHCV by GPs in

private general practice must be increased.

To understand the factors that affect the provision of DAA in this setting, it is necessary to
examine the dynamic, complex and adaptive context in which the GP-patient consultations
occur. An important conclusion from examining the literature, is that a great deal of choice
and flexibility is afforded to GPs working in private practice in Australia. At a healthcare
system level, there is no mechanism or requirement for patients to be registered with a GP
for ‘fee for service’ Medicare rebates to be paid. Within market limitations, patients have
choice about which GP(s) they access, whether to access more than one general practice,
and what issues they seek care for. There is also discretion for patients about what
information they share with any individual GP they engage with. Private general practices
operate as independent businesses and there is no requirement to provide a specific suite
of services, or to provide services to a defined patient population. At an individual level, GPs
have discretion about who they provide services to and have a number of mechanisms
available to influence the patients who access their practice. The scope of work that falls
under the profession of general practitioner is vast and GPs may place limits on their
individual scope of practice. During the GP-patient consultation, a range of both GP and
patient factors will determine what is addressed during the consult, what is addressed
overtime and the quality of the care provided. These factors can influence the identification
of risk factors for HCV and patient engagement throughout the phases of the cascade of

care required for DAA to be delivered.

From the literature, | have identified levels of knowledge, access to training, access to
clinical resources and patient factors that have all been found to affect GPs’ provision of
care for patients with HCV. The patient factors that affected the engagement of people
with, or at risk for, HCV engaging with GPs included the level of awareness of their HCV
diagnosis, effect of stigma on disclosure and understanding of the available treatment

options.

There is limited literature regarding how GPs in Australia make choices about their scope of
practice and, in particular, GPs’ choices regarding involvement in providing the breadth of

care for patients with HCV. | have applied frameworks associated with the concepts of
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‘disease prestige’ and ‘sustainment’ to examine the literature regarding choices of GPs in

this regard.

The problem this thesis aimed to solve was defined as: ‘A substantial proportion of PWHCV
in Australia are not receiving treatment that is likely to cure their HCV'. The research

guestions formed to frame the investigation of this problem were:

1. Do Australian healthcare policies address equity in primary
healthcare delivery for the provision of care for HCV by GPs in
private general practice?

2. What are the experiences of people with or at risk of HCV of
engagement with GPs in private general practice and how does
this affect their perceptions of the engagement for the provision
of care for HCV?

3. What are the experiences of GPs in private general practice about
the provision of care for people with or at risk of HCV and how
does this affect their perceptions of engagement in this care?

4. What recommendations will enable the provision of best practice

care for PWHCV by GPs in private general practice?

When | had defined the problem to be addressed and formed the research questions to
answer this problem, it became apparent that the inquiry that | wished to conduct fitted
with the philosophy of pragmatism. This philosophy is particularly suited to producing
solutions for identified problems. In the next chapter, | will outline the philosophy of
pragmatism used in this thesis and the methods chosen to answer the specific research

questions.
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CHAPTER 3.
METHODOLOGY AND METHODS

3.1 Introduction

In this chapter | will outline the philosophy of pragmatism (Morgan, 2007, 2014) applied
during the inquiry of the thesis. In line with this philosophy, | will discuss the choices made
in undertaking my research. This includes the choice to undertake a document analysis to
answer Research Question 1, and semi-structured interviews to collect qualitative data and
the analysis of this data using thematic analysis (Braun & Clarke, 2008) to answer Research
Questions 2 and 3. A discussion of the ethical issues involved will be provided, as well as a
description of the ethical approval processes undertaken. Detailed descriptions of the

sampling, recruitment, and data collection conducted for the thesis will be provided.

3.2 Philosophy of Pragmatism applied during the thesis inquiry

The philosophy of pragmatism was suited to my research as this approach supports the
production of practical solutions or ‘actions’ for identified problems (Morgan, 2014). This
inquiry draws on pragmatist philosophy as described by Morgan (Morgan, 2007, 2014) and
others (Badley, 2015; Hildreth, 2009). In their description of pragmatism and its application
to social research, these academics focus on the work of John Dewey (Dewey, 1910, 1940,
1941). An illustration of Dewey’s model of inquiry is given below in Figure 3. In response to a
recognised problem, Dewey advocated that people should conduct deliberate, reflexive
inquiry to provide suggested solutions to the problem, in the form of actions to be taken.
This is summed up by Badley (2015) as: “...adopting a pragmatic stance is concerned with seeing
our thinking as producing useful suggestions for action” (Badley, 2015, p 2). The research process
and production of this thesis, is a particular form of inquiry, that aimed to provide solutions
to defined research questions, and meaning was formed through this inquiry process
(Morgan, 2014). Dewey used the term ‘warranted assertion’ (Dewey, 1941) to emphasise
that meaning and proposed solutions, are achieved through the inquiry process, rather than
objective knowledge (Dewey, 1941; Morgan, 2014). To understand the formation of
meaning, requires examination of the inquiry process undertaken, including examining the

choices made by individuals conducting the inquiry (Dewey, 1941; Morgan, 2014).
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Figure 3: Dewey’s Model of Inquiry (Adapted from: Morgan, 2014, p 1047)

(Reproduced with permission from SAGE Publications from: Morgan, D. L. (2014).
Pragmatism as a paradigm for social research. Qualitative Inquiry, 20(8), 1045-1053.

doi:10.1177/1077800413513733)

Dewey emphasised the interpretation individuals derive from their experiences, are
influenced by contextual, social and emotional factors which also need to be considered
when understanding the formation of meaning (Morgan, 2014). Therefore, | will provide
information regarding the historical and social context in which the individual studies took

place in the introduction to chapters four, five and six.

3.3 Centralising the Researcher

As the researcher, | recognise that there were choices involved at different stages of the

inquiry. | adopted reflective practices, to elucidate the basis of choices that | made,

76



including reflecting on my beliefs and values of that influenced these choices (Badley, 2015;
Morgan, 2014). In the philosophy of pragmatism, the researcher is not just viewed as
‘carrying out research’ but, due to the choices they make during research, the researcher is
viewed as central to the process (Morgan, 2014). In sections 3.3.1 to 3.3.4, | will make

explicit these choices and reflect on the basis of the choices made.

3.3.1 Undertaking PhD research

My choice to undertake research as a PhD project shaped the inquiry process as it involves a
formal, regulated approach to inquiry that has developed overtime. | value the supervision,
support, structure and authority associated with conducting research as part of a PhD. |
decided to apply for admission to a PhD on this topic at the University of Adelaide where |
had previously completed a Master of Public Health. An attraction to applying for PhD
candidature at the University of Adelaide was the availability of supervisors who had an

interest in the topic, appropriate research skills, and shared values.

The selection of PhD supervisors is affected by the approach chosen to conduct the research
and has an ongoing effect on the approach taken. The application for admission involved an
initial research proposal, which was formulated with the assistance of Dr Emma Miller who
had a background in HCV research and who became one of my supervisors. Through my
Master of Public Health, | developed skills in conducting semi-structured qualitative
interviews and my initial proposal included the use of qualitative interviews. Dr Jaklin Eliott,
who has expertise in qualitative research and supervised my masters project, supported the
use of qualitative methods and agreed to be my primary supervisor. Once my application
was approved, Dr Paul Aylward joined the supervision team, bringing his qualitative

research experience with healthcare providers and vulnerable groups, including PWID.

The option of ‘PhD by publication’ offered at the university was also attractive to me, as |
felt that this would allow results to reach the intended audience sooner and more
effectively than by traditional thesis submission. This was particularly relevant for me as |
was primarily a part-time student and the publication of my thesis would thus involve a
significant time lag. In September 2017, | decided to move my PhD candidature to Flinders
University to join both Dr Miller (now my primary supervisor) and Dr Aylward who had

moved to Flinders University in 2014. This move required the submission of a traditional
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thesis and therefore removed the emphasis on publication of results in peer review journals.
The advantage of earlier publication under the former option was mitigated however as one
set of results had been published (Scarborough, Miller, Aylward, & Eliott, 2017) and the time
to completion was shortened. As the research questions and methodology were already
well established, transition to Flinders University did not involve any change to these

aspects of the research.

3.3.2 My values and beliefs that influenced the research

The problem | identified, and the research questions | generated, were aimed at examining
and addressing healthcare equity for PWHCV. Equitable access to quality healthcare is an
important social justice issue for me and the pragmatic approach fits well with developing
action to address such issues. Pragmatism has ongoing links with research that has as a
social justice agenda requiring political action with the recognition that there is: ‘a natural fit
between pragmatism and many versions of transformative or emancipatory research through a
shared emphasis on openness, fairness, and freedom from oppression.” (Morgan, 2014, p 1050).
In recent times there has been growing recognition that entrenched power hierarchies exist
within societies, which limit the ability of oppressed individuals and groups to participate in
the inquiry process and take action to achieve social justice aims (Hildreth, 2009; Morgan,
2014). There is a therefore a need to incorporate advocacy into the pragmatic approach to
address such imbalances (Hildreth, 2009; Morgan, 2014). | recognised that | was in the
privileged position of having the capacity to carry out research. | had completed an
undergraduate and master’s degree and had financial freedom and time to dedicate to
research. | have relevant networks, knowledge and skills gained through my work and
previous research experience (Scarborough et al., 2011) to undertake research on this
particular topic. As part of commitment to social justice, | felt that this capacity would be

well served researching this topic.

3.3.3 Reflexivity

| incorporated reflexive practices at all stages of my research throughout fieldwork, analysis
and writing as advocated within the philosophy of pragmatism (Morgan, 2007, 2014) and
reflected in the method of thematic analysis (Braun & Clarke, 2019; Braun et al., 2019). |

reflected on what | as the researcher, brought to the inquiry, and how this influenced how |
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conducted the research. | considered the perceptions formed about me as the
interviewer/researcher by the participants, and the perceptions | had about the various
groups of participants, and how these would influence the inquiry. | will detail my reflective

practice and how this affected the inquiry.

People with a history of IDU or HCV, may interact differently with a researcher based on
their perception or knowledge of the HCV or IDU status of the researcher (Harris, 2009). To
address power imbalances between interviewer and interviewee, it has been posited that it
is important that participants and the researchers are members of the same stigmatised
group, for instance HCV positive or a PWID (Harris, 2009). As |, the interviewer, had no
history of illicit drug use or HCV, | was careful to present as having no such history. Being
honest and upfront about this allowed participants’ decisions to be involved in the research
and share information to be based on informed consent. To reduce any perceived power
imbalances, | emphasised that | regarded participants as experts, with unique knowledge to
share about their perceptions and experiences. In addition, | expressed my sincere gratitude

to all participants for their involvement in the research.

At the initiation of my PhD candidature, my perceptions of people with a history of IDU had
largely been formed through my work, since 2005, at Drug and Alcohol Services South
Australia (DASSA). DASSA is a South Australian Government organisation which provides
clinical services and policy input regarding drug and alcohol issues (Government of South
Australia - SA Health, 2020). My work in a non-clinical, project officer role, supporting GPs
with involvement in prescribing OST. In this role | have ongoing interaction with workers
from Hepatitis SA, which is a non-profit, community-based organisation that provides
information, education and support services to South Australians affected by HCV or
hepatitis B (Hepatitis SA, 2020a). My role brings me into contact with DASSA Community
Participants and Peer Workers at Hepatitis SA, who have lived experience of IDU and/or a
diagnosis of HCV. These people would generally describe themselves as former PWIDs and
their roles involve disclosure of this history. | have been co-located with a DASSA clinical
service and came into casual contact with clients of the service, the majority of whom have
a history of IDU and were receiving OST. These clients represented a segment of the PWID
population who were engaging with a service. Most of the behaviour of patients and clients

reported to me by GPs | support, and colleagues in clinical roles, has been unremarkable,
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but | have had infrequent reports of behaviour that has been aggressive, manipulative and

criminal.

Through this exposure | believed that | had a nuanced view of people with a history of IDU,
counter to many family and friends, who generally associate PWID with ongoing addiction
and use stereotypes to describe PWID. My view included consideration that IDU could
encompass a range of behaviours and an individual’s relationship to IDU could change over
time. | had exposure to people who had once been addicted to drugs, who were no longer
involved with IDU and were leading lives that were not defined by their IDU history. As well,
| interacted with people who were receiving treatment and had not yet reached this point,
and some who may never do so. Therefore, when developing the interview guide at the
initiation of Study 2, | included questions to explore participants individual relationship to
IDU. The input of participants during Study 2, further uncovered and challenged
assumptions and positions that | had about people with or at risk of HCV. Through
interaction with the 12 participants with a history of IDU from Study 2, | was further
exposed to people with such a history and it highlighted to me the heterogeneity that can
occur regarding the significance of drug use to individuals’ lives. Having this understanding
allowed me to envisage the range of ways that IDU may be perceived by individuals affected
by HCV, outside of the previously narrow view of a person with IDU who developed
addiction and sought treatment, represented by DASSA clients. | incorporated this
knowledge into the analysis of data, the development of the interview guide for Study 3,

and the recommendations suggested.

| have ongoing relationships with participants who were involved with OST programs who
were recruited as Key Workers for Study 2 and GPs recruited for Study 3, which could have
affected the interactions with these participants and shaped my interpretation of the
interview data. | perceived that there were shared understandings between participants and
me based on prior interactions regarding patients receiving OST. Coming into the interviews
| was aware that participants working with patients receiving OST, regularly made the
distinction between people who use illicit drugs, people seeking treatment, people at early
stages on the program and people who are stable on the program. These participants had
relayed their experiences of client’/patient’ behaviour ranging from ordinary to problematic

behaviour which could match the stereotypical representation of an injecting drug user. OST
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prescribers often presented patient’s behaviour as not static, with improvements occurring
when patients become stable on opioid substitution and reverting if the patient relapses.
Opioid prescribers have talked about the satisfaction of being involved in the work and the
long-term positive relationships they have formed with some patients on the program.
Another common understanding is that at the health system level, patients on the program
are often stereotyped and unfairly treated due to their association with IDU. In this regard
we have discussed the highly regulated nature of the program (Wood, Opie, Tucci, Franklin,
& Anderson, 2019) and the lack of means testing applied to the cost of prescribing fees for
patients on the program (Shepherd, Perrella, & Hattingh, 2014). During annual education
events and mailouts | was involved in distributing information, resources and promoting
training for DAA. Participants who were OST prescribers or Key Workers from DASSA or
Hepatitis SA, would be aware that this was an area that | was interested in promoting. |
recognised that during interviews, participants may leave unspoken their perceptions and
experiences where my knowledge of these was assumed. When interviewing people who |
had an existing relationship with, | emphasised that the interview transcript was the
exclusive source of data used for analysis. During interviews | monitored for situations
where shared information was being assumed and asked for elaboration, emphasising again

to participants, the importance of having the information included in the transcript.

| recognised that for all participants it may be difficult to separate my role as a DASSA
worker and as a PhD candidate conducting research. | considered how this may have
affected their perception of informed choice to participate, rapport developed with the
participants and the information provided during the interviews (McDermid, Peters,
Jackson, & Daly, 2014). Specific procedures to ensure informed choice are included in the
for Ethical consideration section, 3.7.2. During interviews | attended to responses where
participants appeared reluctant to provide information due to their concern about offending
me in some way, for example, when participants spoke of negative experiences in relation
to DASSA, the OST program, PWID or involvement with providing care to PWHCV. At all
times | emphasised to participants that there were no right or wrong answers, and that |

was interested in their perceptions and experiences, even when these were critical.

The members of my supervision team encouraged and aided my reflexivity and, as they

came from a variety of professional backgrounds, provided an ‘outsider’ view to the
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research. Collective discussions influenced the development of themes during analysis of
the data. During these discussions, the assumptions that underpinned my analyses were
often questioned, leading to additional or alternative ways of viewing the data being
explored. This reflection directed my exploration of emerging themes in subsequent
interviews. Similarly, exposure to questioning occurred in different fora where | presented
my work, which included a PhD student writing group, conference presentations and talks
given to local groups. The audience of these presentations represented a varied range of
expertise in HCV (from specialist, lived experience to no expertise at all) and a large variety
of backgrounds (professional, cultural, educational, etc.). These audiences provided input
that further assisted me in identifying my previous assumptions. Throughout my PhD
candidature, | have continued to review the literature, attend presentations and reflect on
my work in relation to the work of others in the field. | was then able to re-examine the data
and reflect on the validity and effect of these assumptions on my findings and modify them
through this reflexive practice. | have endeavoured to be explicit in this thesis about the
choices | have made in my project, to allow transparency in relation to my underpinning

assumptions and positions.

3.3.4 Ethical considerations of research

The consideration of ethical issues drove choices | made about the nature of the research,
the research process and the publishing of the research. The Australian Code for the
Responsible Conduct of Research (National Health and Medical Research Council, 2018) and
the National Statement on Ethical Conduct in Human Research 2007 (updated 2018) (The
National Health and Medical Research Council - The Australian Research Council and
Universities Australia, 2018) provide a framework for carrying out ethical research. In the
code there are eight principles of responsible research conduct provided: ‘Honesty, Rigour,
Transparency, Fairness, Respect, Recognition, Accountability and Promotion’ (National Health and

Medical Research Council, 2018, p 2).

Throughout the PhD process, | reflected on the ethics of the research and actively sought to
ensure that my approach met the standards of the code of practice. | will discuss the ethical
considerations for each study and provide details of the formal ethic approvals granted in

the sections 3.7.1, 3.7.2, 3.8.1 and 3.8.2 below.
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3.4 Methods

Morgan points out that the adoption of pragmatism does not define the use of any method
or approach, but frees the researcher to select method(s) based on whether they believe
that the inquiry undertaken can contribute to solutions that address the problem
recognised by them (Morgan, 2014). However, ‘freedom to choose methods’ does not
equate to ‘methods not mattering’ (Morgan, 2014). | will therefore justify my selection of

the methods | used and seek to demonstrate that these methods were used appropriately.

3.4.1 Choice of study design

To answer the research questions that | had developed, | chose a study design involving
three separate studies, followed by an examination of the combined study results. Study 1
did not require ethics approval, as it involved document analysis of public policies. This
study was undertaken whilst completing the complex and time-consuming ethics approval
process for Study 2. | decided to conduct separate studies to address research questions two
and three, starting with the investigation of the people at risk or with HCV (Study 2),
followed by the investigation of GP perspectives and experiences (Study 3). The separation
of these studies allowed me to concentrate on maximising the recruitment of participants
for each study (see section 3.7.3 and 3.8.3) and for the findings of Study 2 to be further
explored with GP participants. Study 2 was conducted during my candidature at the
University of Adelaide and Study 3 was conducted after my move to Flinders University. The
fourth research question involved a synthesis of the results from Studies 1, 2 and 3, and
consideration of what implementation strategies could work in the context of the Australian

context at the time of the completion of the thesis.

3.5 Study 1 - An examination of the cohesiveness of strategies relating to the
primary healthcare system, the health workforce and HCV
3.5.1 Document selection

During the initial review of literature in 2014, three Australian strategy documents were
identified for analysis as appropriate documents for Study 1 (Bowen, 2009). These

documents were:
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A. Third National Hepatitis C Strategy 2010—2013 (Australian Government -
Department of Health and Ageing, 2010b), (the HCV Strategy ),

B. Building a 21st Century Primary Health Care System (Australian Government
- Department of Health and Ageing, 2010a), (the Primary Healthcare System
Strategy), and

C. The National Health Workforce Innovation and Reform Strategic Framework
for Action 2011-2015(Health Workforce Australia, 2011), (the Health

Workforce Strategy).

In 2014 these documents represented the most recently published Federal Government of
Australia strategy or policy relating to these topics. The HCV strategy identified the priority
actions to addressing the HCV epidemic in Australia, funded under the National Healthcare
Agreement (Australian Government - Department of Health and Ageing, 2010b). The
Primary Healthcare System Strategy was the first of its kind in Australia and developed from
an extensive consultation process (Australian Government - Department of Health and
Ageing, 2010a; Commonwealth of Australia, 2008). The strategy release was concurrent
with the Federal Government taking full funding and policy responsibility for primary
healthcare. The document was described as ‘...a national road map to guide future primary
health care policy and planning...” (Australian Government - Department of Health and Ageing,
20104, p 3). The Health Workforce Strategy was developed by federally funded, Health
Workforce Australia (HWA) organisation. The document was ...designed to provide an
overarching, national platform that will guide future health workforce policy and planning in
Australia.” (Health Workforce Australia, 2011, p 1). These documents were published and
made publicly available by the Federal Government to present their approach to policy

issues, and therefore analysis of these documents did not require ethics approval.

3.5.2 Document analysis

To analyse the selected policies | adopted the What’s the problem represented to be?
approach of Bacchi (2009, 2016). Rather than accepting that policies are written to solve a
predetermined problem, Bacchi proposes that questioning how problems are represented

in health policies is integral to the analysis of these documents. This approach provides a set
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of questions, described below in Table 7, which form a tool for deconstructing the way the

problem is represented, the associated assumptions and to indicate possible alternatives.

Table 7: Questions posed in the What’s the problem represented to be? approach to policy
analysis. (Adapted from: Bacchi, 2009, p 2)

1. What’s the ‘problem’ (e.g., workforce capacity, health inequality, health
literacy, knowledge translation, inadequate resource etc.) represented to be
in a specific policy?

2. What presuppositions or assumptions underlie this representation for the
‘problem’?

3. How has the representation of the ‘problem’ come about?

4. What is left unproblematic in this problem representation? Where are the
silences? Can the ‘problem’ be thought about differently?

5. What effects are produced by this representation of the ‘problem’?

6. How / where has this representation of the ‘problem’ been produced,
disseminated and defended? How could it be questioned, disrupted and

replaced?

Using Bacchi’s approach (2009, 2016), | analysed the strategies by deconstructing the
framing of this problem, examining the underlying assumptions and questioning the
articulated solutions. The documents were scanned to identify content concerning the
provision of healthcare in private general practice and specifically issues around equity and
access. Investigating the allocation of funding within proposals is one way that assists in
identifying problem representations and how they are prioritised, therefore, the funding
within each strategy was investigated. This was determined by identifying the nominated
‘priority groups’ and process of determining the future need. Further, the linkages between
the documents were analysed, to inform improvements to the cohesiveness of future

strategies.

3.6 Study 2 and Study 3 - Qualitative methods used

For both Study 2 and Study 3, | used semi-structured interviews to collect data, transcribed
these interviews verbatim and analysed this data using thematic analysis. A detailed outline

of the use of these methods is provided below. | will then outline the ethics application
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process, ethical considerations, recruitment, participation and data collection aspects of

both Study 2 and Study 3.

3.6.1 Semi-structured interviews to gather data

| chose face-to-face, audio-recorded, semi-structured interviews as a way of eliciting the
experiences and perceptions of PWHCV, key workers and GPs about engagement in the
provision of care for HCV within private general practice. | was guided throughout the
selection and conduct of the semi- structured interviews by the work of DeJonckheere and
Vaughn (DeJonckheere & Vaughn, 2019) in their discussion about qualitative research in
primary care research. Semi-structured interviews are often used in primary care research
where it is important to understand the experiences, beliefs, attitudes and perceptions of
people on the topic of interest. The topic of HCV and its association with illicit IDU can be
viewed as a sensitive issue, which are particularly suited to being investigated using face-to-
face interview. The ability to maintain confidentiality is also important where sensitive
issues are involved. Participants were offered a level of assurance in this regard as
interviews were audio-recorded (as opposed to video recorded) and informed of other

processes to maintain confidentiality outlined in section 3.7.2.

My overall aims when using semi-structured interviews to gather data, aligned with the
aims of DeJonckheere and Vaughn’s (DeJonckheere & Vaughn, 2019) in their discussion
about qualitative research. When interacting with participants my aim was to make the
participants feel that their contribution was respected and that they felt comfortable to
share their perspectives and experiences, which were potentially of a sensitive nature.
Throughout the recruitment and interview process | paid attention to establishing trust and
rapport with participants to promote frank discussion. At all times, | aimed to be friendly
and non-judgemental. The location and timing of the interviews was chosen to be
convenient for the participant, provide a level of comfort and allow the conversation to be
private and uninterrupted. During the face-to-face interviews, | positioned the participants
as the ‘expert’. | understood that it was important that participants felt listened to,
therefore during the interviews | provided verbal and nonverbal feedback and

demonstrated additional active listening techniques. The rapport established allowed me to
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elicit the experiences and perceptions of the participants, which provided the data for

analysis.

For the semi-structured interviews conducted, | prepared an interview guide that included
open ended questions, specifically formulated to address the research questions. These
research questions were defined by me and were based on previous literature on the topic.
The interview guides were reviewed by my supervisors, who were able to provide suggested
modifications based on their qualitative interview experiences with similar participant
groups. | enlisted family, friends and work colleagues to test each guide and assess whether
the language, phrasing and order of questions elicited discussion and if the questions could
be covered within the allocated interview time. | ordered questions in the interview guide
so that | started with general introductory questions, before asking core questions that were
about more sensitive and specific questions. This ordering of questions helped to put the
participants at ease and to encourage them to talk openly. | prepared follow-up questions
and also allowed time for unplanned follow-up questions to be asked. | reflected on each
interview and modified the articulation of questions or added additional questions where
necessary. In this way, the core questions were retained across the interviews, but there
was flexibility to include additional topics introduced by the participant and to explore

participant’s responses in more depth (Adams, 2015).

The use of semi-structured interviews was my choice of method to enhance the flexibility
and capacity of this approach to elicit in-depth knowledge about experiences and
perceptions to answer my defined set of research questions, and this would not have been
possible using other research methods such as surveys (DelJonckheere & Vaughn, 2019;
DiCicco-Bloom & Crabtree, 2006). Using an interview guide for semi-structured interviews
maximises the ability to collect data when participants are limited to being available on one
occasion, for a limited amount of time (DiCicco-Bloom & Crabtree, 2006). The incorporation
of core questions in the guide, allowed me to make comparisons between interviews, and
for specific details relevant to the research questions to be collected about each participant,
for example, experience with HCV treatment. Whilst participants are asked the same core
guestions, this method allows the flexibility for further exploration of the complexities of

meanings, contexts and experiences each participant brings to the interview.
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3.6.1.1 Interview guide Study 2

The initial interview guides for Study 2 (Appendix 2 and Appendix 3) were developed to
facilitate participants’ discussion on a range of topics about their perceptions and
experiences of peoples’ engagement with private GPs regarding care for HCV. The topics
explored, and subsequent questions developed, were informed by the existing literature
(Evon et al., 2010; Miller et al., 2012; Sublette et al., 2015; Swan et al., 2010; Yap et al.,
2014). The interview questions included questions about perceptions of private GPs (‘What
for you makes a good private general practitioner?), experience of HCV (‘Can you tell me the
effect of HCV on your life?’), HCV knowledge (‘Tell me how you gained your knowledge
about HCV?’), and experience of care provided by GPs (‘Can you describe any situations

where you have received medical care from private GPs that relates to HCV?’).

The interview guide was modified over the course of the interviews for several reasons. The
original wording of the questions was tailored to suit the group that the participant was
drawn from with questions that varied depending on whether the experience was personal
(Group A) or that of a client (Group B). The first participant; recruited as a key worker,
disclosed that they had personal experience with a diagnosis of HCV and therefore the
guestions were adapted to include both personal and client perspectives and experiences.
The semi-structured nature of the interviews allowed flexibility to re-order the questions as
required, and the open-ended nature of the questions often led to participants discussing
topics that made later questions in the interview guide redundant. Interviews were
transcribed as soon as possible after the interview took place and initial aspects of the
interview flow and the data gathered, were reflected upon and the interview guide was

modified where required (DiCicco-Bloom & Crabtree, 2006).

3.6.1.2 Interview guide Study 3

The interview guide for Study 3 (Appendix 4) was developed to facilitate participant
discussion across a range of topics regarding their perceptions and experiences of the
provision of care for HCV in private general practice. The topics explored, and subsequent
guestions developed, were informed by the existing literature (Hopwood & Treloar, 2013;
McNally et al., 2006; Sievert et al., 2014; Wade et al., 2017). The phasing of the research
allowed the findings of the thematic analysis of Study 2 to be incorporated into the semi-

structured interview schedule of Study 3. Perceptions and experiences of people at risk of
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HCV and key workers with this group could therefore be explored and compared with the

experiences of GPs.

The interview questions included questions about the professional background of the
participants (‘What brought you to work in general practice?’), the participants choices
regarding professional development (‘How do you choose the education you are involved
in?’), specifically about HCV education (‘Can you tell me about any HCV education that has
been offered?’, ‘Describe any further education you would like in this area?’), about the
general practice they work in (‘Tell me a bit about your practice’), their patients and HCV
(‘Do you think patients know their HCV status?’), and care provided for HCV (‘Can you tell
me about the care that has been provided here for PWHCV?’) and similarly IDU. Further
points were added to provide further clarification of the question or to suggest subtopics for
discussion. | reviewed the interview guide after each interview and made slight
modifications to the guide. | found that the GP participants needed to be encouraged away
from providing brief factual responses, so | modified the questions to maximise their open-
ended nature, to elicit more in-depth responses regarding their experiences and
perceptions. For example, one question | altered was ‘Tell me about your background’. My
intent of this question was to elicit the GPs’ professional background, but one GP took
offence believing that | meant his cultural background. | subsequently included reference to

‘professional background’ in this question.

3.6.2 Thematic analysis

Thematic analysis, as outlined by Braun et al. (2019), was the method | chose to analyse the
participant interviews. Thematic analysis is “a method for systematically identifying, organizing,
and offering insights into patterns of meaning (themes) across a data set.” (Braun et al., 2019, p
57). Thematic analysis is not tied to one specific qualitative methodology, but it is critical to
be explicit about the choice of methodological approach used (Braun et al., 2019). This
aligns with the philosophy of pragmatism, which also emphasises the need to explicitly state

the choices made in the inquiry process.

| used the steps outlined by Braun and Clarke (Braun & Clarke, 2008) to carry out the
thematic analysis of the data | generated (see Table 8). Rather than strictly moving from one

phase to another in a linear fashion, the process involved going back and forth through the
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different phases. Each phase of the process involves a degree of choice, and therefore
flexibility, and as advocated by Braun and Clarke (2008) | will make explicit the choices that

were made.

Table 8: Phases of thematic analysis (Adapted from: Braun and Clarke 2008, p 87).

Image removed due to copyright restriction. Original can be viewed online at:

http://www.tandfonline.com/doi/abs/10.1191/1478088706qgp0630a

3.6.3 Use of NVivo for Thematic Analysis

| analysed the transcripts with the aid of NVivo computer assisted qualitative data analysis

software (QSR International Pty Ltd., 2019; Welsh, 2002). The advantage of using this
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software was the ability to digitally store the data and record steps of the analysis. | used
NVivo for the thematic analysis phases 2- 6, as outlined in Table 8. After loading the
deidentified transcripts, | worked through each transcript by coding the text with initial
codes. These initial codes tended to be based on topics identified in the literature review, as
was reflected in the interview schedule, and were largely descriptive. As allowed by the
software, where | identified potential themes, | coded for these as well. Rereading the text, |
further named, refined and reviewed the themes to provide more interpretive themes
(Braun & Clarke, 2008) that would be applicable to answering the research questions.
Throughout the process | used the ‘Annotations’ function of the NVivo software to record
notes about my reflections on the text. The details of the coding conducted for each study

will be described in the results section for each study.

3.6.4 Transcription

Appropriate for my analyses, | undertook verbatim transcription of interviews that recorded
all spoken words and only included additional text to explain the context of these words or
body language. Interviews were transcribed and de-identified as soon as practicable after
the interview. The process of transcribing interviews involved repeatedly listening to the
recording and therefore combines the production of text with the first phase of thematic
analysis ‘Familiarizing yourself with your data’ (Braun & Clarke, 2008). For Study 2 |
transcribed each interview (n=22). For Study 3, | transcribed the initial four interviews and
then, due to time limitations, engaged a professional transcription service for the four
remaining interviews. When producing and reviewing the transcripts, | used repeated
listening of the interview and checking of the text and paid attention to the punctuation
used, to ensure that the text captured the spoken word accurately (Poland, 1995). All
transcribing and reviews of interviews occurred shortly after the interviews took place,
which allowed the memory of the interview content to be fresh and for initial analysis and
reflection to take place. This timing also allowed for interview guides to be shaped

iteratively in response to the interviews undertaken (DelJonckheere & Vaughn, 2019).

To protect the confidentiality of participants | have used ‘they’ or ‘them’ rather than using
the gender specific pronouns of ‘she’ and ‘he’ and removed any personal identifiers from

the participant quotes.
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3.6.5 Selection of sample composition and determination of sample size

For my research | used purposive sampling and, specifically, the method of maximum
variation sampling. Purposive sampling is defined as: “...the deliberate choice of a participant
due to the qualities the participant possesses.” (Etikan, Musa, & Alkassim, 2016, p 2). | used this
non-probability sampling technique with the aims of including participants who | believed
would provide data, that | could use to provide answers to my research questions. From the
variety of purposive sampling methods which can be used, | chose maximum variation
sampling, with the aim of including participants with a broad range of characteristics
relevant to my selected topics (Etikan et al., 2016). The characteristics | selected as
important to sample for, were shaped by the literature review and the understanding |
developed from this stage of inquiry (Etikan et al., 2016). | considered that themes identified
from a heterogenous sample were more likely to be generalisable to a broader defined
population targeted for interventions, than findings from a homogenous sample where
findings may only apply to individuals who have the same sampled characteristics
(Robinson, 2014). | will discuss the details of the characteristics chosen for maximum

variation in the recruitment section for Study 2 (section 3.7.3) and Study 3 (section 3.8.3).

Although larger samples are generally considered better for quantitative analyses, Braun
and Clark (2016) point out that for thematic analysis: ‘The bigger the sample, the greater the
risk of failing to do justice to the complexity and nuance contained within the data.” (Braun &
Clarke, 2016, p 742). Therefore, for Study 2 and Study 3, a minimum sample size was not
defined. The most important consideration for me in deciding the sample size, was whether
it was possible to derive themes from the data gathered from the sample, that would be
useful to answering my research questions. This did not equate to the sample size being
determined by setting a specific number of themes being generated from the data as a cut-
off point or on reaching a ‘saturation’ of themes. Braun and Clarke (Braun & Clarke, 2016)
argue that strict formulaic approaches are problematic as they involve counts of
‘discovered’ themes that therefore posit objectivity (Fugard & Potts, 2015). In arguing for
using ‘saturation’ of themes as an endpoint to recruitment of participants (Mason, 2010)

concedes that:

The point of saturation is.... a rather difficult point to identify and of course a rather
elastic notion. New data (especially if theoretically sampled) will always add
something new, but there are diminishing returns, and the cut off between adding

92



to emerging findings and not adding, might be considered inevitably arbitrary.
(Mason, 2010, p 16)

The final sample size for Study 2 (N=22) and Study 3 (N=9), was determined in conjunction
with decisions about the recruitment process, and initial analysis of data gathered in these
studies. | determined from an initial analysis of interview data from the Study 2, that the
data would provide information useful to answers to the associated research question. The
possibility of gaining additional data by recruiting and interviewing additional participants
was balanced by the desire to do justice to the data already collected. More detail of the
recruitment process that provided the sample size N= 22 participants, is described in section
(section 3.7.3). The initial analysis of data from the sample recruited for Study 3 (N=9), also
indicated that the data collected would be useful to answer the associated research
guestion. For this study, the recruitment process was proving difficult and time consuming
and there was no guarantee that further resources would guarantee additional participants.
Further detail of the recruitment process for Study 3 that provided the sample of nine

participants, is available in section (section 3.8.3).

3.7 Study 2 — Engagement of people with or at risk of HCV with care for HCV in
private general practice.
3.7.1 Ethics approval process

Ethics approval for Study 2 was obtained from the:

e South Australian Health Human Research Ethics Committee (Reference No.:
HREC/13/SAH/38),
e Aboriginal Health Research Ethics Committee (a sub-committee of the

Aboriginal Health Council of South Australia Inc.) (Reference No: 04-13-514),
and notification of this approval was provided to:

e Human Research Ethics Committee of the University of Adelaide (Notification

ID.: 000016938).

Recruitment at South Australian government health sites required ethics approval from the
South Australian Health Human Research Ethics Committee. This approval was accepted by
the Human Research Ethics Committee of the University of Adelaide to meet the ethics

approval requirement for research involving humans conducted by researchers at the
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University of Adelaide. As an overrepresentation of people at the DASSA and Clean Needle
recruitment sites who identified as Aboriginal or Torres Strait Islander was subsequently
identified, ethics approval for Study 2 was also required from the Aboriginal Health Research
Ethics Committee. The proportion of clients of who identified as Aboriginal and/or Torres
Strait Islander peoples in 2011 was estimated to be 15.5% (personal communication from
DASSA) and the Australian Bureau of Statistics estimating that in 2011, 1.9% of the total
population of South Australia was Indigenous (Australian Bureau of Statistics, 2012).
Overrepresentation of Indigenous people was also likely at the clean needle sites with the
Australian Needle and Syringe Program Survey in 2010 (lversen & Maher, 2013), in which it
was reported that 14% of their South Australian sample identified as Indigenous. Ethics

approval documentation is provided in Appendix 5.

3.7.2 Ethical considerations

Various ethical considerations are associated with recruitment and participation of
members from the groups targeted for recruitment. These groups included people with a
history of IDU, PWHCV and/or key workers from organisations that provide services to these
people. Additional complexity occurred due to overlap between groups. Participation in the
research may expose participants to the harm of stigma and discrimination that is
frequently associated with IDU and HCV. The risk of harm and the burden of participation
must be balanced with the benefits of involvement by participants. The potential benefits
for participants in my research was their opportunity to share their experiences and
contribute to potential improvements in the provision of care for PWHCV in private general
practice. During semi-structured interviews, the aim is to position the participant as the
expert, privileging their knowledge about their experiences and perceptions by taking this
respectful stance (DeJonckheere & Vaughn, 2019). For participants in my project, the
reduction of potential harms was achieved through ensuring the participants’ informed
consent and strictly adhering to confidentiality around their involvement and the

information they provided.

Informed consent of participants relies on the ability of the participant to understand what
participation involves and any associated risks, for which the level of capacity was screened

in a variety of ways. To respond to the recruitment advertisement and make interview
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arrangements, the potential participants required a level of intellectual ability and stability
of any mental health issues. The potential participants were asked prior to the interview if
they were able to be interviewed in English and if they were 18 years of age or older. The
participants were only included where they could participate in the interviews in English and

when their level of English gave them the capacity to provide informed consent.

| felt that | had an ethical responsibility to ensure that all people had the opportunity to
make informed choices about participation in the research, including Indigenous people
who were overrepresented at recruitment sites. The burden of participation and risks of
harm needs to be balanced with the benefits to any minority involvement in research
(Braunack-Mayer & Gibson, 2017; Sherwood, 2010). As a non-Indigenous woman, with no
strong networks within the Indigenous community, | understood that my capacity to attract
Aboriginal and Torres Strait Islander peoples as participants was limited. In developing my
ethics application to the Aboriginal Health Research Ethics Committee, the committee’s,
then Senior Research and Ethics Officer, Dr Rosie King, was consulted. In response to Dr
King’s advice, | modified recruitment documents and the importance of face-to-face

recruitment strategy was reinforced to give Indigenous people the choice to participate.

Information about what the research involved and who to contact if their participation
raised any negative issues was provided in the Participant Information Sheet. This
information was reviewed prior to the interview, and participants were given the
opportunity to ask questions and have information clarified. Participants indicated their

informed consent by signing a Consent Form prior to the interview taking place.

There are additional ethical issues raised when the researcher has an existing working
relationship with participants, in relation to informed consent and conflict of interest
(McDermid et al., 2014). In my non-clinical role at DASSA, | interacted with key workers from
both DASSA and Hepatitis SA. To avoid any potential ambiguity, | explained my role as a
researcher and how this was separate to my role at DASSA, and emphasised the processes
used to protect confidentiality. Participant responses indicated that they understood choice
regarding participation and that participation would not affect their ongoing relationships
with me or DASSA. Where participants were recruited through my workplace, there was the
potential for participants to confuse my roles as researcher and DASSA staff member. In the

participant information sheet, during the introduction to the interview and during the
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interview, the participants were informed that my role was as a researcher and that | was
unable to act on their individual behalf. Included in the Participant Information Sheet was

information about the services that were available to them.

There were measures put in place to maximise the confidentiality of participants’
involvement and information provided in the research process. The recruitment materials
and processes were designed to avoid participants being identified as being from the
targeted populations or as participants in the study. All participant contact details were
stored securely and erased at the completion of the data collection phase of Study 2. The
interviews were conducted at sites where the interview could not be overheard or
observed, for example in the participant’s home, participant’s private office, in a private
space within a library. After interviews took place the audio-recording devices used were
kept secure and shortly afterwards the interviews were transcribed and deidentified. The
original audio-recordings were then erased. The de-identified transcripts were stored as
password protected computer files and only viewed by myself and my supervisors. During
publication of this research, care was taken to not include any participant information,
including quotes which may allow the identity of the participant to be revealed. All
documents pertaining to consent and other ethical requirements are provided in Appendix

6.

3.7.3 Recruitment

There were three groups recruited based on their ability to provide insights useful to

answering the research question:

A. People self-reporting a diagnosis of HCV or at risk of HCV.
B. Key workers providing care to clients with HCV.
C. Key workers who also reported a personal experience of a diagnosis of HCV

and illicit drug use history.

The initial strategy aimed to recruit Groups A and B, but it was found that these two groups

were not discrete, with key workers sometimes self-reporting a diagnosis of HCV.

Group A included people either at risk for, or self-reporting a diagnosis of HCV. Participants

who did not report a diagnosis of HCV, were at risk of having been infected with HCV due to
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their self-reported history of illicit IDU. These individuals may not have had a current HCV
infection, or may have been amongst the 20% of Australians with chronic infection who
remained undiagnosed (Hajarizadeh et al., 2017). People affected by HCV in this way were
included to provide insights into their perspectives and direct experiences about the
provision of care by private GPs. A purposive sampling strategy was chosen to gain a range
of perspectives and experiences of individuals with or at risk of HCV in engagement of
healthcare related to HCV by GPs in private general practice. Some of the purposively
sampled characteristics of participants were drug use status, awareness of HCV, duration of

infection, and treatment status.

Key workers who were involved with providing care to clients affected by HCV, including
clinicians and peer workers, were targeted for recruitment as these individuals were able to
provide valuable insights about care sought and provided, based on their long engagement
with, and advocacy for, clients affected by HCV. The key workers who reported personal
experience of a diagnosis of HCV and history of IDU were able to give perspectives based

upon their own, and their client’s experiences.

Recruitment occurred primarily through two organisations, Hepatitis SA and DASSA.
Hepatitis SA is a community organisation that provides information and advocacy services,
including peer education, for people affected by viral hepatitis. DASSA is an agency of the
South Australian Health Department with clinics offering a variety of services including clean
needle provision, opioid substitution therapy (OST) and drug counselling. In the first phase
of recruitment, key workers were recruited from DASSA and Hepatitis SA through targeted
emails, as well as attendance at staff meetings. The key workers targeted for recruitment
included medical practitioners, nurses, social workers, psychologists, and peer educators. To
recruit people affected by HCV, an advertisement was placed in the quarterly Hepatitis SA
newsletter, distributed throughout South Australia in both digital form and hardcopy.
Recruitment targeting people who had a history of IDU occurred through DASSA clinics, via
the placement of posters and information packs and subsequent personal approaches at the
clinics. At the initiation of Study 1, | was employed at DASSA and this facilitated access to
recruitment sites and potential participants who could provide the perspectives and

experiences of people at risk of HCV. My presence at recruitment sites allowed some
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familiarity between myself and potential participants, which | felt would also improve

recruitment rates.

Recruitment continued while interviews were conducted, and decisions about further
recruitment were made based the initial analysis of the data. The first interviews | coded
and initially analysed, were the key worker interviews. | found that during the coding
process for the interviews from Group B, key workers with no personal experience of HCV,
that a low number of new codes was generated for each interview and | was generally using
the same codes for each interview. This contrasted with the coding of the Group C, key
workers with personal experience of HCV, where | was generating several new codes for
each interview, with these codes mainly relating to their personal experiences of HCV. The
Key Workers (n=12) recruited during the initial round of invites, represented a range of
professions, gender (49, 8 @), and other demographic characteristics. | decided to
concentrate on the recruitment of people with or at risk of HCV. | felt that further purposive
sampling of Key Workers would not necessarily generate more themes useful to answering
my research questions that would not be generated from people recruited with or at risk of

HCV.

Interviews (n=10) were then conducted with participants from Group A, people with or at
risk of HCV, recruited through the Hepatitis SA newsletter, through advertising at DASSA and
Clean Needle sites, and through face-to-face recruitment at DASSA clinical sites. The
demographics of these participants were diverse, as were some of the experiences and
perceptions that they reported. Participants of both genders were recruited (69, 4 &). | was
still generating some new codes for each additional interview analysed, but | felt at this time
that | should prioritise analysing the data that | had collected. From further analysis | felt
that that | could identify themes across the total set of twenty-two interviews, that could be
useful to answering my research questions. In consultation with my supervisors, | made the

decision to end recruitment for Study 1 at this stage.

3.7.4 Participants

All potential participants were included as they were 18 years of age or older, they could
participate in the interviews in English and their level of English was determined to have

given them the capacity to provide informed consent (see also section 3.7.2).
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There were 22 participants recruited to Study 1. The sample consisted of ten people
affected by HCV (69, 4 &), six people who had clients affected by HCV (29, 4 &), and six
people who were both affected by HCV and had clients affected by HCV (29, 4 &) (see
Figure 4.).

Figure 4: Final Sample Study 1. (Adapted from,Scarborough et al., 2017, p 2)

People who
have clients

People affected
by hepatitis C

(contracted affected by
or at risk) hepatitis C
(A) (CA)

n=10 n=6

Participants were asked to indicate that they met the inclusion criteria of being over 18
years of age. Additional demographic details were not formally collected, however the
demographic information described below was provided during the interviews. Most
participants resided in the metropolitan suburbs of Adelaide, the capital city of South
Australia (SA), with one participant from the affected group previously residing in a regional
area and only one participant residing in a regional area who was from the key worker
group. Participants with clients affected by HCV provided services to HCV-affected clients
across SA. The age range of participants was from early 20s to over 60. One participant
reported they were from a non-English speaking, first-generation migrant background. No

participants indicated during the interviews that they identified as Indigenous Australian.

Except for one participant who reported that transmission was via non-sterile tattooing, all
participants reporting a diagnosis of HCV also reported a history of illicit IDU and assumed
that HCV transmission occurred via this practice. The pattern of self-reported illicit drug use
across participants varied in severity (chronic and relapsing, to occasional and controlled)
and currency (from recent to historical). At the time of the interview, some participants
reported being highly engaged with private GPs. All participants indicated that they had the
choice to access private GPs. Participants self-reported a range of HCV diagnosis including
previous HCV infection (naturally cleared), cured of chronic HCV infection, current chronic

HCV infection, and intention to be tested (see Table 9). Participants from the groups
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affected by HCV also self-reported a range of involvement in HCV treatment: had decided
against interferon-based treatment available at the time of the study, successful and
unsuccessful completion of treatment, current involvement in treatment and seeking

treatment (see Table 10).

Table 9: Self-reported HCV status of all participants affected by HCV (n=16).

Unknown but intention to be tested as part of initiation into OST treatment (n=1)

Contracted HCV recently and waiting for confirmation that had naturally cleared the

virus (n=1)

HCV cleared naturally (n=1)

HCV cured (n=1)

Diagnosis of chronic HCV (n=12) - ranging from recent diagnosis to late 1980s

Table 10: Self-reported HCV treatment status of all participants affected by HCV (n=16).

HCV Treatment Status

Seeking antiviral treatment for chronic HCV (n=3)

Undergoing treatment (n=1)

Successful clearance of the virus with treatment (n=1)

Unsuccessfully treated (n=1)

Chronically infected with HCV but at the time of the study not intending to undertake

Interferon-based treatment (n=10)

3.7.5 Data collection

Interviews commenced in November 2013, and the last of the twenty-two interviews was
conducted in August 2014. DAAs for HCV were being clinically trialled in Australia at this
time but had not been approved for broader use or included on the PBS. The location of
interviews was guided by the participants and conducted in a range of settings, including in

the home of a participant, DASSA sites and public libraries.
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The median length of interviews was 58 minutes, ranging in duration from 19 minutes to 87
minutes. The interview outline was covered during all interviews, although one participant
requested that the interview be kept brief. A $20 supermarket gift voucher was provided to

participants as compensation for their time.

3.8 Study 3 —GPs engagement in the provision of care for HCV in private
general practice.

3.8.1 Ethics approval process

Ethics approval was granted by the Flinders University Social and Behavioural Research

Ethics Committee (Project number: 7823) (Appendix 7).

3.8.2 Ethical considerations

| considered that GPs and practice staff had the capacity to give informed consent once
provided with information about what participation involved and the associated risks. The
benefit to participants was the ability to reflect on their practice and contribute to the
improvement of care for HCV for patients in general practice. It was identified that there
were minimal risks associated with participation and that the main burden for participants
was the time involved. The Participant Information Sheet provided participants with
information about what the research involved and contact information if their participation
raised any negative issues. | perceived that there was the potential for coercion of the
nurses by the GP to take part in the group interview, as the GP was the employer of the
nurses. During contact with the nurses prior to the interviews, they demonstrated keenness
to be involved in the interview, and that their preference was for a group interview.
Participants indicated their informed consent by signing a Consent Form prior to the

interview taking place.

As discussed in section 3.7.2, there are additional ethical issues raised when conducting
research where the researcher has an existing working relationships with participants in
particular conflict of interest (McDermid et al., 2014). In my work role at DASSA | am
involved in recruiting GPs to do training to provide opioid substitution treatment with
methadone and buprenorphine, and then providing ongoing resources and support to these

GPs. | felt that GPs may be more willing to be involved with someone that they have had
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previous positive contact with, but felt that as time poor professionals, GPs would be
experienced in declining invitations and feel free to decline my approach. Information that
clarified that | was conducting the research as part of a PhD and that the research was in no
way related to my work role, was included in the Participation Information Sheet and in the
introduction to the interview. Further, participants were informed their decisions regarding
participation would not be shared or affect their interaction with DASSA, participation was
entirely voluntary, they were free to withdraw from the interviews and were free to not
provide answers to any questions. In response to the initial ethics application the committee
required the further measure of my supervisor making the initial approach to potential
participants in the form of a Letter of introduction, that provided information about me and
my project. All documents pertaining to consent and other ethical requirements are

provided in Appendix 8.

3.8.3 Recruitment

A purposive sampling strategy was chosen to gain a range of perspectives and experiences
of individual GPs and practice staff regarding the provision of care for HCV in private general
practice. Some of the purposively sampled GP practice characteristics included whether the

practice catchment was identified as:

¢ having a high / medium / low socio-economic status, and

e rural / metropolitan.
| aimed to purposively sample GPs for the following characteristics:

e have / have not prescribed DAA,

e have / have not attended education for prescribing of DAA,

e are/are not prescribers of OST,

¢ have recently qualified / have practiced for a considerable time,
e are a graduate from an Australian Medicine School / IMG, and

e are male /female gender.

| considered that it would be ideal if | could sample for this variety but was aware that this
would be difficult due to potential limits to the willingness of GPs to be involved in research.

Therefore, while | used a purposive sampling strategy, there were no inclusion or exclusion
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criteria and if any South Australian GP wished to be involved in the study they would have

been included.

GPs are often targeted for primary healthcare research participation in a range of activities
including surveys, interviews, and for access to patients or patient’ information (Jones,
Dixon, & Dixon, 2012). This research demand has been associated with difficulties in
recruitment in GP populations (Jones et al., 2012; McKenzie, Larkins, & Spillman, 2015;
Parkinson et al., 2015; Sahin, Yaffe, Sussman, & McCusker, 2014). Reasons for reluctance to
participate in research involving interviews include perceived lack of time, lack of interest in
research and specific research topics, disruption to clinical care, competing research
recruitment, and lack of confidence in the benefit of research to practice (Sahin et al., 2014).
By conducting Study 2, prior to conducting this study, | felt that if | could then demonstrate
prior involvement in HCV research, my authority to carry out this research would be

enhanced and therefore recruitment rates could be maximised.

Recruitment occurred in several ways. Study recruitment flyers were added in the
newsletter of the DASSA GP Program, which is sent to GPs in the community who have been
involved in the Medication Assisted Treatment programs in South Australia (approximately
360 GPs). This included accredited prescribers and non-accredited prescribers, as well as
some GPs who have not prescribed opioid substitution therapy but have indicated an
interest in receiving the newsletter. Hepatitis SA maintain a mailing list that includes South
Australian GPs with a range of involvement in providing care for HCV. This includes GPs who
have prescribed DAA for their HCV patients, but may involve GPs who had contact with
Hepatitis SA at some time but subsequently have had minimal involvement in the provision
of care for patients with HCV. To maintain confidentiality of the mailing list, Hepatitis SA
mailed a recruitment package containing an introduction letter, flyer, participant
information sheet and consent form (see Appendix 8) to the GPs on their list on my behalf
(approximately 330 GPs). After these two strategies were underway, | developed a database
to be used for further recruitment from publicly available information, of general practices
(N=242) in South Australia and GPs within these practices. This recruitment targeted
individual general practices (N=10) and/or individual GPs within them (N=40). The GPs
targeted for recruitment by this direct method were chosen based on their individual

characteristics and those of their practice as part of the maximum variation sampling
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strategy (see section: 3.6.5), and were sent recruitment information via mail and facsimile
(see Appendix 8) in batches of ten. As GPs and practices may have received recruitment
material from more than one source, and recruitment text encouraged recipients to “pass on
this information to others in your practice who may be interested” (see Appendix 8) the specific
path of recruitment of participants was not able to be identified. Recruitment continued

during throughout the interview period.

After each participant was recruited and interviewed, their characteristics were compared
to the set of characteristics | had selected as important for sampling, to determine if the
sought-after variety was achieved. With the exception of recruiting an international medical
graduate, after the seventh interview the sample | recruited included all of the
characteristics for which | had purposively sampled. Interviews were transcribed, and
analysis started as soon as practicable after the interviews took place. One of the features
that | noted from the initial analysis of the interviews was that GPs reported many
characteristics that affected the scope of practice of individual GPs, that | had not included
in my original list. For example, the business model of the general practices and GPs
involvement in procedural work. Ideally, | would have recruited additional participants to
include variety in relation to these characteristics. At this time direct recruitment to
targeted GPs and general practices, was the strategy being used and this strategy was not
attracting additional participants. It may have been possible to modify the strategies,
gaining additional ethics approval and continue further recruitment, however it was not
clear that this would result in increased recruitment or increase the usefulness of findings in
regard to my research questions. In consultation with my supervisors, | decided to cease
recruitment and concentrate on the analysis and publication of the results based on the

interview data collected.

3.8.4 Participants

There was a total of nine participants comprising three female medical practitioners, four
male medical practitioners and two female nurses. The general practices were in a variety of
locations including rural, semi-rural, metropolitan and city locations. These general practices
were in locations that generally served low socio-economic areas to high socio-economic

areas. Demographic details were not formally collected; however, the following
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demographic information was provided during the interviews. Participants’ age ranged from
early 30s to over 60 years. All medical practitioners held fellowship with an Australian
college of general practitioners. All medical practitioner participants were graduates from
South Australian universities. One GP entered undergraduate medicine as a mature age
student. The year of graduation varied from the early 1970s until the early 2010s. One GP
worked part-time, with the remainder of participants working full-time. Of the GP
participants, three were current, active, accredited prescribers of OST, one had formerly

been an accredited prescriber of OST and three had not been involved in OST prescribing.

3.8.5 Data collection

Interviews commenced in May 2018 and the last of the seven interviews was conducted in
November 2018. Six of the interviews were with individual GPs. The remaining participants
were from the same practice and requested a group interview, involving a GP and two
practice nurses. The location of interviews was guided by the participants, with five
interviews conducted in the GP participants’ offices at their general practices, one interview
in a private meeting room of a library and one at a café. Interviews varied in length from 48
minutes to 79 minutes, with most interviews being conducted in just under one hour.

Participants were not offered recompense for their involvement in the study.

3.9 Chapter summary

| have outlined the philosophy of pragmatism applied during this thesis inquiry. In line with
this philosophy, | have made explicit the choices made by me throughout my PhD research. |
have provided an explanation of the reflective practices | undertook, including the values

and beliefs that | brought to the study.

The research design adopted to answer these questions involved three studies. In
recognition that the consultations between GPs and patients occurred in a dynamic complex
adaptive system of private general practice in Australia, each study concentrated on an
individual component of this system. Study 1 was concentrated on the healthcare system
level component, while Study 2 investigated the patient component and Study 3 the GP

component.
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The method chosen for Study 1 was document analysis. Of the three documents chosen,
two were broad policies relating to the primary healthcare system and the health workforce
and one was the HCV strategy: a disease specific policy. To analyse the selected policies, |

adopted the What’s the problem represented to be? approach of Bacchi.

For Study 2 and Study 3 | conducted a series of semi-structured interviews. The transcripts
produced in these studies formed the data that were then thematically analysed as
described by Braun and Clarke. Participants recruited for Study 2 were people with, or at risk
for, HCV and/or people with clients with, or at risk for, HCV. This study sought to understand
the experiences and perspectives of people affected by HCV in regard to engagement with
GPs for HCV care. Study 2 was completed before Study 3 commenced and the results
informed the conduct of Study 3. GPs in private general practice and their staff, were
recruited as participants for Study 3. The study was aimed at forming an understanding of
the experiences and perspectives of the provision of care for HCV, and the provision of DAA

in particular.

In the following three chapters | present the results and discussion regarding these studies
with Chapter 4 relating to Study 1, Chapter 5 relating to Study 2 and Chapter 6 relating to
Study 3. In the final chapter | will reflect on the overall findings and provide my suggested

recommendations to answer the identified problem.
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CHAPTER 4.
STUDY 1 - DOCUMENT ANALYSIS

4.1 Introduction

In this chapter | will provide the results from a key document content analysis conducted in
2014. | analysed three Australian Federal Government strategy documents, relating to the
‘health system’ level of the model of primary care, as described by Crabtree et al. (2001). |
was interested in content within each of these policies, as well as the coherence between
the documents. | concentrated on content that related to the achievement of equity of
access to primary healthcare and equity of this access for PWHCV. The analysis of the
strategies involved deconstruction of the how the problem of equity was framed, examining
the underlying assumptions and questioning the articulated solutions (Bacchi, 2009, 2016).
This analysis formed the basis of my understanding of the health system context in which
the experiences and perspectives of PWHCV and GPs were formed, which were examined in
Study 2 and Study 3, respectively. Drawing on my analysis, | developed recommendations to
enhance coherence when preparing subsequent documents to increase equity of access for

PWHCV, which will be provided in the Chapter 7.

4.2 Research question

Study 1 was conducted to answer the following research question:

1. Do Australian healthcare policies address equity in primary healthcare
delivery for the provision of care for HCV by GPs in private general

practice?

4.3 Publication history

A summary of this document analysis was published in 2015 as:

Scarborough, J., Eliott, J., Miller, E. R., & Aylward, P. (2015). Equity in primary health
care delivery: an examination of the cohesiveness of strategies relating to the
primary healthcare system, the health workforce and hepatitis C. Australian Health

Review, 39(2), 175-182. d0i:10.1071/ah14073
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As the first author | conceived the idea to undertake the document analysis. With guidance
from my supervisors, who were co-authors, | analysed the documents and prepared the
submitted manuscript. The results section of this thesis chapter largely replicates the results
section of the published article. The discussion section in this chapter has been refined to

include contemporary literature and to reflect on the contemporary context.

4.4 Background

The philosophical stance of pragmatism requires consideration of the specific historical and
social context of the formation of understanding (Morgan, 2014). Below | outline the
context in which this study took place and | provide reflection on what |, as the researcher,

have brought to the interpretation of the data.

4.4.1 Political context of the document formation

Prior to 2014, successive Australian Federal Governments from both major parties
emphasised that they were committed to the provision of universal access to private
general practice (Abbott & Liberal Party of Australia, 2010; Rudd, 2013), with this topic
remaining at the forefront of political campaigning in subsequent elections (Gillespie, 2016).
The direct federal spending on healthcare through the MBS and the PBS in 2013-2014 was
over $37.7 billion dollars, representing a ratio of health expenditure to taxation revenue of
24.7% (Australian Institute of Health and Welfare, 2015). The rationale for reforms was
framed as being required to achieve financial sustainability to the Australian healthcare
system, in the face of an ageing Australian population and increased prevalence of chronic

disease in the population (Liberal Party of Australia, 2013; Rudd et al., 2010).

4.4.2 Context of provision of care for HCV by private GPs during the document
formation

Before the publication of the documents in 2010-2011, the main role for private GPs in
relation to HCV was diagnosis, monitoring of chronic HCV and/or referral to specialists for
HCV treatment (Dore et al., 2009). As it had only been since 1989 that HCV RNA was first
isolated and a specific assay for HCV antibodies developed (Choo et al., 1989; Kuo et al.,
1989), any involvement for GPs in providing care for HCV was relatively recent. As previously

discussed, available HCV treatment in 2010 involved serious side-effects, lengthy and
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complicated treatment regimens, and treatment success that varied widely dependent on
genotype and other factors (Manos, Ho, Murphy, & Shvachko, 2013). The right to prescribe
these treatments was not generally available to GPs (Lambert et al., 2011). At that time,
DAA was being clinically trialled and showed promise in improving cure rates, shorter and
simpler treatment regimens, and less severe side-effects (Dore & Feld, 2015). The variable
progression of HCV, combined with the possibility of improved treatment becoming
available in the future, complicated decisions regarding undergoing available treatment
(McNally et al., 2006). Until the trials of DAA were completed, approved and became widely
available, treatment was delayed for a large group of patients who were essentially

“warehoused” (Aronsohn & Jensen, 2012, p 1591).

As outlined in Chapter 2.7, while GPs were involved in providing a range of care for HCV
(Gifford et al., 2003; Gifford et al., 2005), reports regarding the quality of care were varied
(Butler et al., 2017; Carruthers & Ryan, 2012; Gupta et al., 2006; Richmond et al., 2007) and
discrimination was reported by patients in healthcare settings due to the connection of HCV
with IDU (Australasian Society for HIV Medicine, 2005). The estimated prevalence of HCV of
approximately 1% (Thein & Dore, 2009) is low relative to more commonly presenting
conditions encountered by Australian GPs, for example asthma (10% of the population) or
arthritis (15% of the population) (Australian Bureau of Statistics, 2018). Additionally patients
with an existing known diagnosis of HCV, or the HCV risk factors of IDU, may be reluctant to
disclose this information to GPs (Day et al., 2004; Fry & Bates, 2011; Gifford et al., 2005;
Hopwood & Treloar, 2004; Hopwood et al., 2006; MacNeil, 2012) meaning that in 2011-12

few patients were likely to engage with GPs regarding HCV, compared to other conditions.

4.5 Results?

Despite the three contemporaneous documents examined, all being sponsored by the

Australian Federal Government, all relating to healthcare and each including aims of

L An earlier version of the text in this section appeared in:
Scarborough, J., Eliott, J., Miller, E. R., & Aylward, P. (2015). Equity in primary health care delivery: an
examination of the cohesiveness of strategies relating to the primary healthcare system, the health
workforce and hepatitis C. Australian Health Review, 39(2), 175-182. doi:10.1071/ah14073
Available at: https://www.publish.csiro.au/ah/ah14073
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increasing the equity of access to primary healthcare, there appeared no mechanism to link

together the broad documents and the disease specific document.

4.5.1 Document formation?

The three policy documents reviewed were:

A. Third National Hepatitis C Strategy 2010-2013 (Australian Government -
Department of Health and Ageing, 2010b) (the HCV Strategy ),

B. Building a 21st Century Primary Health Care System (Australian Government -
Department of Health and Ageing, 2010a) (the Primary Healthcare System
Strategy) and the

C. National health workforce innovation and reform strategic framework for
action 2011-2015 (Health Workforce Australia, 2011), (the Health Workforce
Strategy).

The HCV Strategy built upon the previous two strategies, with the first national HCV policy
released in 2000. The Primary Healthcare System Strategy was described as “a national road
map to guide future primary health care policy and planning” (Australian Government -
Department of Health and Ageing, 20104, p 3) and the Health Workforce Strategy as “a
national call to action for workforce reform” (Health Workforce Australia, 2011, p 1), and these

descriptions introduced the two broad strategies as new initiatives.

Separate organisations were responsible for developing each of the strategies, with a
variety of processes used to develop them and with contributions from various sources (See
Table 11). Despite the pivotal role of primary healthcare, and particularly private GPs in the
prevention, treatment and management of HCV, there appeared to be no attempts to

provide cohesion between these documents and no mechanism for this to occur.

2 An earlier version of the text in this section appeared in:
Scarborough, J., Eliott, J., Miller, E. R., & Aylward, P. (2015). Equity in primary health care delivery: an
examination of the cohesiveness of strategies relating to the primary healthcare system, the health
workforce and hepatitis C. Australian Health Review, 39(2), 175-182. doi:10.1071/ah14073
Available at: https://www.publish.csiro.au/ah/ah14073
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Table 11: Organisation responsible for developing the documents and contributors
(Adapted from: Scarborough, Eliott et al. 2015, p 176)

HCV Strategy

Blood Borne Virus and Sexually Transmissible Infections Subcommittee of the Australian
Population Health Development Committee.

“While governments are the formal parties to this document, a partnership approach has been
central to the development of this strategy. This has included significant consultation with, and
input from community organisations, researchers, clinicians and health sector workforce
organisations. These organisations are represented on advisory committees detailed below that
have provided valuable advice during the development process.” (Australian Government -

Department of Health and Ageing, 2010b, p 1)

Primary Healthcare System Strategy

Australian Government, Department of Health and Ageing

“The development of the Strategy has been informed by the extensive health reform
consultations undertaken by the Australian Government. It has taken into account the advice and
expertise provided by the External Reference Group chaired by Dr Tony Hobbs, and has drawn
upon the detailed information provided in 265 written submissions that were received in
response to the Discussion Paper: Towards a National Primary Health Care Strategy”

(Australian Government - Department of Health and Ageing, 2010a, p 7)

Health Workforce Strategy

Health Workforce Australia

“The National Health Workforce Innovation and Reform Strategic Framework for Action 2011—
2015 was developed by HWA with guidance and support from Siggins Miller Consultants and with
the input of key national and international experts. HWA wishes to thank all those who provided
input via the national consultation phase, through workshop attendance and written

submissions.”

(Health Workforce Australia, 2011, inside front cover)
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4.5.2 Content relating to GPs®

While recognising that there were other providers of primary healthcare than GPs, the role
of GPs predominated in both the Primary Healthcare System and Health Workforce
strategies. The role of GPs was addressed within the five key building blocks described as
necessary for ‘a modern primary healthcare system’ (Australian Government - Department of
Health and Ageing, 2010a, p 10) and the four ‘key priority areas of change’ listed in the
Primary Healthcare System Strategy. The Health Workforce Strategy, similarly, contained
five domains for action, which included strategies targeted particularly at the GP workforce.
There were six priority areas in the HCV Strategy that each included interventions aimed at
GPs, although peer workers and other groups were also acknowledged as important

contributors to the health and wellbeing of PWHCV.

4.5.3 Resource allocation — Equity statements*

The strategies all included aims of improving access to primary healthcare and reducing

inequity (see Table 12 below).

3 An earlier version of the text in this section appeared in:
Scarborough, J., Eliott, J., Miller, E. R., & Aylward, P. (2015). Equity in primary health care delivery: an
examination of the cohesiveness of strategies relating to the primary healthcare system, the health
workforce and hepatitis C. Australian Health Review, 39(2), 175-182. doi:10.1071/ah14073
Available at: https://www.publish.csiro.au/ah/ah14073
4 As above.
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Table 12: Equity statements (Adapted from: Scarborough, Eliott et al. 2015, p 177)

HCV Strategy

“People with HIV [Human Immunodeficiency Virus], STls [sexually transmissible infections] and
viral hepatitis have a right to participate in the community without experience of stigma or
discrimination, and have the same rights to comprehensive and appropriate health care as other
members of the community.” (Australian Government - Department of Health and Ageing,

2010b, p 12)

Primary Healthcare System Strategy

Acknowledging that inequity exists:

“...range of areas and populations facing significant service gaps.”

(Australian Government - Department of Health and Ageing, 20104, p 3)
First of four key priority areas listed for change:

“Improving access and reducing inequity.”

(Australian Government - Department of Health and Ageing, 2010a, p 11)

Health Workforce Strategy
“Address workforce issues in ways that recognise Australia’s social and cultural diversity and
promote equity of access and outcomes across communities, geographic areas and age groups.”

(Health Workforce Australia, 2011, p 7)

Within the HCV Strategy, access to equitable access to care was identified as a human right
and discrimination was identified as a barrier to the provision of equitable care. The Primary
Healthcare System and Health Workforce documents included non-specific and general
equity statements. The actions they suggested to increase equity and to overcome barriers
to access were limited to identified service gaps and to identified priority groups (Section

4.7 and 4.8).
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4.5.4 Initial resource allocation — ‘Priority’ or ‘targeted’ groups®

To determine the initial resource allocation and the way these resources were allocated, the

targeted or priority populations in the strategies were ascertained.

Table 13: Priority groups (Adapted from: Scarborough, Eliott et al. 2015, p 178)

HCV Strategy

Primary Healthcare System

Strategy

Health Workforce Strategy

PWHCV
Aboriginal and Torres Strait

Islander people

Culturally and linguistically

diverse populations

PWID.

People in custodial settings

Multiple and cumulative

basis of inequity prioritised
(e.g., Aboriginal and Torres
Strait Islander people who

inject drugs)

Aboriginal and Torres Strait

Islander people

Australians living outside of

the capital cities

People with mental illness

Older people

Aboriginal and Torres Strait

Islander people

Australians living outside of

the capital cities

In addition:
People with mental health

problems

Older people
People with chronic

diseases

The priority groups listed in the HCV Strategy were the groups most affected, or at risk for,

HCV and the rationale for including these groups was explicit. In the Primary Healthcare

> An earlier version of the text in this section appeared in:
Scarborough, J., Eliott, J., Miller, E. R., & Aylward, P. (2015). Equity in primary health care delivery: an
examination of the cohesiveness of strategies relating to the primary healthcare system, the health
workforce and hepatitis C. Australian Health Review, 39(2), 175-182. doi:10.1071/ah14073

Available at: https://www.publish.csiro.au/ah/ah14073
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System and Health Workforce strategies, the groups were categorised in several ways, for
example by disease type or nature, patient age, race and geographical location. A detailed
rationale for inclusion of these groups was not provided, but the basis of inclusion was
described in terms of the cost savings that were achievable by the provision of appropriate

care, addressing access inequity and service gaps.

Except for one additional group: ‘People with chronic diseases’ in the Health Workforce
Strategy, the groups included were mirrored in the broad strategies. As a priority group
‘Aboriginal and Torres Strait Islander people’ were listed in all three documents. Other than
this group, there appears to be disparity between the HCV Strategy and the broader
strategies’ priority groups, however further linkages can be made. The population of PWID
may include people with the mental health condition of addiction, so this HCV Strategy
priority group has coverage in the broad documents. At the time the document was
published, the low treatment coverage of approximately 2% meant that most PWHCV were
living with this condition as a chronic disease, therefore these people could have been
considered as included in the priority group of people with chronic disease in the Health

Workforce Strategy.

The HCV Strategy highlights that there may be a cumulative effect of being an individual
with membership of more than one priority group, and that additional consideration should
be made to meet the needs of these people. By leaving out the possibility of overlap, the

broad strategies present the priority groups as discrete.

4.5.5 The framing of requirements to ensure access and equity®

The three documents demonstrate the assumption that best practice care will be achieved
by the provision of evidence-based resources, for example clinical guidelines, and the
provision of relevant continuing education. In the Primary Healthcare System and Health
Workforce strategies, the solution to providing access to care and equity is framed around

ensuring the provision of services by GPs in locations accessible to the population (see Table

6 An earlier version of the text in this section appeared in:
Scarborough, J., Eliott, J., Miller, E. R., & Aylward, P. (2015). Equity in primary health care delivery: an
examination of the cohesiveness of strategies relating to the primary healthcare system, the health
workforce and hepatitis C. Australian Health Review, 39(2), 175-182. doi:10.1071/ah14073
Available at: https://www.publish.csiro.au/ah/ah14073
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14). There is an underlying assumption present in these broad documents that there will be
willingness on the part of qualified, registered medical practitioners to provide primary
healthcare for all Australians, for all health conditions. An internal contradiction to this
assumption is the inclusion in these strategies of incentives for GPs to carry out specific
work, in specific locations (see Table 15). This inclusion acknowledges that GPs have
discretion regarding the population they serve, areas of work they choose to provide and
how these services are provided, and that these choices may be influenced by government

provided financial incentives.

The HCV Strategy highlights that PWHCV are not necessarily provided with best practice
care from GPs and can experience discrimination in healthcare settings. The solution to this
problem is framed as a lack of education, and the development of a public education plan
was proposed to affect change to the discriminatory attitudes and behaviour across
settings. Whilst stigma and discrimination had been found to affect those with mental
health issues (Clement et al., 2014) and Aboriginal and Torres Strait Islanders (Larson,
Gillies, Howard, & Coffin, 2007), both named as priority groups, there is no mention of this
issue in the broader documents.

Table 14: Framing of requirements to ensure access and equity (Adapted from:
Scarborough, Eliott et al. 2015, p 179).

HCV Strategy
“States the need for a: skilled, well trained, competent and professional primary health care

workforce.” (Australian Government - Department of Health and Ageing, 2010b, p 18)

Primary Healthcare System Strategy

Medicare Local conducting regional needs assessment

“...identify groups of people missing out on [general practitioner] and primary health care, or
services that a local area needs, and better target services to respond to these gaps.” (Australian

Government - Department of Health and Ageing, 2010a, p 13)

Health Workforce Strategy
“Strengthen Aboriginal and Torres Strait Islander health service delivery and accessibility by
ensuring education and training programs prepare the workforce to deliver culturally appropriate

and safe health care in all settings.” (Health Workforce Australia, 2011, p 20)
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Table 15: Incentives (Adapted from: Scarborough, Eliott et al. 2015, p 179).

Primary Healthcare System Strategy

An example of the use of incentives to direct GPs to choose diabetes management in their
scope of work.

“Patients diagnosed with diabetes will have the option of enrolling with a GP practice of their
choice to receive high quality coordinated care and help them access a range of additional
services...with GP practices being rewarded for meeting performance benchmarks.” (Australian

Government - Department of Health and Ageing, 2010a, p 31, emphasis added)

Health Workforce Strategy

Acknowledgement of GPs’ financial considerations

“Address remuneration, payment arrangements and terms and conditions to support workforce
models that increase accessibility, improve workforce retention and productivity and encourage

interprofessional practice.” (Health Workforce Australia, 2011, p 29)

4.5.6 Future resource allocation — Approaches to determining need and
identifying gaps’

By examining methods to determine need and to identify gaps, the future resource

allocation of resources included in the documents was determined.

7 An earlier version of the text in this section appeared in:
Scarborough, J., Eliott, J., Miller, E. R., & Aylward, P. (2015). Equity in primary health care delivery: an
examination of the cohesiveness of strategies relating to the primary healthcare system, the health
workforce and hepatitis C. Australian Health Review, 39(2), 175-182. doi:10.1071/ah14073
Available at: https://www.publish.csiro.au/ah/ah14073
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Table 16: Establishing future priorities (Adapted from: Scarborough, Eliott et al. 2015, p
178)

HCV Strategy

Identifies gaps in doctors’ scope of practice around HCV.

“It is estimated that there is a pool of between 40 000 and 50 000 undiagnosed people in the
community.” (Australian Government - Department of Health and Ageing, 2010b, p 25)
‘The participation and support of primary healthcare providers in managing hepatitis C remains
low and needs to be encouraged to increase the availability of treatment and care.” (Australian
Government - Department of Health and Ageing, 2010b, p 29)

“Greater capacity in the primary healthcare sector to contribute to service delivery in hepatitis C
treatment and care is required and should be explored.” (Australian Government -

Department of Health and Ageing, 2010b, p 26)

Primary Healthcare System Strategy

Medicare Local conducting regional needs assessment

“...identify groups of people missing out on [general practitioner] and primary health care, or
services that a local area needs, and better target services to respond to these gaps.” (Australian

Government - Department of Health and Ageing, 2010a, p 13)

Health Workforce Strategy
Future needs assessed on a regional basis in consultation with consumers.
“...starts with community needs-analysis at the local level.” (Health Workforce Australia, 2011,

p 24)

The HCV Strategy proposed using enhanced surveillance to inform the provision of care for
HCV and prevention interventions. The inclusion of people affected by HCV was prioritised
in the development of future interventions. The Primary Healthcare System Strategy relied
heavily on the involvement of Medicare Locals, newly developed at the time, to identify
gaps in service and identify future needs. As the name suggested, the Medicare Locals were
set up in 2011 with a focus on decentralisation of the coordination of primary healthcare to
61 regions of Australia (Australian Government - Medicare Local, 2012). The local level of
the proposed community needs analysis of the Health Workforce Strategy was not defined

within the document.
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4.6 Discussion®

The documents chosen for the 2014 document analysis, represented the most recently
published Federal Government of Australia strategy or policy, relating to these topics. Since
then the Fourth and Fifth National HCV strategies (Australian Government - Department of
Health, 2018b; Australian Government - Department of Health and Ageing, 2014) have been
published, the HWA organisation that produced the Health Workforce strategy, was
abolished by the Liberal federal government (Commonwealth of Australia - Australian
National Audit Office, 2018), and the Federal Labour party who developed the Primary
Healthcare System Strategy, have been defeated at the three subsequent elections. Whilst
the documents and institutions involved in producing them have changed, Study 1 has

continuing relevance.

Through examining health policies and strategies, Study 1 contributes to understanding the
health-system context, operating at a critical timepoint in Australia, in relation to the
provision of DAA by GPs in private general practice. The ongoing development of health
policies and strategies from this time, can be tracked to critique their ability to address the
provision of this and other care for HCV in this setting. The way that problems are framed in
the documents can be compared to and contrasted with contemporary documents. In
particular, the framework developed in this study can be utilised to critique how current

HCV policies and broader health policies interrelate.

4.6.1 Equitable access®

The Primary Healthcare System and Health Workforce strategies had a stated aim to
increase access and address inequity in primary healthcare, however, the proposed
allocation of resources appeared insufficient to address these issues for PWHCV. This
examination showed a contrast in the way that the problem of ‘equitable access to
healthcare’ was framed between the disease specific HCV Strategy and the broader Primary

Healthcare System and Health Workforce strategies. The broad strategies emphasised

8 An earlier version of the text in this section appeared in:
Scarborough, J., Eliott, J., Miller, E. R., & Aylward, P. (2015). Equity in primary health care delivery: an
examination of the cohesiveness of strategies relating to the primary healthcare system, the health
workforce and hepatitis C. Australian Health Review, 39(2), 175-182. doi:10.1071/ah14073
Available at: https://www.publish.csiro.au/ah/ah14073
9 As above.
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consideration of ‘priority’ groups in respect to current actions, processes for identifying
future need and the subsequent allocation of future resources. With the problem of
equitable access targeted at the identified priority groups, interventions aimed at
addressing barriers and facilitators to access for people not identified as belonging to these

groups, were excluded or limited.

Political drivers can influence the content of broad strategies (Flitcroft, Gillespie, Salkeld,
Carter, & Trevena, 2011) as well as the allocation of resources to address the issues of
inequality and access for PWHCV (Australasian Society for HIV Medicine, 2005). lllicit IDU,
whether current or past, is highly stigmatised (Australian Government - Department of
Health and Ageing, 2010b) and PWHCV who have, or are assumed to have, acquired the
disease through illicit IDU have suffered discrimination (Australasian Society for HIV
Medicine, 2005; Broady, Brener, Cama, Hopwood, & Treloar, 2020; van Boekel, Brouwers,
van Weeghel, & Garretsen, 2013). The capacity for people who have an HCV diagnosis to
exercise political influence may be limited (Australian Injecting and lllicit Drug Users League,
2010). Groups are actively advocating to overcome discrimination and for equitable access
to healthcare for PWHCV (Hepatitis Australia, 2020) and PWID (Australian Injecting and lllicit
Drug Users League, 2020). Hepatitis Australia campaigned in 2015 for equitable, affordable
access to DAA for all Australians eligible for Medicare registration (Tyrrell, 2016), which was
achieved in 2016. It is difficult to measure the effect of this advocacy however, this
achievement went beyond the restricted access promoted by Australian clinicians at the
time (Tyrrell, 2016). It seems unlikely that within the broad strategies there would be any
political benefit involved with granting priority group status for PWHCV, above more

prevalent and politically ‘acceptable’ populations.

4.6.2 Need assessment®
The broad strategy documents outlined methods to identify future needs and future
priorities of resource allocation, but these methods may have been insufficient to accurately

capture the inequalities experienced by PWHCV. This may be attributable to the under-

10 An earlier version of the text in this section appeared in:
Scarborough, J., Eliott, J., Miller, E. R., & Aylward, P. (2015). Equity in primary health care delivery: an
examination of the cohesiveness of strategies relating to the primary healthcare system, the health
workforce and hepatitis C. Australian Health Review, 39(2), 175-182. doi:10.1071/ah14073
Available at: https://www.publish.csiro.au/ah/ah14073
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diagnosis of HCV (The Kirby Institute, 2018a), and the stigma attached to the condition,
exacerbated by the regional basis of the approach (Australian Injecting and lllicit Drug Users
League, 2010). The methods described depended on advocacy from patients or carers, or
feedback from professional groups. Approaches that rely on input from patients and local
medical professionals will not be capable of bringing attention to the unmet need
associated with under-diagnosis. Although the prevalence of HCV is significant on a
population basis, cases are dispersed (MacLachlan et al., 2019) and pinpointing geographical
areas of need is not always accurate. Furthermore, the effect of stigma can be amplified
when a regional basis of need assessment is used. Medical professionals with an established
interest in and knowledge of HCV who could contribute to advocacy were at the time more
likely to be associated with metropolitan hospital HCV treatment centres (Australasian
Society for HIV Medicine, 2014). Negative perceptions about the risk of disclosure exist for
PWHCV, (Miller, Sheppard, Colenda, & Magen, 2001), which may be particularly salient for
people in regional settings, and make them less likely to participate in self-advocacy in their

local region (Australian Injecting and lllicit Drug Users League, 2010; Aylward, 2003, 2012).

4.6.3 GP workforce!!

The provision of a sufficiently large and adequately resourced GP workforce, with access to
continuing medical education, is fundamental to the delivery of best practice primary
healthcare. However, there is no mechanism to ensure the GP workforce has the capacity
and willingness to provide the required care to all patients, for all conditions, including for
PWHCV. Admission to general practitioner colleges require a set of competencies to be
achieved (Australian Government - Department of Health, 2020c). Competencies relevant to
providing care to PWHCV that are generic to a range of GPs’ scope of practice can and
should be included in the set of required competencies. These competencies include taking
medical histories in a non-judgemental way, delivering pre- and post-test counselling
appropriately, knowledge and communication of diagnostic testing, and obtaining informed

consent (Hepatitis C Virus Infection Consensus Statement Working Group, 2018). It is not

11 An earlier version of the text in this section appeared in:
Scarborough, J., Eliott, J., Miller, E. R., & Aylward, P. (2015). Equity in primary health care delivery: an
examination of the cohesiveness of strategies relating to the primary healthcare system, the health
workforce and hepatitis C. Australian Health Review, 39(2), 175-182. doi:10.1071/ah14073
Available at: https://www.publish.csiro.au/ah/ah14073
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feasible however for GP colleges to require members to have in-depth knowledge of all
conditions that can be included in the scope of practice of GPs. Requirements for ongoing
medical education (Australian College of Rural and Remote Medicine, 2020; Royal Australian
College of General Practitioners, 2020a) can extend the knowledge and skills of GPs and
CME regarding HCV is promoted to GPs (ASHM, 2017, 2018, 2019a). GPs can be encouraged
to choose to participate in this training but there is no mechanism to link the training GPs
participate in with the complex and wide-ranging needs of all patients who may access
general practice for care. The Medical Board of Australia has the function of addressing
inadequacies in GPs’ competency but investigations are largely triggered when complaints
are raised about care provided (Australian Health Practitioner Regulation Agency, 2018).
Where GPs omit provision of care for HCV, including DAA treatment, from their scope of
practice, it is unlikely that this will trigger a complaint. In addition to limits to competency,
there will also be limits to the number of consultations GPs can conduct and, therefore,
limits to the patient base that each can serve. Individual GPs, therefore, necessarily make
choices about the patients they see, the prioritisation of patient issues, the professional
resources accessed and continuing medical education attendance (Scarborough, Eliott,
Miller, & Aylward, 2015). Incentives offered to influence these choices have limited effect
(Kecmanovic & Hall, 2015) and the application of incentives to particular conditions will be
subject to political influences and the comprehensiveness of needs assessment processes,
as previously described. The limitations and lack of mechanisms to ensure the required care
is provided by GPs for all patients for all conditions is not explicitly acknowledged in the
various polices. This issue must be addressed before policies and strategies can be

developed to address this issue.

Meanwhile actions proposed in broad strategies regarding priority groups, should be
investigated and critiqued to determine whether a similar benefit would apply to the
provision of care for PWHCV. Exposing GPs to PWHCV during training could enhance skills
and give GPs confidence to include this work in their scope of practice (Davis, Tapley,
Morgan, van Driel, & Magin, 2017). Support could be provided to GPs via technology to link
them with other health professionals with specialised knowledge of HCV (Keogh et al., 2016;
Lee et al., 2018; Schulz, Kanhutu, Sasadeusz, Watkinson, & Biggs, 2020). Providing Medicare

Benefits Schedule (MBS) and PBS benefits for HCV nurses could facilitate the expansion of
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care options available to PWHCV and the pool of professionals with specialised skills in this
area (Halcomb & Ashley, 2019; Lobo, Mascarenhas, Worthington, Bevan, & Mak, 2015;
Starbird et al., 2018). The role of HCV nurses will be further discussed in subsequent

chapters.

4.6.4 Document coherence!?

Coherence should be able to be achieved between broad documents and disease specific
documents, even when the disease or population is not listed as a priority in the broad
documents. To allow for critique of the method for inclusion, the basis for determining
priority groups should be made explicit. However, only a limited number of conditions and
populations will be named as priorities in any broad documents. This may be due low
prevalence of the disease, for example cystic fibrosis, or low severity of diseases. Aims of
the broad policies such as increasing access and equity for Australians to healthcare,
improving health outcomes and managing budget demands, apply to all healthcare funded

by the Australian government and are not exclusive to priority conditions.

Actions outlined in broad documents to reach these aims in regard to priority groups may
also be appropriate for conditions that are not defined as priorities. Statements could be
added in the broad documents to indicate that the action will be applied where it will
achieve these aims for all conditions. The disease specific documents, such as the HCV
strategy, could then cross reference these statements, outlining how particular actions
could achieve these aims in regard to HCV. An example of how this process could have been
applied to the documents analysed in this study is presented below (see Table 17). The
recommended changes to the broad strategy documents would minimally change the

content of the strategies and would therefore be politically neutral.

12 An earlier version of the text in this section appeared in:
Scarborough, J., Eliott, J., Miller, E. R., & Aylward, P. (2015). Equity in primary health care delivery: an
examination of the cohesiveness of strategies relating to the primary healthcare system, the health
workforce and hepatitis C. Australian Health Review, 39(2), 175-182. doi:10.1071/ah14073
Available at: https://www.publish.csiro.au/ah/ah14073
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Table 17: Aims and actions in the Primary Healthcare System Strategy and the Health
Workforce Strategy, and recommendations to apply, extend, or link these in the HCV

Strategy

Primary Healthcare System Strategy and Health

Workforce Strategy

Application to the HCV strategy

“The Australian government will transform the way
patients with chronic disease are treated.” (Australian
Government - Department of Health and Ageing,

2010a, p 31)

“...patients diagnosed with diabetes will have the
option of enrolling with a GP practice of their choice to
receive high quality coordinated care and help them
access a range of additional services” (Australian
Government - Department of Health and Ageing,

2010a, p 31)

Extend this to patients with HCV and
give patients the option of enrolling
with one GP and providing financial
reward for the GP to gain the required

skills and provide best practice care.

“GP Super Clinics will provide a wide range of services
that target the health needs of local communities. They
will also support clinical training placements to train the
next generation of primary healthcare professionals —
GPs, nurses and allied health professionals — to ensure a
robust future health workforce.” (Australian

Government - Department of Health and Ageing,

2010a, p 21)

GP super clinics®® used to deliver
services to underserved PWHCV and

provide opioid substitution treatment.

Use these centres for training to ensure
medical practitioners’ exposure to this
type of work and people with an

injecting drug history.

“Providing access to MBS and PBS benefits for nurse
practitioners” (Australian Government - Department

of Health and Ageing, 2010a, p 19)

Present evidence and advocate for the
expansion of training of HCV nurses to
be involved and funded to provide care

to PWHCV.

13 GP super clinics were 2010 initiative of the Labor Federal Government (Hansard, 2010). After difficulties in
attracting GP involvement, funding for expansion of this initiative ceased in 2014 (Australian Medical

Association, 2014).
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Primary Healthcare System Strategy and Health Application to the HCV strategy
Workforce Strategy

“Expand clinical training places in undeserved and non- | Provide training opportunities for GPs

traditional settings to maximise learning opportunities | jn centres where there is a high

and future career choices in these settings.” (Health prevalence of clients with HCV, a
Workforce Australia, 2011, p 20) history of IDU or both.
“Facilitate the uptake of technologies that enhance Provide resources regarding best

workforce practice and productiVity, with an emphasis prachce care that are des|gned to be

on underserved communities and populations.”

(Health Workforce Australia, 2011, p 20)

integrated into practices’ electronic

patient management systems.

Linking GPs who have specialise in
providing care for HCV using

technology.

4.6.5 Subsequent primary healthcare policy documents

There was a dearth of primary healthcare policy published by the Federal Government since
the document analysis took place in 2012. The Australia's long term national health plan: to
build the world's best health system (Health, 2019a) is one of the few broad policy
documents released with content relating to primary healthcare. The document is brief,
consisting of twenty -four pages, with only four pages relating to primary health care. The
brevity of the document is particularly notable considering the proportion of the Federal
budget spent on primary healthcare (Australian Government - Department of Human
Services, 2018a) and the importance of primary healthcare to Australian citizens (Cameron
& McAllister, 2019). The document includes “Pillar one: Guaranteeing Medicare, stronger
primary care and improving access to medicines through the PBS” (Health, 2019a, p 5) however,
there is sparse detail in the policy regarding how this aim will be achieved. The document
refers to the “10-year plan for primary care” (Health, 2019a, p 7) but the Primary Health
Reform Steering Group was only established in October 2019 (Health, 2019b) and the plan
remains unpublished. Also referenced in the national health plan (Health, 2019a) is the
review undertaken of the Medical Benefits Schedule (Health, 2019a, p 6). The Medicare

Benefits Schedule Review Taskforce Report (Medicare Benefits Schedule Review Taskforce,
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2020) was released in 2020 and contained recommendations regarding the inclusion of
items on the MBS and also suggested further reform to the primary health care system.
Rather than being a government policy this document was produced by an independent
taskforce and it has been noted that under this arrangement the government has the choice
to accept or reject the recommendations and there is no timeline set for these decisions to
be made (Russell, 2020). As the health minister Greg Hunt stated, “This is a report to
government and not of government, and we will now consider, consult and respond as we
have done throughout the course of the review in relation to all previous proposals”
(Russell, 2020, p 1). While there has been a considerable effort expended in creating these
reports to government (Medicare Benefits Schedule Review Taskforce, 2020), the
government’s response to specific recommendations in these reports is difficult to ascertain

and therefore critique.

Political considerations influence whether policy documents are produced and affect their
content. These political considerations are discussed in the Review of Labor’s 2019 Federal
Election Campaign (Emerson & Weatherill, 2019) which listed one of the major reasons that
Labor lost the 2019 election as: “a cluttered policy agenda that looked risky” (Emerson &
Weatherill, 2019, p 7) and suggested “policies can be bold but should form part of a coherent
Labor story, be limited in number and be easily explainable, making them less capable of
misrepresentation.” (Emerson & Weatherill, 2019, p 8). Omitting producing a policy document
on a particular topic would be politically wise where political parties support similar policies
or if the policy document actions could be perceived or represented by the opposing party
as ‘risky’. Brief and uncontroversial statements may provide a less risky alternative to
provide the perception of positive policy. For example, it is difficult to be negative or critical
of statements in the Our plan — Better health care section of the Liberal Party website such
as, “Our Government has expanded free access to glucose monitoring devices for pregnant women,
children and more adults with type 1 diabetes, saving Australians up to $7,000 a year.” (Liberal
Party of Australia, 2020, p 3). In addition, this approach to policy announcements can be

tailored and tested to appeal to the targeted electorate (Emerson & Weatherill, 2019).

The Fourth and Fifth National HCV strategies (Australian Government - Department of
Health, 2018b; Australian Government - Department of Health and Ageing, 2014) have been

published since the initial analysis in 2012. Compared to policy documents that cover
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broader topics and affect the wider population, political considerations are less likely to
affect the formulation of HCV strategies which have a limited and specific audience. In
addition, the HCV strategy cover a specific period of time, for instance 2018-2022 for the
fifth HCV strategy, and when they are due, stakeholders play a pivotal role in driving the
formation of the HCV strategies. An underlying assumption | made when discussing the
coherence of the analysed policies was that similar policy documents would be produced
into the future. However, while the HCV strategies are likely to be regularly published, it is
unclear when (or if) broader policy documents relating to primary healthcare or primary

healthcare workforce will be published.

4.7 Chapter Summary

The healthcare system context of the provision of care for HCV was the focus of Study 1. The
lack of coherence between the three policies examined, is the main finding of this study.
This finding is important as the lack of coherence may have diminished the influence of each
policy to address equitable access to healthcare for PWHCV. The three policies that were
included in the document analysis were: Third National Hepatitis C Strategy 2010-2013
(Australian Government - Department of Health and Ageing, 2010b) (the HCV Strategy),
Building a 21st Century Primary Health Care System (Australian Government - Department
of Health and Ageing, 2010a) (the Primary Healthcare System Strategy) and the National
health workforce innovation and reform strategic framework for action 2011-2015 (Health
Workforce Australia, 2011), (the Health Workforce Strategy). These policies each placed GPs
at the forefront of the provision of primary healthcare and included aims of achieving
equitable access to this healthcare for Australian citizens. The way to provide access to the
required primary healthcare was framed around ensuring that there was an adequate
number of skilled and trained GPs available to provide care. While all policies were
produced by the Australian Federal Government at a similar time point, there were no

mechanisms to provide connections between the documents.

Unsurprisingly, the HCV strategy as a disease specific policy addressed GP involvement in
care for HCV. Listed priority groups in the HCV Strategy showed a significant overlap with
the other policies examined. However, there was no reference to broader health policies

that could link the provision of healthcare for HCV to the overall provision of primary
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healthcare in Australia. The broader polices; Primary Healthcare System Strategy and Health
Workforce Strategy, listed actions that could improve the provision of care for HCV. Within
the broad strategies, the application of measures was specifically associated with identified
priority groups, for example, the provision of incentives to direct GPs to include diabetes
management in their scope of practice. In this way the application of these measures to
other groups was excluded or omitted and subsequently denying the associated benefit
beyond the listed priority groups. If these measures were more broadly applied, they would
not necessarily increase overall expenditure, for example the cost neutral measures of
expansion of the role of nurse practitioners in provision of primary healthcare. In addition,
needs assessment approaches outlined in the broad policies are not adequate to detect the
health needs of PWHCV and other health conditions. As needs assessments form the basis
of resource allocation, to ensure equitable distribution of these resources, it is important to
allow for alternative approaches to be used to identify the wider primary healthcare needs
of Australian citizens. The recognition that the HCV strategy and broader primary healthcare
strategies are siloed and that this produces negative outcomes for the equity of access to

healthcare for PWHCV forms the basis of 0.

In addition to the lack of cohesion between documents, another important finding related
to the scope of practice of GPs. An internal contradiction to the framing of the ‘problem’
(Bacchi, 2009, 2016) of the provision of primary healthcare was found across the three
policies. The policies framed the ‘problem’ in terms of a lack of an adequate number of
skilled and trained GPs available to provide care. This demonstrated an underlying
assumption that all GPs will provide all types of care in their scope of practice. However, the
inclusion of incentives for GPs to include particular work in their scope of practice,
recognises that GPs have discretion in their scope of practice and remuneration may be a
motivating consideration for deciding individual GP’s scope of practice. The discretion
regarding GPs scope of practice and the effect on this on the provision of DAA by GPs was

further examined in Study 2 and Study 3.

Opportunities exist to improve cohesion between future national primary healthcare
strategies and HCV strategies and, ultimately, to improve equity and access to primary
healthcare for PWHCV. To increase the inequity and access to primary healthcare for this

group, needs assessment methodology should be broadened, acknowledging that the
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current regional approach may not identify the needs of PWHCV. Actions in the Primary
Healthcare System Strategy and Health Workforce Strategy should be extended to
additional groups beyond those listed as priority groups within the strategies. Future HCV
strategies should outline appropriate, detailed needs assessment methodology and specify
how actions in the broad strategies can be applied to benefit the primary healthcare needs
of PWHCV. Only through such action can we ensure equity in primary care delivery. The
findings of this study informed the overall recommendations outlined in Chapter 7 and
specifically the recommendation outlined in section 7.5 Generate cohesion between the HCV

strategy and other policy documents.
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CHAPTER 5.
STUDY 2 - EXPERIENCES AND PERSPECTIVES OF PEOPLE WITH OR AT
RISK OF HCV WITH CARE PROVIDED BY GPS IN PRIVATE GENERAL
PRACTICE

5.1 Introduction

In this chapter | will outline the results of Study 2 regarding the experiences and
perspectives of people with or at risk of HCV with care provided by GPs in private general
practice. This study involved thematic analysis of semi-structured interviews with twenty-
two participants and took place in 2013-2014. The study recruited people affected by HCV
(PWHCV or people at risk of HCV) as well as key workers whose clients were affected by
HCV. The key workers were targeted for recruitment as they had long-term engagement
with PWID. These keyworkers shared insights across their experiences with clients, that
included advocating and advising clients regarding primary healthcare engagement. There
was overlap between these groups and the final sample consisted of ten participants
affected by HCV (A), six participants who had clients affected by HCV (CA) and six people
who were both affected by HCV and who had clients affected by HCV (A + CA). Further detail

about recruitment and participants is provided in section 3.7.3 and 3.7 .4.

HCV-affected participants reported a range of diagnostics experiences, varied in terms of
their involvement in interferon-based treatments (available at the time) and differed in
terms of their ability to access private GPs. All participants reporting a diagnosis of HCV also
reported a history of illicit IDU. The analysis provided an understanding of the patient
component involved in the provision of care for HCV. Together with the findings of Study 1,
which examined the healthcare system component and Study 3, which examined the GP
component, | sought to understand the complex adaptive system which formed the context
in which DAA was provided. This understanding will inform proposed recommendations to

increase the provision of this treatment discussed in Chapter 7.
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5.2 Research question
Study 2 was conducted to answer the following research question:

2. What are the experiences of people with or at risk of HCV of engagement with GPs in
private general practice and how does this affect their perceptions of the engagement

for the provision of care for HCV?

5.3 Publication history

The following article (Appendix 10) based on this study was published in 2017:

Scarborough, J., Miller, E. R., Aylward, P., & Eliott, J. (2017). ‘Sussing that doctor out.’
Experiences and perspectives of people affected by hepatitis C regarding
engagement with private general practitioners in South Australia: a qualitative study.

BMC Family Practice, 18(1), 97. doi:10.1186/s12875-017-0669-2

As the first author | conceived the idea to conduct the study and with my supervisors, who
were co-authors, developed the study design. | recruited participants, conducted the
interviews, and produced the transcripts. After conducting a preliminary analysis of the
data, | was given feedback and guidance by my supervisors to complete the data analysis. |
prepared the initial manuscript and was given guidance and feedback from my supervisors

to produce the final submitted manuscript.

A poster (Appendix 11) reporting aspects of this study, was presented at the 4t

International Symposium on Hepatitis Care in Substance Users in 2015 titled:

Scarborough, J., Eliott, J., Miller, E. R., & Aylward, P. (2015). Care Provided for
hepatitis C: congruence between patient self-identity and stereotypes applied by
general practitioners (GPs). Paper presented at the International Symposium on
Hepatitis Care in Substance Users, Sydney, Australia.

https://na.eventscloud.com/file uploads/fb78da73072daf0596a54cc4434ea534 Jan

eScarborough.pdf

As the first author | designed and produced the poster. My supervisors, who were co-
authors assisted with developing the text. Relevant content from the published article has

been included in the Introduction, Literature Review and Methodology and Methods
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chapters of this thesis. With only minor changes, the results section of this thesis chapter,
reflects the results section of the published article. The discussion section of this chapter
incorporates the discussion presented in the published article and additional aspects
regarding self-identity and stereotypes presented in the poster. The discussion section in
this chapter has been refined to include contemporary literature and to reflect on the

contemporary context.

5.4 Background

In adopting the philosophy of pragmatism, | will begin by considering the context in which
Study 2 took place (see Section 3.2) in 2013-2014. | will outline the context of the interferon-
based treatment for HCV available, and the involvement of GPs in the cascade of care for

HCV, at this time.

5.4.1 Availability of treatment for HCV at the time of the study

This study took place between November 2013 and August 2014 when the available
treatment for HCV was interferon-based treatment and primarily prescribed at tertiary liver
clinics. Although these antiviral treatments were available in Australia, as few as 2% of those
infected entered this treatment annually (Hajarizadeh et al., 2017). This was explained in
part because previous treatments involved complicated medication regimes, severe side

effects, long treatment periods and variable rates of cure (Sublette et al., 2015).

While stepwise progress had been made involving refinements to interferon-based
treatments (Casey & Lee, 2013; Dore & Feld, 2015), reports were beginning to emerge on
the development of DAA. There was excitement about what was perceived as a realistic
hope that these new well-tolerated therapies involving a short duration, all-oral regimens,
would soon be widely available (Casey & Lee, 2013; Dore & Feld, 2015). The optimism
regarding this treatment was reflected in the term ‘perfectovir’ coined for this expected
revolutionary treatment (Dore & Feld, 2015). The results of international trials were
reported in 2014 at the International Liver Congress. Optimism for the new treatment was
tempered with acknowledgement that the potential of these treatments could be limited by
the cost of the drug, prioritisation of making this treatment available within healthcare

budgets and issues of screening and disease assessment (Dore & Feld, 2015).
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There was a conundrum regarding the timing of uptake of treatment for patients and their
treating doctor (Wagner et al., 2009). The extent to which individual patients and their GPs
were aware of the treatment options was not clear (Dore et al., 2009; Treloar et al., 2010)
and therefore it was difficult to know if informed decisions making was involved when

PWHCV were deciding to enter treatment or not.

5.4.2 Involvement in the provision of care for HCV by Australian GPs working in
private general practice

At the time of this study, most people diagnosed with HCV in Australia were diagnosed by
GPs (McNally et al., 2004). GPs also played a gate-keeping role to medical specialists
involved in the management of HCV and related complications (Mossialos, Wenzl, Osborn, &
Anderson, 2016). There was uncertainty about the capacity for existing specialist services to
manage any increase in treatment demand If demand for new DAAs intensified and it was
expected that GP delivered HCV care would be even more important (Afdhal et al., 2013;
Hellard & Wang, 2009; Lambert et al., 2011). Barriers to GPs being involved in this work
were reported, with findings indicating that, in addition to addressing system barriers, there
was a need for additional capacity building for GPs involved in this work. HCV education to
optimally equip GPs for this role was proposed (Davis et al., 2017; Sud, Zekry, & Freiman,
2016; Wade et al., 2017) and there were suggestions that this education could benefit by
the inclusion of perspectives of people affected by HCV (Byrne, Happell, Welch, & Moxham,
2013).

A number of studies had examined the barriers and facilitators to seeking HCV-related care
amongst a range of populations, various settings, and at different stages of the cascade of
care (Evon et al., 2010; Miller et al., 2012; Sublette et al., 2015; Swan et al., 2010; Yap et al.,
2014). Reported barriers to treatment access included negative patient perceptions of
biomedical factors such as counter indications, side effects, and poor efficacy (Miller et al.,
2012). Avoidance of the negative side-effect of stigma attached to the diagnosis of HCV due
to its association with IDU (Butt, 2008; Richmond et al., 2007) may also have acted as a

barrier to care (Islam et al., 2013; van Boekel et al., 2013).
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5.5 Results™

The participants described approaches of PWHCV’s to engagement with GPs for care for
HCV and how they weighed up the potential risks and benefits in making a choice whether
to engage. The major themes identified in Study 2 related to participant’s perception of
engagement of PWHCV with GPs about care for HCV. The five themes identified are outlined
in Table 18 below

Table 18 Study 2 - Themes identified

Disclosure choices and strategies

Risk to confidentiality of sensitive information

Risk of discrimination and negative judgement from GPs, and change to care provided

Uncertainty about the benefit of engaging about HCV

Perception of antiviral treatment affecting engagement

Provided with the quotes are the participant group labels of: (A) for participants affected by
HCV, (CA) for key worker participants with clients affected by HCV or (A + CA) for key worker
participants who had clients affected by HCV and who were affected by HCV. All groups
reported similar experiences and described similar perceptions regarding interview topics,

with some exceptions as noted.

5.5.1 Engagement about HCV — disclosure choices and strategies'’
Participants viewed GPs as a source of general healthcare that potentially includes care for
issues related to HCV. Several participants stated that when they were ‘lucky’ to find a good

doctor, they would attempt to continue to engage with them.

14 An earlier version of the text in this section appeared in:
Scarborough, J., Miller, E. R., Aylward, P., & Eliott, J. (2017). ‘Sussing that doctor out.' Experiences and
perspectives of people affected by hepatitis C regarding engagement with private general practitioners in
South Australia: a qualitative study. BMC family practice, 18(1), 97. doi:10.1186/s12875-017-0669-2
Available at: https://bmcfampract.biomedcentral.com/articles/10.1186/s12875-017-0669-2
15An earlier version of the text in this section appeared in:
Scarborough, J., Miller, E. R., Aylward, P., & Eliott, J. (2017). ‘Sussing that doctor out.' Experiences and
perspectives of people affected by hepatitis C regarding engagement with private general practitioners in
South Australia: a qualitative study. BMC family practice, 18(1), 97. d0i:10.1186/s12875-017-0669-2
Available at: https://bmcfampract.biomedcentral.com/articles/10.1186/s12875-017-0669-2
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My doctor’s interested in what’s happening, asks me the right questions.
Asks me what testing I'd liked to be done. Won’t write “hep C” on a referral
to anyone else, without my express consent. (A)

Some participants held that the benefit of engaging with GPs could only be fully realised if
they disclosed their HCV positive status and/or drug use history, placed their trust in the GPs

professionalism, and were accepting of the care they received.

You know if I’'m sick I’'m going to have to say, “Might be because...”. | want
to go to find out; go to every aspect of why | might be sick. (A)

Where they perceived a lack of benefit associated with disclosure and a risk of
consequences in disclosure (either within the patient—doctor relationship, or in their wider
lives), PWHCV were cautious about disclosing HCV. A process of judging or ‘sussing’ out the

GP before disclosing was repeatedly described.

So, I think it would an issue of the client sussing that doctor out and thinking
“No | don’t think that they could deal with that,” and | think they’re pretty
good at that. (CA)

I can tell what kind of character he is you know. He would be one of those
that just, you could just see that. He would go out of his way, but as for
other doctors I’m not real sure about that you know. (A)

...clients will just go to drop in, bulk billing places at times when they need
something, and then they [the client] may link with a GP if they [the client]
find they got on well with the person... (CA)

Often participants outlined they or their clients adopting a strategy of having one GP that
they engage with for HCV-related issues, but maintaining non-disclosure with other GPs.
Engagement with a nurse trained to support PWHCV to gain appropriate care in a shared

care arrangement was also regarded as an effective strategy to maximise care for HCV.

I go between a couple of GPs. | also go out and see [name of doctor] out at
[surgery that has blood borne virus treatment specialty] and so yeah. He’s a
lot more reasonable. (A)

There’s a hep C place over at the [name of practice] over there and that’s
where my nurse is. You know they’re pretty supportive there. (A)
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5.5.2 Risk to confidentiality of sensitive information'®

Participants perceived a risk that disclosure of an HCV positive status in the context of the
GP-Patient relationship may lead to disclosure of this closely guarded information to their
wider contacts, with serious consequences. Some participants had not disclosed their HCV
status to their work, families, or their intimate partners. They reflected that their illicit drug
use was part of their past and that they should be in control of the decision to disclose any
of this information. These participants said that they were not suspected of a past drug

history and that this history would remain secure if they managed disclosure about HCV.

Well, I still haven’t told my parents. (A+CA)

... my partner doesn’t know and I’ll never tell him. | don’t think it’s relevant.
(A+CA)

Possible breaches of confidentiality by medical practitioners providing HCV related care,
were seen to diminish the non-disclosure choice of people affected by HCV. Participants
described people affected by HCV as being ‘on constant guard’ to protect this information.
The need for a person’s HCV status to be shared between health care workers was
guestioned, as the participants expected that all health practitioners should use universal
precautions to avoid transmission and considered that this would negate the need to share
this information in most circumstances. Where breaches of confidentiality had occurred,
this led affected participants to question whether the health practitioners involved in their
care understood the significance of their choice to limit the disclosure of their HCV positive

status.

... my kids got asked “Could you get your mum to ring the hospital
urgently?” and I’d made it really clear | have not told anybody in my family
about this, do not leave messages. (A+CA)

I used to tell them [health care workers] because, “It’s my responsibility of

blood you know, infectious blood”, and all that sort of thing. And then in at

the [name of hepatitis C support organisation] they said “Well actually it is
their responsibility. You don’t have to tell anybody.” (A)

16 An earlier version of the text in this section appeared in:
Scarborough, J., Miller, E. R., Aylward, P., & Eliott, J. (2017). ‘Sussing that doctor out.' Experiences and
perspectives of people affected by hepatitis C regarding engagement with private general practitioners in
South Australia: a qualitative study. BMC family practice, 18(1), 97. doi:10.1186/s12875-017-0669-2
Available at: https://bmcfampract.biomedcentral.com/articles/10.1186/s12875-017-0669-2
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HCV-affected participants reported feeling discomfort when their HCV status was recorded
on patient records. They felt that the standard practices associated with data collection and
patient records presented a risk to confidentiality and control of information. Participants
proposed that engagement with GPs was affected by these concerns and that they, or their
clients, had not disclosed information, and indeed, avoided returning to practices where

they had reluctantly disclosed.

Every worker can look up my records. Do | like that? No, | hate that with a
passion. (A+CA)

... this form, this is really bad, this form goes to the receptionist and the
receptionist keeps it there, puts whatever she wants, [it] sits on the
receptionist’s desk and then it gets given back to and given back to the
doctor. So, this form is floating all around the place... (A)

The understanding of the sharing of information was informed by participants’ involvement
in highly regulated opioid substitution programs. One participant perceived that this
healthcare was only available on the condition that they subjected themselves to the rules
of the program, including being tested for HCV, stating ‘/’'ve got to do a blood test soon.’ (A),
and that information would be electronically shared between the program and GPs, as ‘/t’s

all linked’ (A).

5.5.3 Risk of discrimination and negative judgement from GPs and change to
care provided .Y’

When engaging for care for HCV participants perceived that GPs may react negatively. Based
on their expectations and experiences, participants did not assume that GPs would be
willing to provide care for HCV-related issues in a non-discriminatory, non-judgemental way.
Participants stated they understood that GPs could develop negative attitudes to people
with a drug history due to being exposed to ‘drug seeking’ or ‘doctor shopping’ behaviour,

and categorised this reaction by GPs as somewhat reasonable. The majority of participants

17 An earlier version of the text in this section appeared in:
Scarborough, J., Miller, E. R., Aylward, P., & Eliott, J. (2017). ‘Sussing that doctor out.' Experiences and
perspectives of people affected by hepatitis C regarding engagement with private general practitioners in
South Australia: a qualitative study. BMC family practice, 18(1), 97. doi:10.1186/s12875-017-0669-2
Available at: https://bmcfampract.biomedcentral.com/articles/10.1186/s12875-017-0669-2
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detailed how they or their clients had participated in these behaviours to obtain drugs to be

used for non-medical purposes.

But you can’t blame the GPs being like they are because you’ve got no idea
what some people do to get drugs out of them. (A)

Depending on the doctor you could pretty much talk your way into getting
anything you want, but if you do want something in the future and you do
actually need it, they’re not going to give it to you if they’ve found out
you’ve lied.... (A)

Two participants described GP practices as ‘banning’ a patient in response to patient bad
behaviour and an expectation that if a patient was suspected of ‘doctor shopping’ or ‘drug
seeking,’ they may be banned. For one patient, such a ban meant that there was no primary

health care available in the local area.

...0f course, when they [patients] act up then they’ve got bans [from
attending GP practices] and things like that, so yes there are issues.... I've
got one client in [neighbouring rural town] that has been banned from every
clinic in [major rural centre] plus [neighbouring rural town within travelling
distance for client]. (CA)

One participant reported their perception there was a hurdle of stigmatisation to overcome
when telling a GP about drug use, which as a necessary step to getting help meant that help
was therefore not assured. This participant was affected by HCV and described approaching

GPs for help for drug issues as part of the process of engaging with them regarding HCV.

You don’t tell a doctor “I'm using drugs. Don’t help me please.” It’s a cry out
for help isn’t it? You know. Like it means if you get ignored you’re like “What
did | bother telling them for?” Especially when it’s such a frowned upon
thing. (A)

Whilst overt discrimination by GPs based on HCV status was not reported, a perception of

subtle changes to GP behaviour upon disclosure of HCV status was.
Yeah, just her [the GP’s] whole attitude like really changed towards, you
know there wasn’t that kind conversation anymore, yeah you know. (A)

Participants reported exposure to discrimination in other health care settings and this
exposure appeared to be incorporated into their calculation of expected risk, and increased

their expectation, of discrimination from GPs.
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...and he [surgeon] said “I see you’ve had treatment.” And | said, “Yeah but
it didn’t work.” And it was like he was on a rubber band; he flew back to the
back of his chair. ...and then he came up with all these excuses why |
couldn’t have this operation. (A)

Participants also described experiencing a shift of attributed identity upon disclosure—from
‘patient’ to ‘drug-addicted patient’, with an associated change to the care received. For
instance, participants related that they were prescribed drugs of dependence when their
HCV status was unknown, but that GPs would become extremely reluctant to prescribe
these drugs once aware of their HCV status. Some participants framed their past illicit drug
use as something that they had left behind and as not requiring treatment. Offers by GPs for
drug treatment were considered by these participants as well-intentioned, but misplaced

and irrelevant.

If I said you know, had injected drugs in the past they would always enquire
whether | needed ‘rehabilitation” and it was if ever | needed any pain relief, |
broke a rib once and the doctor said, “I can’t give you anything stronger
than Panadol unless | send you off for an X-ray.” (A+CA)

Some HCV-positive participants expressed fear of having important aspects of their lives
judged by GPs and other healthcare workers. In particular, participants expressed concern
that their decision to have children would be negatively judged due to the children being

‘exposed’ to the risk of transmission through household or in utero transmission.

... 've heard some horror stories of what people have you know experienced
with GPs and hospitals,...there’s even this feeling that you know you don’t
deserve to have children because you know the risk that you’re putting
them through... (A)

5.5.4 Uncertainty about the benefit of engaging with GPs about HCV!®

Based on perceived misinformation provided and information gaps from GPs there was
uncertainty about the benefit of engaging with GPs about HCV. Participants described that
they and other PWHCV had developed knowledge about HCV, sometimes over the long

duration since diagnosis. They proposed that their HCV knowledge could sometimes exceed

18 An earlier version of this text appeared in
Scarborough, J., Miller, E. R., Aylward, P., & Eliott, J. (2017). ‘Sussing that doctor out.' Experiences and
perspectives of people affected by hepatitis C regarding engagement with private general practitioners in
South Australia: a qualitative study. BMC family practice, 18(1), 97. d0i:10.1186/s12875-017-0669-2
Available at: https://bmcfampract.biomedcentral.com/articles/10.1186/s12875-017-0669-2
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that expected of their GPs: ‘I...found out what | could and what | needed to know.’ (A). The
difficulty of GPs keeping abreast of all of the detail of the conditions that they encounter

was often acknowledged by participants.

...hep C [is] not fully understood by GPs and I’'m not blaming them for that,
just ‘cause they’re trying to grapple with so many attends [sic], that’s
impossible. (A)

Some participants also acknowledged that they had misunderstood what they had been

told: ‘I didn’t understand | had hep C' (A+CA).

Most participants reported that HCV-affected people had accumulated experiences of being
provided what they perceived to be inadequate or inaccurate information by GPs in regard
to HCV. This perception contributed to a lack of certainty by participants that GPs would
provide accurate, up-to-date information regarding HCV. Some participants spoke of errors
by some GPs, which they attributed to GPs limited knowledge about HCV testing, sometimes
leading to serious repercussions for patients. A participant stated one of their clients was
given a diagnosis of HCV, which subsequently found to be incorrect. Another stated that

they had been told that they had cleared the virus when they had not.

..She believed she had hep C for over 12 years and was in [rural town] and
the GP had never done a PCR test [PCR test that is required to confirm
active HCV infection]. (A+CA)

... l was told that my bloods functions were back to normal and that | had
cleared the virus. Not knowing any different | believed it.... (A)

Some participants affected by HCV articulated previous gaps in their knowledge about
transmission and suggested that GPs had missed opportunities during consultations to
provide such important information. For example, it was reported that GPs did not provide
safe-injecting information to those patients they knew injected illicit drugs, or did not

provide information about household transmission to people with a diagnosis of HCV.

Just didn’t tell me how it was passed on or anything like that. I’d been
seeing this guy [GP] on and off for 20 years so he know [sic] all my
background and everything anyway so | suppose he didn’t even think to
mention anything to me... (A)

Some HCV-affected participants stated that they had an incorrectly reduced perception of
harms associated with HCV based on what a GP had told them, or from the GP’s lack of
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follow-up or encouragement to enter treatment. Some participants expressed unease that
clients were not appropriately monitored by GPs, with blood tests or liver scans, for

example.

| took the doctors on their word and pretty much didn’t worry about it.
(A+CA)

...doctors are telling people that you know that they [alanine
aminotransferase levels which indicates liver damage or disease] might be
slightly elevated but, “that’s OK so don’t worry about it,” so they’re not
actually giving them information. So as long as you’re not experiencing
symptoms then it’s OK. (A+CA)

I am aware that some GPs never do bloods and they don’t seem to monitor
people that even if they know that clients got hep C... (CA)

Several participants who had delayed antiviral treatment as a consequence of a perceived
lack of GP concern stated their specialists had indicated that the delay had caused negative

effects on their health by the time they commenced treatment.

I did ask doctors that question, “Is that OK?” and they would say, “Yes” now
the specialists say, “No mate you should have had this years ago” (A+CA)

5.5.5 Perception of treatment affecting engagement.?

PWHCV may decide to not engage with GPs regarding HCV if they had decided not to have
the interferon-based treatment available at the time or thought engagement would not lead
to the provision of antiviral treatment. This study was conducted whilst the new DAAs were
in the trial phase and several participants who were affected by HCV spoke of the potential
of new treatments to have fewer side effects, contributing to their decision to delay
consideration of treatment. Participants indicated that they would revisit their decisions

regarding antiviral treatment when the new treatment was available.

They [specialist at tertiary hospital] said that in the future there’d be
medication coming out but at the moment | can’t get this [interferon-based]
medication because it’s [HCV] not really bad yeah. (A)

1% An earlier version of the text in this section appeared in:
Scarborough, J., Miller, E. R., Aylward, P., & Eliott, J. (2017). ‘Sussing that doctor out.' Experiences and
perspectives of people affected by hepatitis C regarding engagement with private general practitioners in
South Australia: a qualitative study. BMC family practice, 18(1), 97. doi:10.1186/s12875-017-0669-2
Available at: https://bmcfampract.biomedcentral.com/articles/10.1186/s12875-017-0669-2
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Obtaining a referral for treatment by a specialist (required for previous interferon-based
treatment) was the only rationale provided by many participants for engagement with a GP
about HCV-related issues. Accordingly, patients deciding against this treatment at the time

did not consider any benefit from engagement with GPs about HCV.

I mean the only basic help like that that they [GPs] could do for you is, you
know, is write you out a referral to somewhere else but I’'ve never seeked
[sic] help before for my liver problem because of that reason. (A)

Negative perceptions and experiences about the physical side-effects of treatment were
relayed by participants and some had decided that treatment was not currently an option

for them.

One of my friends went on that thing [antiviral treatment for HCV] to get rid
of it but she got really sick from it .... Yeah, it dehydrated her brain; she
nearly died... (A)

One participant reported that their GP held negative views of the available
antiviral treatment and this had led to him refusing to make a referral for a
HCV-related investigation or for antiviral treatment: “He was quite clear
that | shouldn’t have that ...”. (A)

Finally, some participants who had sought HCV antiviral treatment at tertiary centres cited
situations in which the treatment had not been provided, despite their GP providing them
with the required referral and even where the GP had actively followed up the progress of
the referral. This led to a perception by participants that engagement with GPs was an

ineffectual pathway to antiviral treatment for HCV.

But he’s [the participant’s GP] put referrals in through the [tertiary hospital
#1] but | don’t hear anything about the referrals ay. (A)

..you get an appointment and then they [tertiary liver clinic] pretty much
give you a blood test and then they say, “Come back in six months.” (A)

Patients’ experience with tertiary liver clinics when seeking interferon-based HCV treatment
may affect their ongoing engagement for DAA treatment. Patients may perceive that there
is no urgency to enter DAA treatment after engaging with an HCV specialist and receiving no
treatment. While most patients are able to be provided DAA treatment by GPs, patients
previously referred to tertiary centres may not be aware of this development and not return

to a GP to engage for this care.
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5.6 Discussion %°

This study took place in the era of interferon-based treatment before the availability of the
radically improved DAA, and before the extension of prescribing rights to GPs. However, as
the main findings related to the nature of disclosure and decision making around
engagement with GPs and these findings are relevant to the current context. Most
Australians (including all participants) access private, federally-subsidised GPs for their
healthcare (Australian Bureau of Statistics, 2019) and for the majority of PWHCV in
Australia, DAA can be delivered via private GPs (Hepatitis C Virus Infection Consensus
Statement Working Group, 2018). While the treatment for HCV has undergone a remarkable
transformation, these advances do not guarantee that PWHCV will engage with GPs in

private general practice for this care.

To engage with GPs to access DAA in this setting, involves PWHCV negotiating disclosure,
due to the invisible nature of HCV (Harris, 2009). For people with a diagnosis of HCV to
access this treatment, they need to disclose their HCV status and be willing to engage with
GPs about this issue. For people with un-diagnosed HCV, a trigger is needed for HCV testing
to occur. This trigger may involve patient disclosure of HCV risk factors to the GP, or during
other clinical investigations, for example, an unexplained abnormal liver test result (Iser &
Ryan, 2013) or pregnancy (Homer, Oats, Middleton, Ramson, & Diplock, 2018). The
diagnosis of HCV is then disclosed to the GP requesting the test. During ongoing care with
GPs, further negotiation of disclosure may be involved, for example during patient history
taking. The introduction of new treatment does not alter the requirement for disclosure or

fundamentally change patients’ perceptions about disclosure (Fry & Bates, 2011).

The aim of this study was to better understand the experiences and perceptions of people
affected by HCV regarding engagement between GPs and patients about issues relevant to
HCV. Based on this understanding the way that the problem of increasing the provision of
DAA by GPs in private general practice is framed can be deconstructed (Bacchi, 2009, 2016).

Through this process underlying assumptions can be identified, and current interventions

20 An earlier version of the text in this section appeared in:
Scarborough, J., Miller, E. R., Aylward, P., & Eliott, J. (2017). ‘Sussing that doctor out.' Experiences and
perspectives of people affected by hepatitis C regarding engagement with private general practitioners in
South Australia: a qualitative study. BMC family practice, 18(1), 97. d0i:10.1186/s12875-017-0669-2
Available at: https://bmcfampract.biomedcentral.com/articles/10.1186/s12875-017-0669-2
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based on these assumptions can be critiqued. This process can be used to guide the
development of new interventions aimed at private GPs to reduce barriers to and improve

the provision of best practice care, including DAA, for PWHCV in this setting.

5.6.1 Patient’ decisions about engagement?!

Like the general Australian community, people affected by HCV viewed GPs as a source of
general healthcare (Australian Government - Department of Health, 2016b), potentially
including issues related to HCV. Several participants reported being highly satisfied with the
care provided by individual GPs including specific care for their HCV. This notwithstanding,
they and other participants also relayed negative experiences and perceptions about
engagement with GPs for HCV-related care. Consequently, participants often described
people affected by HCV developing a strategy of ‘sussing’ out doctors before engaging and
disclosing either an HCV diagnosis or risk factors, to individual GPs. The process involved
weighing up the perceived risks and the perceived benefits and then deciding whether

engagement and disclosure were worthwhile.

The disclosure strategies of participants mirrored ‘strategic outness’ coined by Orne (2011),
whereby gay men manage, on an ongoing basis, who, how and why other people learn
about their homosexuality. However, it is important to note how the disclosure of
homosexuality and the disclosure of HCV, which is associated with IDU, differ. Participants in
Orne’s study were described as ‘gay men’, indicating that this aspect of their identity was
fixed (Orne, 2011). However, PWHCV may never have been involved with IDU, and where
they have been involved, this involvement may not be a fixed aspect of their identity. In
addition, Orne’s study (2011) was conducted in a context where homosexuality was
decriminalised, and homosexuality was finding greater community acceptance. In contrast,
while Australia has a policy of harm minimisation, most commonly injected drugs remain

illegal (Australian Government - Department of Health, 2017) and IDU is stigmatised in

21 An earlier version of the text in this section appeared in:
Scarborough, J., Miller, E. R., Aylward, P., & Eliott, J. (2017). ‘Sussing that doctor out.' Experiences and
perspectives of people affected by hepatitis C regarding engagement with private general practitioners in
South Australia: a qualitative study. BMC family practice, 18(1), 97. doi:10.1186/s12875-017-0669-2
Available at: https://bmcfampract.biomedcentral.com/articles/10.1186/s12875-017-0669-2
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Australia (Broady et al., 2020). Additional considerations are involved when disclosure is

contemplated within a patient-GP relationship.

Participants acknowledged the difficulties for GPs dealing with ‘doctor shopping” and other
‘drug seeking’ behaviour (Claire Van Hout, 2014; Martyres, Clode, & Burns, 2004) and,
particularly where they had previously participated in it, expressed sympathy for doctors
required to deal with such behaviours. The honest disclosure of current illicit drug use to a
GP, however, would be illogical if the person was attempting to obtain drugs of dependence
without genuine need. This is more likely to represent an attempt to elicit care for HCV, or a
health issue related to drug use. Faced with this situation, GPs might offer people a range of
information to prevent harm, for example, brochures regarding prevention of transmission
of blood-borne viruses. In addition to the benefits for patients receiving opioid substitution
treatment (Teesson M et al., 2006; White, Dore, Lloyd, Rawlinson, & Maher, 2014), GPs may
find that drug-seeking behaviour is reduced when they offer such treatment (Scarborough

et al.,, 2011).

As reported in previous studies (Day et al., 2004; Fry & Bates, 2011; Gifford et al., 2005;
Hopwood & Treloar, 2004; Hopwood et al., 2006; MacNeil, 2012), many of these risks
considered by participants when disclosing, were related to stigma, but several other factors
also contributed to the decision-making process. If GPs are aware of the decision-making
process that people affected by HCV undertake, the GPs can utilise strategies aimed at
reducing their doubts and increasing their perceptions of benefit about the care they will

receive, and tip patients’ decisions towards disclosure and engagement.

5.6.2 Expectations??

Based on their expectations and experiences participants did not assume that all GPs would
be willing to provide care for HCV-related issues in a non-discriminatory, non-judgemental
way. Expectations are formed overtime and can be influenced by personal experience and

witnessed experiences (Orne, 2011). Importantly, no participant described overt

22 An earlier version of the text in this section appeared in:
Scarborough, J., Miller, E. R., Aylward, P., & Eliott, J. (2017). ‘Sussing that doctor out.' Experiences and
perspectives of people affected by hepatitis C regarding engagement with private general practitioners in
South Australia: a qualitative study. BMC family practice, 18(1), 97. doi:10.1186/s12875-017-0669-2
Available at: https://bmcfampract.biomedcentral.com/articles/10.1186/s12875-017-0669-2
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discrimination associated with HCV by GPs. Discrimination in other settings, including health
settings, was described, and these experiences appeared incorporated into participants’
expectation of encountering discrimination from GPs. Displaying posters and other
information in the waiting room about HCV or drug use can signal to patients that the
practice is willing to provide care for these conditions. This material would be timely as our
participants’ responses indicate that when the new DAA therapies were available, people
affected by HCV would reassess their previous decision to not enter treatment. Additionally,
publicity surrounding these new treatments may prompt people who are undiagnosed to
consider their risk of exposure, and the presence of this material in the waiting room may

prompt them to seek testing at the practice.

5.6.3 Changes to usual care based on limited perceptions of drug use??

Upon disclosure of an HCV diagnosis to GPs, some participants recounted experiences of
unwelcome changes to their usual care, which precipitated reluctance to disclose to other
practitioners in the future. Unwillingness to prescribe drugs of dependence and focussing on
the patient’s ‘drug-use problem’ were reported by participants as examples of GPs’
reactions following disclosure of their HCV-status. Participants expressed a frustration that,
whilst well intentioned, this change appeared to reflect GPs’ incorrect assumptions
concerning ‘inherent’ relationships between HCV and ‘current’ drug addiction, when in fact
there is a great deal of heterogeneity of the population affected by HCV regarding such
behaviours or identities (Hajarizadeh et al., 2017; Swan et al., 2010; White et al., 2014).

Whilst drug addiction is often described as a ‘chronic relapsing disorder’ (Badiani, 2014), not
all PWHCV are, or have ever been, addicted to drugs (Hajarizadeh et al., 2017; Larney et al.,
2015; Swan et al., 2010; White et al., 2014). Studies of the natural history of injecting drug
use have been criticised as biased and therefore the conclusions reached are unreliable
(Larney et al., 2015). For instance, where people were recruited from populations with
engrained patterns of IDU, the persistence of IDU may be overestimated (Larney et al.,
2015). Confusion about the persistence of IDU is also reflected in the commonly used term

‘people who inject drugs’ (PWID). The word ‘who’ implies currency, but the term is applied

23 As above.
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to cover a range of groups, including people defined as ‘former’ PWID (Larney et al., 2015).

Patterns or significance of drug use by PWHCV, should not be assumed by GPs.

The significance of illicit drug use to a person’s self-identity may vary over time and between
individuals, as demonstrated by participants in this study. A concept developed by Spencer-
Oatley (2007) can be applied to understand the heterogeneity of the significance of drug use
to an individual. This author proposed that individuals perceive and evaluate a self-aspect of
themselves using a set of criteria including currency, centrality, valence (degree of attraction
or aversion) and actuality (ideal versus actual). The application of these criteria to the illicit
drug use described by participants, captures differences in the way that drug use is viewed
by individuals and can be contrasted to the perception that participants felt that GPs had to
drug use. Participants reported that PWHCV were treated at all times by GPs as though illicit
drug use was the central and active, ongoing issue for their patient with HCV. Part of GPs
treatment of this ‘problem’ of illicit drug use was aimed at transforming patients to a state
of having aversion to this behaviour (expressed as shame) and changing the patient’s actual
state of drug use to what the GP perceived as an ideal state - that is being abstinent from
drugs. Many participants described their drug use in a way that contrasted to the
perspectives of GPs. Some participants described drug use as an aspect of their identity that
was historical and that was never central to their self-identity. In effect they had acquired
HCV through IDU, but they had no ongoing problem with drug use. Another participant also
did not perceive their current IDU as a ‘problem’, as they felt that they were someone who
could ‘chose to use’ drugs. This aspect of their lives was not perceived as central and they
had no aversion to their current drug use. When GPs are assessing whether a patient has
any drug issues, eliciting the significance of drug use to the patient would allow GPs to

provide targeted care.

Where patients are willing GPs can play an important part in addressing patients’ drug-use
issues (British Medical Association, 2013) but should not assume that all patients presenting
for HCV management require treatment for drug use. It is good practice for GPs to
consistently exercise caution prescribing drugs of dependence (Badiani, 2014), but the use
of these drugs are warranted to treat many conditions. In these circumstances, GPs should

not deny drugs of dependence to patients based on the patient’s HCV status or even
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reported drug issues, but should exercise clinical judgement using appropriate safeguards

when prescribing (Badiani, 2014).

5.6.4 Risk to confidentiality of sensitive information?*

A source of concern for some participants was the loss of control of their information, with
the subsequent risk to the confidentiality of sensitive information and potential associated
serious consequences. Open disclosure within the patient-doctor relationship did not
equate with disclosure to family, intimate partners, friends, or during employment. These
participants wanted to avoid exposure to stigma due to their HCV status and their past
injecting drug behaviour if this became known (Fry & Bates, 2011; Miller et al., 2012; Treloar
& Rhodes, 2009). Australian general practice standards (The Royal Australian College of
General Practitioners, 2015) require practices to adhere to policies regarding the protection
of patient information. Routinely informing all patients that these systems are in place,
would reduce fear, and encourage open and honest disclosure, about sensitive information,
in particular drug-related or HCV-related conditions. Participants wanted to be reassured by
their GP that their information would only be shared with their explicit permission, and only
when relevant. Even when confidentiality policies are strictly adhered to, concerns about
privacy may still be held by the patient. Being provided reassurance about this aspect of

care is an important way to address concerns and improve engagement.

5.6.5 GP knowledge of HCV and treatment?®

Participants recognised the difficulty of GPs maintaining in-depth knowledge over the wide
scope of their work, yet, as reported elsewhere (Stevenson, Kerr, Murray, & Nazareth,
2007), it was common for participants to be critical of the information provided by some
GPs regarding HCV. It is unsurprising that participants had a high level of knowledge

underpinning this judgement as many had actively accumulated knowledge since receiving

24An earlier version of the text in this section appeared in:
Scarborough, J., Miller, E. R., Aylward, P., & Eliott, J. (2017). ‘Sussing that doctor out.' Experiences and
perspectives of people affected by hepatitis C regarding engagement with private general practitioners in
South Australia: a qualitative study. BMC family practice, 18(1), 97. doi:10.1186/s12875-017-0669-2
Available at: https://bmcfampract.biomedcentral.com/articles/10.1186/s12875-017-0669-2
25 An earlier version of the text in this section appeared in:
Scarborough, J., Miller, E. R., Aylward, P., & Eliott, J. (2017). ‘Sussing that doctor out.' Experiences and
perspectives of people affected by hepatitis C regarding engagement with private general practitioners in
South Australia: a qualitative study. BMC family practice, 18(1), 97. doi:10.1186/s12875-017-0669-2
Available at: https://bmcfampract.biomedcentral.com/articles/10.1186/s12875-017-0669-2
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their HCV diagnosis, had health related qualifications, and/or worked with clients affected
by HCV. For PWHCYV to be convinced that it is worthwhile to engage with a GP for DAA, it is
important for GPs to be able to demonstrate up-to-date knowledge about HCV diagnosis
and treatment. PWHCV seeking care may be made aware of training by GPs at the general
practice level, for example on general practice websites, or via registers of GPs who have

undergone training, on state HCV organisations’ websites.

5.6.6 Continuity of care

In general, patients value continuity of care with a GP (Jackson & Ball, 2018; Wright &
Mainous lll, 2018), which can be defined as “when a patient has an ongoing sense of affiliation,
collaboration and trust with a single provider.” (Jackson & Ball, 2018, p 662). Continuity of care
is reported to maximise patient health and as being at the core of the ideal GP-patient
relationship (Gray, Sidaway-Lee, White, Thorne, & Evans, 2018; Hofer & McDonald, 2019;
Jackson & Ball, 2018; Wright, 2019). A study into the provision of interferon-based
treatment for HCV by GPs (Hopwood & Treloar, 2013) found that patients appreciated the
continuity of care afforded by this arrangement. However, as patients in the study had
entered treatment, disclosure of the diagnosis of HCV was no longer in play. In addition,
these patients were receiving OST from their GPs so previous IDU disclosure was highly
likely and the GP-patient relationship had continued upon disclosure. For many patients, the
HCV disclosure may not have occurred with their usual GP. Participants in Study 2 described
varying levels of HCV and risk factor disclosure during GP engagement, and perceived that

without disclosure, GPs would remain unaware of a diagnosis of HCV or HCV risk factors.

PWHCV may face dilemmas that have not previously been described when they value
continuity of care and are in pursuit of the best care for their HCV. For PWHCV, the
continuity of care with their GP may be perceived as at risk if the GP reacts negatively to
their disclosure. Such a perception of risk was described by participants in respect to their
usual care (as previously discussed in section 5.6.3.). This effect would be amplified if
patients are not confident in their GP’s ability to provide best practice care for HCV, and do
not perceive that benefit is guaranteed by raising this issue with their regular GP (as
previously discussed in section 5.6.5.). PWHCV may benefit from breaking their affiliation

with a single provider and seeking care from an alternative provider. These people may visit
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another GP for care not associated with HCV to ‘suss’ them out, before risking disclosure.
Findings in this study were that PWHCV may adopt a strategy of disclosing to one GP and
non-disclosure with another. Lack of continuity of care may not have any particular

association with patients’ management of HCV disclosure.

In line with a significant proportion of the Australian population, continuity of care with one
GP may not be experienced by PWHCV (Hofer & McDonald, 2019; Jackson & Ball, 2018).
There are many other reasons that people may attend more than one GP (Hofer &
McDonald, 2019) and, outside of market forces, there are no restrictions on doing so. There
have been issues identified with continuity of care, including limited timely access to the GP,
complacency of the treating GP leading to errors or omissions in care, and the chance that
GP-patient relationship involves a poor-quality partnership (Hofer & McDonald, 2019).
Participants in this study reported that they did not return to a GP practice where they had
reluctantly disclosed their HCV status. When considering interventions to improve the
provision of DAA by GPs, it cannot be assumed that continuity of care exists for PWHCV, nor

that promoting continuity of care is unproblematic for patients with HCV.

5.6.7 Limitations®®

The experience and perspectives of the participants in this study may not match those of all
PWHCV. Additional research that involves recruitment of participants from more diverse
populations, for example specific migrant groups, is warranted to determine whether the
findings apply to these populations. In particular the lack of participants who identify as
Indigenous Australians is a limitation to this study. As outlined in sections 3.7.1 Ethics
approval process and 3.7.2 Ethical considerations, the sites selected for recruitment of
people affected by HCV included, and were overrepresented, by Indigenous people.
However, | understood that my capacity to attract Aboriginal and Torres Strait Islander
peoples as participants, particularly male participants, was limited due to being a non-
Indigenous woman, with no strong networks within the Indigenous community. As part of

the ethics application to the Aboriginal Health Research Ethics Committee, modifications

26 An earlier version of the text in this section appeared in:
Scarborough, J., Miller, E. R., Aylward, P., & Eliott, J. (2017). ‘Sussing that doctor out.' Experiences and
perspectives of people affected by hepatitis C regarding engagement with private general practitioners in
South Australia: a qualitative study. BMC family practice, 18(1), 97. doi:10.1186/s12875-017-0669-2
Available at: https://bmcfampract.biomedcentral.com/articles/10.1186/s12875-017-0669-2
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were suggested and subsequently adopted to the recruitment material and process, with
the aim of maximising participation by Indigenous participants. However, no Indigenous
people chose to participate in the research. Further research with Indigenous Australian
participants is necessary to determine if the findings are applicable to this population, to
identify any additional beliefs or practices that may contribute to their perspectives and
experiences, and to outline the implications of same for best practice care (Braunack-Mayer

& Gibson, 2017).

A further potential limitation of this study is that the findings in one Australian state (SA)
may not be generalisable to jurisdictions where different systems of primary medical care
exist, and other dynamics are present. Experiences of stigma have, however, been reported
internationally (Miller et al., 2012) and our findings will be relevant wherever HCV-affected
people face decisions about managing disclosure and engagement when seeking primary

healthcare.

This study was conducted before DAAs for HCV options became widely available in Australia
and this forms another potential limitation. Although participants indicated that they would
reassess entering treatment when new DAAs became available, people would need to be
assured that they could access this treatment via GPs; some may not engage and disclose if
they perceive the associated risks to be too high. Understanding the patient decision-
making process regarding engagement with GPs will therefore still be relevant in the era of

DAA HCV treatment availability.

5.7 Chapter summary

The aim of Study 2 was to gain further understanding of the patient component of the
dynamic adaptive complex system in which engagement for care for HCV takes place. The
main finding of this study is the identification of the varied considerations made by PWHCV
regarding engagement for care and how these considerations contribute to the decision
regarding engagement for HCV treatment. These findings inform interventions aimed at
reducing the perception of potential negative outcomes and increasing the perception of
potential benefits and sway PWHCV to engage with GPs for HCV care. PWHCV had mixed
experiences and perceptions regarding the provision of care for HCV by private GPs. The

experiences of some participants demonstrated that patients could be highly satisfied by
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care provided by GPs, but also revealed gaps in care and negative expectations of care from
GPs. These experiences and perceptions could affect patient engagement for care in this

setting.

An important aspect of patients’ decisions to engage for treatment for their HCV, was their
perception of the effect of disclosure. Patients may have been aware of their HCV status and
felt that disclosure of this to their GPs providing them with care, was necessary to maximise
their care. However, a perception that potential risks of disclosure existed. These risks
included exposure to discrimination, risks to confidentiality of sensitive information and
withdrawal of usual care. In coming to a decision about whether to disclose or not, patients
weighed up these potential risks against potential benefits or engagement. Potential
benefits were perceived as relying on the likelihood of the GP being willing and competent
to respond appropriately regarding the provision of care for HCV. Based on previous

experience this was not perceived as guaranteed.

Continuity of care between a patient and a GP, has been promoted as positive for patient
outcomes. However, people with HCV may perceive that the continuity of care with their GP
may be at risk if the GP reacts negatively to their disclosure of HCV or associated risk factors.
Patients may also be reticent to disclose if they are uncertain about the ability of GPs to
provide appropriate care for their HCV. In these cases, patients may benefit from adopting a
strategy of engaging with more than one GP. As with the general population, PWHCV may
not experience continuity of GP care. The risk, or perception of risk, to patients’ existing
access to continuity of care should be considered when planning interventions. The

occurrence of continuity of care for patients with HCV should not be assumed.
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CHAPTER 6.
STUDY 3 — GPS’ ENGAGEMENT IN THE PROVISION OF CARE FOR HCV
IN PRIVATE GENERAL PRACTICE.

6.1 Introduction

In this chapter | will present the results of Study 3 regarding GPs’ experiences and
perceptions of engagement in the provision of care for HCV in private general practice. This
study took place in 2018 and involved undertaking semi-structured interviews with nine
participants. Invitations to participate (Appendix 8: Recruitment material Study 3) were
included in the DASSA newsletter for clinicians involved in the South Australian OST
program, distributed to the Hepatitis SA GP mailing list, and sent directly to general
practices and/or GPs targeted as part of the purposive sampling strategy (see section 3.7.3.
Recruitment). Invites were targeted to achieve a purposive sample, however there were no
inclusion or exclusion criteria and if any South Australian GP wished to be involved in the
study they would have been included. While the primary target of recruitment were GPs,
mention of practice staff was included in the recruitment material. One GP participant
indicated that they undertook a team approach to the provision of DAA in their practice and
that two practice nurses were keen to share their experiences of provision of this care. The
final sample included these two practice nurses and seven GPs. The sample included
participants who had a range of involvement in DAA, including current, past and no
involvement in the provision of this treatment. Transcripts of the interviews formed the
data that was then thematically analysed. The analysis provided an understanding of the GP
(and practice nurse) component involved in the provision of DAA. Together with the findings
of Study 1, which examined the healthcare system component and Study 2, which examined
the patient component, | sought to understand the complex adaptive system which formed
the context in which DAA was provided. This understanding will inform recommendations to

increase the provision of this treatment discussed in Chapter 7.

6.2 Research question

Study 3 was conducted to answer the following research question:
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3. What are the experiences of GPs in private general practice about the
provision of care for people with or at risk for HCV and how does this

affect their perceptions of engagement in this care?

6.3 Background

Adhering to the philosophy of pragmatism, | will begin by describing the context in which
Study 3 took place (see Section 3.2). As the context of the research includes the setting of
private general practice, | will outline the concerns within this sector at the time. Aspects of
the topic of prescribing of DAA including the right to prescribe, training, resources, and
advice to patients will be described. GPs with experience as OST prescribers in South
Australia were involved as participants in the research (n=4) (see Section 3.8.4) and some
background data is provided about OST provision in private general practice in South

Australia when the study was conducted.

6.3.1 Private general practice issues

At the time of Study 3, there was widespread concern among GPs about aspects of the
business model of general practice and renumeration for their work, with GPs ranking
Medicare rebates as a priority health policy issue (Royal Australian College of General
Practitioners, 2018b). This finding was in the context of the Medicare rebates ‘freeze’ being
in effect since November 2013 (Hendrie, 2019; Scott, 2017) and during the lead up to the
2019 Federal election, where the operation of Medicare was a political issue (Australian
Medical Association, 2019). There was also continued debate around the effect on
renumeration for the practice of bulk-billing (Bartone, 2017), particularly in relation to a
move towards corporate ownership where the business model is more likely to involve all
patients being bulk-billed (Scott, 2017). In 2017, most GPs worked in group practices with
only 5% of GPs reporting working in a solo practice. The proportion of GPs who owned
practices had decreased to 22% in that year. Corporate ownership of practices was
subsequently increasing, however 66% of GP still worked in non-corporate practices (Royal

Australian College of General Practitioners, 2018b).
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6.3.2 GPs’ right to prescribe DAA

The study interviews took place between May and November 2018, more than two years
since GPs were authorised to prescribe DAA in consultation with specialists in March 2016
(Haridy et al., 2018; Wade et al., 2018). The extension of prescribing rights to all GPs was a
strategy implemented to expand workforce capacity so that rates of providing DAA were
increased to a level whereby ‘elimination’” of HCV could be achieved (Hepatitis C Virus
Infection Consensus Statement Working Group, 2016). When DAA became available, there
was a small number of GPs categorised as ‘experienced’ across Australia, who could
independently prescribe DAA (Haridy et al., 2018; Wade et al., 2018), but there were

insufficient numbers to provide significant capacity (Sud et al., 2018).

6.3.3 Organisational support for GPs to prescribe DAA

There was a variety of training, tools and resources available to encourage and equip
additional GPs to prescribe DAA from a range of organisations at the time of Study 3. The
Gastroenterological Society of Australia developed consensus recommendations for the
management of HCV in 2016 (Hepatitis C Virus Infection Consensus Statement Working
Group, 2016), which presented advice from experts in the field. These recommendations
were updated in 2017 and again in 2018 (Hepatitis C Virus Infection Consensus Statement
Working Group, 2017, 2018). Training regarding care for PWHCV, including prescribing of
DAA, was made available across Australia and included face-to-face and online training by
the Australasian Society for HIV, Viral Hepatitis and Sexual Health Medicine (ASHM) (ASHM,
2017, 2018). HCV education provided by ASHM was attended by 1326 health care
professionals in 2016-2017, 845 health care professionals in 2017-2018 (ASHM, 2019a) and
304 doctors in 2019 (ASHM, 2019a). Resources for GPs have been developed and updated
overtime, for example ‘HCV New Treatments Quick Reference Tool’ and ‘Decision-making in
HCV’ (ASHM, 2017). Viral Hepatitis Nurses (VHNs) based in metropolitan Adelaide, were
employed by the State Government to work in shared arrangements with GPs for patients
with HCV and to provide links to public hospital specialists (Government of South Australia -
SA Health, 2017). The VHNs also provide support directly to PWHCV and are based either in
tertiary liver clinics or in the community (Government of South Australia - SA Health 2019).

Specialists including gastroenterologists, hepatologists and infectious diseases physicians
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are based at tertiary outpatient clinics and are available for consultation with GPs regarding

DAA (Haridy et al., 2018).

6.3.4 Use of the remote consultation form

To facilitate consultation with specialists, remote consultation forms (Appendix 1) were
developed to collect standard information (Gastroenterological Society of Australia, 2019)
and have been used by GPs to fulfil this requirement (Haridy et al., 2018). The four public
tertiary referral centres in South Australia (all based in metropolitan Adelaide) were
involved in providing over 85% of consultations to South Australian GPs, from March 2016
to February 2017 (Haridy et al., 2018). The completion of the form was designed to guide
the medical practitioner through the pre-treatment assessment and selection of regimen
process, and to form the basis for specialist to provide feedback. The information collected
in the form includes HCV history, intercurrent conditions, prior antiviral treatment, current
medications, laboratory results (including HCV genotype and HCV RNA level), liver fibrosis
assessment by elastography or serum biomarker, and the GPs’ treatment regimen choice.
Links to relevant resources are provided on the form, for example HCV treatment drug
interactions as well as guides for clinical decision-making (ASHM, 2019b). The process
involves the GP submitting the completed form, which is then reviewed within the specialist
unit. If no further information is required, the form is returned to the GP with confirmation
of the regimen selected by the GP or with an alternative recommendation from the
specialist unit (ASHM, 2020b). Since the study took place, a central web-based hub has been
developed where the forms can be submitted online, reviewed by a specialist who is highly

experienced with HCV treatment and returned within 24 hours (ASHM, 2020b).

6.3.5 Advice for PWHCV about accessing DAA

At the time of this study PWHCV were advised to see ‘their’ doctor or their ‘usual’ doctor to
get DAA, with the announcement of the Federal Government subsidisation of DAA, by the
Health Minister, Ms Sussan Ley including the advice that: “...people with Hep C to consult their
doctor about the best course of treatment for them.” (Ley, 2016, p 2). Hepatitis Australia
launched a national campaign in 2018 called Test, Cure, Live to encourage PWHCV to:
“...speak to their doctor and find out about being free from hepatitis C.” (Cameron, 2019, p 6).

Over time a shift to this messaging occurred, with a move away from patients being directed
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to their GP, to patients being directed to a national information service. For example, on the
Australian government funded Healthdirect website that aims to provide “quality, approved
health information and advice” (Healthdirect, 2018b, p 2), under the topic of HCV, the advice
provided to patients is: “For more information on how to get treatment, contact the National
Hepatitis Info Line on 1800 437 222.” (Healthdirect, 2018a, p 2). On the Hepatitis Australia
website more detailed advice is included: “Your usual GP can now prescribe the new DAA
medicines to cure hepatitis C, but they may seek advice from a specialist if they do not have a lot of
experience with treating hepatitis C.” (Hepatitis Australia, 2019a, p 2). Any evaluation of the

extent to which these messages reached PWHCV has not been reported to date.

6.3.6 Provision of opioid substitution in private general practice in South
Australia.

At the time of the study approximately 50 active accredited GP prescribers and
approximately 170 non-accredited prescribers were working in private general practice, and
held authorities to prescribe OST for approximately 1500 and 270 patients respectively
(Australian Government - Australian Institute of Health and Welfare, 2020b). The number of
OST prescribers working in private general practice and the number of patients on the
program attending at these sites, has remained stable over time. There was a range of
authorities for OST held by the individual OST prescribers, ranging from approximately 160
authorities held by one GP, down to one authority. Even for the few accredited prescribers
who held a relatively high caseload of authorities, this represents a low proportion of their
overall patient population to which they provide services. As there are several practices
where there is more than one OST prescriber located, the number of general practices
where OST is prescribed is less than the number of OST prescribers in South Australia. There
has been an uneven spread of OST prescribers across the state with some rural regions
having no accredited OST prescribers, requiring patients to travel significant distances to

access OST (Le, 2019).

6.4 Results

All interviewed GPs (n=7) indicated experience in providing antiviral treatment to patients
with HCV, six GPs had prescribed DAA, and four were currently providing this treatment to

patients in their private general practice. Three GP participants were current, active,
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accredited prescribers of OST, one had formerly been an accredited prescriber of OST and
three had not been involved in OST prescribing. Two practice nurses were also interviewed,
as they worked as a team with the GP at their practice to provide care for their patients

receiving DAA.

Quotes from all participants were selected as part of the analysis. Quotes that are
unlabelled were provided by GP participants and where the nurse participants quotes were
used these were labelled “(Nurse)”. To protect the confidentiality of participants the quotes
were de-identified. Where more than one quote within a paragraph is from the same
participant, this is indicated with the use of “and”, otherwise the quotes are provided from

a number of participants.

During the semi-structured interviews, participants related their experiences and
perceptions about the provision of DAA in private general practice. The three major themes
identified during the analysis of the interviews conducted for Study 3 were ‘Fitting DAA into
GPs’ scope of practice’, ‘PWHCV as patients’ and ‘Doing the work’. Within each of these
three major themes, three subthemes were further identified as outlined in Table 19. These

themes will be discussed below.

Table 19: Major themes and subthemes identified in Study 3

Major Themes Subthemes

Constraints on GPs’ scope of practice

Fitting DAA treatment into

GPs’ scope of practice Meeting patients’ perceived needs

GPs’ interests influencing their scope of practice

Patient disclosure and stigma

PWHCV as patients Patients’ awareness and agency in regard to HCV

and DAA

Patients’ capacity to be involved in DAA
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Major Themes Subthemes

HCV Training and information

Doing the work Identifying patients with HCV

Prescribing DAA with support

6.4.1 Theme 1 - Fitting DAA treatment into GPs’ scope of practice

The theme of ‘Fitting DAA into GPs’ scope of practice’ encompasses how GP participants
perceived the provision of DAA fitting within the bounds of their profession of general
practitioner. | further identified subthemes influencing the bounds of GPs’ scope of practice
of: ‘Constraints’, ‘Meeting patient’ needs’ and ‘GPs’ interests’. Reflecting the complex
adaptive system involved in the provision of care within private general practice (Crabtree
et al., 2011) the factors influencing the constraints, meeting patient’ needs and GPs’
interests are interconnected and can change over time. These factors may involve
interactions and influences between the different components of the system including
patient, GP, general practice, local community and the healthcare system. Participants
described the factors involved in determining their scope of practice generally. Part of this
process involved deciding whether to include the provision of care for HCV and specifically

DAA, in their scope of practice and the timing of this involvement.

6.4.1.1 Constraints on GPs’ scope of practice

GP participants talked about the scope of general practice as being broad and increasing.

The trouble with general practice is that every politician, every group or
every organisation, says ‘This can be done by a GP’ and the GPs don’t
necessarily feel confident about dealing with it because they just don’t do
enough at it.

The diversity in general practice was considered both challenging and a positive aspect of
being a GP. While expressing appreciation for the breadth available to GPs, participants
described how their individual, narrower scope of practice was determined, including the

choice to prescribe DAA. The breadth of their scope of practice was constrained by time,
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both in terms of the time available for GPs overall and time available during appointments,

and the need to fit the work in with the business model of their general practice.

GP participants described time limitations on the total time available to them, when
discussing their and other GPs’ scope of practice in general practice. This time limitation
impacted on the time available to include additional areas of work, to participate in further

education, to provide service to particular subpopulations or to take on additional patients.

Yeah, generally I’'m not taking new patients ......Grey hair, waiting lists, the
whole lot yeah. | take on obviously family members because that’s the
ethics of this practice, but basically just loaded up.

... as opposed to a partner, it’s probably a bit easier [for a GP employee] to
sort of pre-arrange leave for those sorts of [educational] things, because
you don’t have other managerial type responsibilities.
and

It [area of advanced skills] provides a really good balance for me, for
procedural versus non-procedural work.

..when I’'m teaching with medical students and the registrars that come
through.

and
...it [prescribing of DAA for HCV] isn’t my focus because I’'m mainly dealing

with either pain dependence or mental health issues and | just — I don’t
want to stretch myself that little bit extra.

The myriad of roles assigned to GPs was demonstrated by descriptions of GPs’ different
roles within general practice including managerial, teaching and clinical roles. Clinical roles
were further described as procedural and non-procedural, and descriptions of areas of
special interest that GPs could be involved in. In describing their personal choices, GP
participants discussed how they aimed to achieve a balanced, enjoyable work life and how
this was a factor in what they did, and did not, include in their scope of practice. DAA

prescribing was work that GPs viewed as optional to include in their scope of practice.

Participants perceived that unless you were involved in a particular area of practice, that
skills in this area would not be honed or developed. Conversely, where people were

involved in one area of practice skills development would occur.
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If you’re involved in treating people with drug and alcohol problems or
Hepatitis C you’re going to take an appropriate history for that. If you don’t
deal with it, you’re not going to.

and

The bulk of the work’s just done by a small number, so they get
comfortable.

I don’t even do Implanons [contraceptive implant] because when they first
came out you had to do special training and | think you —and | was working
with mainly men...

I usually base it [topic of education attended] around things that | would see
most commonly...

Basically, you just sort of identify the gaps in your knowledge, depending on
the patients you’re seeing.

Participants reported that when GPs narrowed their scope of practice, these decisions were

subsequently reinforced.

Participants described constraints on time during each scheduled appointment and the
process by which decisions are made about what gets covered in the time allotted for the

appointment.

....the fine art of general practice is ‘How quickly can you figure out exactly
what the patient has come here for today?’ and ‘What else do you need to
know today to manage it?’, ‘What else do you need to know to manage it
later?’, and ‘How likely am | to get this patient back?’. So, whether you take
the extra time to ask those questions, is based on a series of probabilities
that you weigh up every minute.

and
...they are more senior, at least been a fellow GP for a few years that tends

to make you a bit faster and you have an established patient body that isn’t
somebody new all the time.

...lots of things don’t get picked up because they [GP colleagues] focus on
the one thing. It’s a ten-minute appointment ‘I’'m only going to do this” and
they don’t look at the patient holistically. That was my experience in a bulk-

bill clinic.

There was tension between using appointment time to treat the acute problem the patient

was presenting with and addressing patients’ overall health issues. There was a perception
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that there were different levels of GPs’ skills in, and focus on, providing holistic patient care.
More experienced GPs were viewed as more efficient than less experienced GPs at
addressing patients’ wider health issues and this efficiency was aided when experienced GPs
had a more stable patient base. Part of this decision-making process involved judging
whether continuity of care was likely with the individual patient. The experience of working
within a bulk-billing clinic, relayed by one participant, was that a ‘ten-minute appointment’
was the usual appointment time used and that this was an ever-present time constraint,
limiting the capacity for GPs in this setting to have a role beyond the acute issue the patient

presented with.

In addition to other constraints on GPs’ scope of practice, participants expressed the
requirement for this work to fit with the business model of general practice in terms of

attracting a patient base and generating income.

...there’s quite a few different practices around. | mean there’s obviously
bigger clinics too, that — | think that’s why we try and provide a holistic type,
continuing type care and hopefully that’s why they would choose us.

| think it’s community health and | like to say financially we do quite well.

...anybody who says, ‘Will you bulk-bill me?’ | don’t think | — I say no to very
few, no matter what their income is. Different doctors will do different
things, you know.

...it was a bulk-billing practice. They [patients] didn’t care who they saw as
long as they saw a doctor and they were not charged. No involvement in
their care, so it doesn’t matter whether they were thrown from one doctor
to the other to the other, they really didn’t care.
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I don’t bulk-bill and there’s a significant gap for ongoing treatment so
people who are looking for a convenient and cost-free way of getting
treatment [for specific conditions], or whatever, don’t turn up and see me.
Once I've actually seen people, | actually quite often find it difficult to get
them to go and see anybody else.

and
... if you’re going to get your Hepatitis C treated by regular consultations
and reviews to get the treatment instead of spending a lot of time to start
with and perhaps paying for it, you know, ultimately the doctor will make

the same or more money so it’s just a matter of people thinking about
whether they want to set the processes up or not.

DAA prescribing participants described the importance of providing long-term, holistic care
to attract and retain their patient base. They expressed their perception of this as a benefit
to supporting the business aspect of their general practice, as well as patient care. The
participants indicated that there was a large range of practices regarding gap payments,
from bulk-billing nearly all patients (and, therefore, patients not being charged any gap
payment) or selective bulk-billing, to having a policy of a significant gap payments from
most patients. These participants indicated that they provided DAA in their general practice
across the payment spectrum. There was a distinction made between the bulk-billing
practice of individual GPs and the general practice itself being labelled a ‘bulk-billing
practice’. The business model of ‘bulk-billing practices’ was perceived as maximising income
by focussing on short appointments and attracting a patient base from patients who
prioritised cost over continuity or quality of care. One participant described how GPs
working for bulk-billing clinics, could choose to structure the necessary appointments within

short appointment times, thus allowing the provision of DAA within this business model.

One participant expressed the view that their practice would not choose to provide DAA, or
other treatments relating specifically to people presenting for issues regarding IDU, as

inclusion of this would not be financially viable.
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I mean they might screen them but that would obviously; depends on the
presentation and where you do — you screen pregnant women and all that,
but I don’t think, and they’d like say; we’ll have anybody who’ll prescribe
MATOD [Medication Assisted Treatment for Opioid Dependence] or
anything like that. | don’t think so because we’ll probably be out of business
because they’ll just — they’ll probably be out of business because there’s just
not enough.

and

...a lot of doctors are not very thorough when they see new patients in
taking history, so | have no doubt we might be missing people, yeah.

The participant’s concept of financial viability was based on their perception of the
prevalence of these issues not being high enough to warrant the resources involved in
providing these services. This participant also acknowledged that there may be patients
whose issues of HCV issues, or the risk factor of IDU may be ‘missed’. The perception of
financial viability was therefore based on a potentially false calculation of the prevalence of

these conditions within their general practice.

6.4.1.2 Meeting patients’ perceived needs

Several GPs indicated that the scope of their practice, and education they undertook, was
influenced by the population they or their practice serviced, and the prevalence of

conditions within this population.

| found most of my patients who had Hep C and referred them off to private
specialists or private people [before GP’ prescribing rights to DAA
available],... most of my work is actually being tied up enough in dealing
with management problems without having to actually run a separate
hepatitis C treatment.

So, we’ve got a lot of retirees and that’s where the chronic disease is of
course, so we do a lot of chronic disease stuff.

and

I’'m not really interested in hepatitis C. You know for the twenty patients out
of five thousand [general practice patient population], give me a break.

I see also hep C being a significant problem to attack in the practice, so I've
kept abreast with journals and with peers.
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..it’s very urban, very upmarket, very — you do get the very occasional
people who might be using drugs but, yeah, very, very little...

The consideration of the population served, led different GPs to consider the provision of
HCV in their practice as either relevant or of low priority, depending on their perception of
the prevalence of HCV within their patients and/or within the population served by their
general practice. One GP considered that they had reduced prevalence of HCV through
referral to treatment and that there was no longer need within their practice for DAA. In
turn this allowed them to prioritise their involvement in other areas of special interest

which would address current and ongoing need of patients.

The type of relationship between the GP and the patient was a factor when participants
considered patient’ needs and the provision of DAA. Participants described one-to-one
relationships with their patients and how this type of relationship was beneficial for the

provision of care for HCV.

Quite a few [patients] have been coming for a long time.

...we’ve been here for a long time and been the only practice in the
area,...we were a little community practice that just absorbed the patients
in the area and hence we’ve now got a long lineage of patients. | think
patients do try and find us as well. But that’s just because we’ve been here,
and we’ve looked after, well | think we’ve looked after the patients and their
families in all manners of medicine. Yeah.

and
I think a smaller practice is better than big practices, both for individual
health of the patient but also | think community health of our cohorts is

better because we are able to sort of take into account not just the person
but the community that’s affecting them.

...patients who attend multiple clinics [are discouraged], it poses too much
of a medico-legal risk. That’s definitely discouraged. And being clear on the
client information about ‘We want you to attend one practice’.

Five of the GPs, of whom four were currently prescribing DAA, as well as the practice nurses
described having long-term relationship with ‘their’ patients. Participants emphasised the
importance of having long-term, patient-GP relationships and/or consistency with the same
general practice as a benefit to the patients’ healthcare. Specifically mentioned was the

importance of such relationships to the prescribing of DAA. Being a smaller clinic that aimed
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to take care of all their patients’ health needs, was also reported as an advantage to

involvement in this prescribing.

Some comments by GPs indicated that their scope of practice was determined by a

combination of the total population that the practice served and patient preference.

...if they like you, if they like what you’re presenting to them, if they are
happy with your services then they’ll say, ‘Can we change to you?’.

...[patients are allocated appointments with] whoever they like. There’s a
girl doctor, she gets the ‘tears and smears’.

They [patients] may ask for a particular doctor or they —on our web page it
will describe what the doctor’s interests are so that may prompt them to
choose a particular doctor.

The complexity of patient’ choices about the GP they chose to engage with was highlighted,
and these choices were understood to be based on a combination of factors such as
reputation, gender, type of presentation, advertising of special interests and the patient’s

experience with the GP.

GPs considered being involved in providing DAA when they were aware of the benefits of
this treatment for their patients, and perceived that there was limited capacity of the

tertiary sector to provide this treatment to them.

because speciality clinics have their own doors closed, can only take so
many and all that sort of thing, so | think it’s important that GPs got
involved [in prescribing DAA].

they’re not seeing enough in the [specialist] units, cause most of them
aren’t there, because most people with hepatitis C aren’t sick. So, they know
about all the druggies cause they are all in the drug, methadone program or
somewhere, eventually on the methadone program and they know the AIDS
people because some of the hepatitis C is in there too, but that’s it.
Everyone else is out in the hinterland somewhere so that’s why they wanted
general practice involved.

...they [Fibroscan® machines] can be moved around rather than [patients]
having to wait months, travel just to have a scan done. (Nurse)

They were comfortable coming here. ...a lot of patients actually, with the
hep C, | think really don’t like going to the hospital much. | think they’re a bit
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intimidated. Maybe they’re a bit worried because they’re going to be
labelled as drug addicts or something.

There was a perception that specialty clinics had limited appointments available for patients
and that GPs were well placed to reach and engage PWHCV for DAA. Participants considered
that general practice sites were easier to access for patients with HCV than hospital sites.
Participants noted that patients were familiar and comfortable attending their general
practice, and there was reduced wait time for appointments in this setting. Also, patients
were not exposed to potential stigma involved with attending a specific disease clinic at a

hospital.

During the interviews, there were also reports of consultations, where no ongoing
relationships between individual GPs and patients existed and a similar sense of
responsibility or opportunity to provide care was not present. Participants described many
consultations in which the GP could not be described at the patient’s regular GP and where

there was unlikely to be an ongoing relationship with the GP.

a lot of people do have their GP that they see for complicated things and
the GP that they see for less complicated.

I was a registrar [during GP training] at that time ...and then the only
tragedy was we had to move on eventually.

I don’t actually know how many patients with hepatitis C, where it’s known
hepatitis C or it’s a new diagnosis, how many of them would be you know
they’re seen the same day clinic doctor or whether they would have a usual
GP.

and

And the third barrier is us having doctors who have enough regular
appointments, instead of same day appointments so they can actually plan
a treatment schedule, because it would probably be you know a good six to
eight months of reqular appointments from start to finish because of all the
blood test, discussion, results, imaging, discussion, results, initial treatment

plan and making sure they stick to the treatment and are coming in for
reviews and | could imaging that could take a good eight months. So, trust
is big. If they don’t trust the doctor they’re seeing, then they’re not probably
going to come back.

There were limitations noted to patient’s access to continuity of care imposed by factors at

the general practice level and within these limits patients were seen to balance timely
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engagement for acute issues and benefits of continuity of care. The lack of availability of
GPs rostered for regular appointments compared to same day appointments, was viewed as
one such structural barrier at the general practice level. Patients may accept engaging with
different doctor when their usual doctor had no timely appointments, or they may choose
to see different doctors based on the complexity of the issue for which they are seeking
consultations. A long-term relationship is not possible when GP trainee registrars are posted
for limited time rotations (generally six-month periods) (Bentley et al., 2019) during their GP
training. As previously noted, it was felt that bulk-billing clinics did not operate based on
providing continuity of care with one doctor, with affordability being the main basis for
patients choosing these types of clinics. Where continuity of care was not present it was
perceived that not all the healthcare needs of patients would be addressed by the GP
involved in these consults. One participant indicated their perception that PWHCV were
more likely to attend the ‘same day clinic’ rather than have an ongoing relationship with one
GP. The participant perceived that appointments with one GP, would be necessary over a

considerable length of time, for patients to engage and allow the GP to provide DAA.

A consideration for providing care was whether this care could be provided in an alternative
way. One way that GPs dealt with providing patients with care outside of their expertise was

to refer patients to other GPs who had the required interest, experience and proficiency.

... there were other people [medical practitioners] who had particular
interests in other areas. It might be sports medicine; it might be
musculoskeletal. [’'m] Always happy to send [a patient] to a colleague
who’s actually got an expertise in that area.

They [GP colleagues] send them [patients with HCV] to me. It’s like their
Suboxone where people can do their five. You know, | said, ‘Look, I'll get
them started, stable, then you can do it’ but | end up seeing them for it....|
send chronic fatigue to [Name of doctor #3] and, hormones, all those; she
does hormones in conjunction with the specialist...

I haven’t actually gone out and said ‘I’'m treating hep C’ but | think they [GP
practice colleagues] know that I’'m indirectly probably dealing with it
because of the methadone program.

because | was working in the [Government work site] at the time that they
would send all these type of people to me saying that, ‘that you manage
drug, alcohol, that sort of stuff’.
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GPs reported receiving referrals based on their known area of interest. For some GPs, there
appeared to be an expectation that this was a reciprocal arrangement. Where most
participants described this referral arrangement as being in the patients’ interest, one GP
implied their GP colleagues were avoiding providing care to some patients by transferring
patients to them. The participant felt that their GP colleagues justified this transfer based on

the patient having particular issues that matched the skill sets of the GP participant.

It was perceived by one participant that some GPs may still refer PWHCV to a specialist

when they were not comfortable in prescribing DAA.

...some of the GPs more than others, would be more comfortable with going
through the full assessment and initiating the therapy with that sort of like
fax-back approval system. And so for others it would be like be just like
'‘Nah, I’'m not really sure I'll be really comfortable managing this so I’'m just
going to refer to a visiting liver clinic.

Referral was described as a way that GPs could achieve DAA for their patients when they

were not willing to prescribe this treatment themselves.

The ability of GPs to meet patient’ needs can change over time. GPs may examine the
inclusion of care for HCV in their scope of practice based on the success of the new DAA and

their ability to prescribe this treatment to their patients.

| started working with this [patients with HCV] group ...since [Year — early

2000s] and | don’t know when the Ribavirin came out. | think that’s when

we first started -no, we had some who were just on the interferon many
years ago.

I had one patient that | treated for hepatitis C before the new medications
came in and then about a month after they finished treatment the
medications came in. So, I've had the experience of having one person on
the old, nasty stuff.

and

..so that’s why | got involved, because now it’s a potential real cure.

Of course they did [failed to achieve cure of HCV]. We didn’t have any
success here with the old treatment. We only had two but they both failed.
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..it wasn’t really impressive.
and

...one of the local specialists who had said ‘No, just wait for the next
generation to come through’.

Whilst some GPs had provided care for PWHCV in the interferon-based treatment era,
including directly providing or referral to treatment, negatives about the treatment were
noted in terms of success rate and side effects. Some participants were reluctant to
promote this treatment due to these negative aspects. One participant reported receiving
advice from a specialist to delay interferon-based antiviral treatment for HCV until the new
DAA became available, which further reinforced their negative view of prescribing
treatment at the time. Several GP participants spoke about their interest and knowledge
regarding treating HCV prior to the introduction of DAA with participants indicating that
they became involved in prescribing this treatment when the ease, lack of side-effects and

high rates of cure were demonstrated with the new DAA:s.

Participants spoke about the decision of the Federal Government to allocate a high level of
resources to the elimination of HCV, including the subsidisation of DAA, and how this
healthcare system level decision impacted on their provision of DAA. There was a sense that
this allocation of resources may be reconsidered at some time, and this provided an
imperative for participants to be involved in prescribing DAA in their practice and to have as

many patients with HCV, treated as soon as possible.

when I've been talking to people that have - coming through with their Hep
C I basically said ‘Look, the government has put aside a large amount of
money to eradicate this disease and we want everybody in Australia to get
treatment. It doesn’t matter if you have got cirrhosis and your liver’s cactus,
we still want to get you treated’

...the reason the governments doing it is to stop people getting liver cancer
and they’ve done the number crunching and that’s why they’re doing it, not
for the benefit of drug users. ... | suppose that’s why | am a little bit more
proactive about it cause I've got this feeling the government will pull the
plug one day.

I mean with the incredible cost of it - and that’s what | put on patients and
they’re kind of quite responsible with that, about how much. | say, ‘You
know, the government does actually like you sometimes’.
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.. the government’s financing this, they’d want to know it’s working or not
so I’m sure they have to provide some data back to the government, to the
feds. Cause the Feds are spending a lot of money. It’s a shitload.

Participants remarked on the large budget allocated to the provision of care for HCV as
positive but surprising. Participants perceived that governments make decisions based on
short-term goals that could be shown to have a positive affect within an election cycle,
whilst the financial payback involved in DAA provision was likely to be long term and
therefore not guaranteed to directly benefit the budget bottom line of the incumbent
government. In addition, the targeted disease was associated with stigmatised IDU and
participants suggested that funding was not usually spent on this population. Participants
understood that governments would require evidence of positive outcomes to support their
funding decision and that they could contribute by providing data regarding their patients’

positive treatment outcomes.

6.4.1.3 GPs’ interests influencing their scope of practice

Participants described GPs’ scope of practice, as reflecting the particular interests of the
GPs. These special interests may involve providing care for specific conditions or particular

subpopulations. Some participants described how particular interests developed.

I generally see — well | certainly see some methadone patients, chronic pain
patients, mental health and older geriatric and the girls see a bit of that, but
a lot of children as well, so we’ve got a bit of diversity, and [Name of GP #1]
he’s our older GP, he sees a lot of mental health as well. Then [Name of GP
#2] the new doctor is seeing everything so it’s quite a mixed practice, which
is good, I think.

I see a lot of ‘geris” and | love geriatrics, but I’'ve done an online course on
dementia...

... [GPs scope of practice] comes down to, to what you’re seeing come
through the door. Patients that see you; sometimes it’s the patient body will
self-select you, as opposed to the other way around, which is sometimes a
good thing. Especially if it’s around an area that you have a particular
interest in. Word gets out that “Oh this doctor was really good at that sort
of thing” and then, you start getting a pattern of people coming to you for
similar issues.

[the relative] died of hepatitis, many years ago [late 1970s] and [relative’s
gender pronoun] had non-A non-B back then.
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When there were multiple GPs working at a general practice, participants spoke of the area
in which each GP’s special interest(s), and how patients needing these services were
matched to these GPs. This diversity of interest was viewed as a positive for the practice and
for patients. One participant described the development of special interest on the basis that
they were fond of a particular patient group and their enjoyment of providing care to this
group. Working with these subpopulations was described as involving specific skill and
knowledge sets. The interplay between interests and patient preference was discussed.
Where participants had developed skills and had an interest, this interest could be
reinforced when they developed a reputation at being good at providing this care. Interest
in a particular area of special interest, may develop through their personal experience, with
one participant describing their early interest in HCV developing in the context of a relative
who had been affected (prior to HCV virus specifically being identified) and their relative’s

unsuccessful experience of early treatment at that time.

Participants described their decision to become involved in the special interest of providing
care for HCV and being involved in prescribing OST, which involved addressing a need,

beyond the usual general practice catchment area.

I’'m thinking particularly in the boarding house where | do — two lots of

boarding houses, | just sort of feel — well, | know there’s some drug use

there and I’'m not sure how clean it is. | just feel there’s probably things
there that are hidden, for sure, but screening would be a; required...

| used to do rounds for the homeless some years ago and that was just
when the hep C treatment was sort of being talked about, it wasn’t
available, but | started screening then, ...

GP participants described homeless people in their community and residents of a local
boarding house as populations who they felt were at elevated risk of HCV who would
benefit from DAA. They expressed a desire to reach and help these populations by providing

screening and treatment for HCV.
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I was just looking for something a little bit different. | know it [OST
prescribing] was an area of need and | knew — well, basically | knew that it
wasn’t overly popular.

and

...there are some that do come a reasonable distance because it’s difficult to
get those doctors | think, that prescribe Methadone.

Provision of OST treatment, in turn, led the participant to consider the provision of HCV
treatment to be a high priority and to develop the associated special interest in the

provision of DAA.

Participants described varying levels of agency in choosing their work situation and in

matching their work to their interests or preferences.

...change that [working in current practice] to being under somebody else?
I’d rather be my own boss than anybody else.

I’'m very fortunate that they’ve [general practice management] allowed me
to say, 'This is what | feel I’'m capable of working at, at the moment.' And
they’re letting me do it. | don’t think you’d get that anywhere else.

...most of them were foreign, international graduates and they were doing it
because they had no other option. They couldn’t move out from there, so
they had to do their ten years moratorium which is a DWS [District of
Workforce Shortage] clinic ....

Most of the participants were experienced and established GPs, who indicated that they
had a large degree of choice about the general practice they worked in and autonomy over
their working life. Two participants who were early in their careers indicated that they had
less autonomy, with one participant describing their general practice management as
‘allowing’ them to work part-time. One participant described other GPs who they felt had
little choice as they were bonded to a bulk-billing clinic that restricted their practice to a
district of workforce shortage (Australian Government - Department of Health, 2015a). In
the participants’ view, the bulk-billing clinic’s business model was associated with walk-in
appointments, where patients were allotted to the next available GP and the time
limitations associated with short appointments. GPs in this situation were perceived to have
little agency to influence which patients they treated and were restricted in the ability to

provide holistic care or to develop their own areas of special interest.
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6.4.2 Theme 2 - PWHCV as patients

The participants described patient’ factors as part of their perceptions and experience
regarding the provision of DAA. Generally, when talking about PWHCV, participants did not
distinguish this group of patients from other patients, except in relation to the subthemes |
identified of: ‘Disclosure and stigma’ ‘Awareness and agency’ and ‘Capacity’. There was
consensus that patient behaviour was affected by the potential for stigma associated with
HCV. Factors described included patients’ disclosure of status or risk factors, HCV status
knowledge, and willingness and capacity to engage in treatment. There was a range of
perceptions expressed by participants about these factors. Some participants expressed
uncertainty about the thought processes and knowledge of their patients, regarding

engagement in care for HCV.

6.4.2.1 Patient disclosure and stigma

Reluctance to disclose HCV status and patients’ concerns regarding stigma were described

by participants.

People who live with hepatitis C, | mean their close; their relatives or friends
would know, but outside that it’s not something you’d talk about. ... People
talk about their breast cancer and their broken leg and everything known to
mankind, and their heart attack and they show you their scars from their
heart operation, they don’t talk about hepatitis C.

It all adds up to a stigma for these people, that makes it hard to find a GP so
you don’t tell the GP about your drug involvement or your hep C status or
the fact that you’re feeling crappy because you want to go along and get
somebody to treat you for your cold, sore throat, or whatever, and if GPs

don’t ask then they’re not going to be told.

While participants perceived that PWHCV may disclose to people close to them, the limited
disclosure of HCV was contrasted with the enthusiastic disclosure of other health issues.
Participants described withholding disclosure of information regarding IDU or HCV status by
patients, as a deliberate strategy to maintain access to healthcare for other issues, that
PWHCYV felt was at risk if they disclosed. Reluctance to disclose was believed to make the
identification of risk factors more difficult as well as preventing patients from presenting for

care for HCV, including for treatment.
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One participant indicated that it was not always clear whether patients lacked knowledge
regarding their HCV status or were reluctant to disclose their HCV status due to the risk of

stigma.

...sometimes they’ll [PWHCV] be a bit surprised or they might not show so
much knowledge about it, or there might be a little bit of stigma, ....but |
find that’s been a bit less lately. They realise that there is quite a bit of it
around, it’s sort of an epidemic, and there’s a very good treatment for it so |
think that the — because there’s a good treatment for it, the stigma has
lessened because they know they can get rid of it...

This participant felt that the reluctance to disclose had decreased among patients due to the

promotion of DAA and PWHCV being aware of the prevalence of HCV in the population.

One participant described their perceptions of patients’ behaviour being due to the

patients’ shame regarding their IDU.

Them [patients with HCV] having that, | guess sense of self shame over
actually having used, IV [Intravenous] drug use if that’s the source or, and
then understanding that it is treatable and there are better treatment
options available.

Again, this participant perceived that this sense of shame may be addressed by the

promotion of the availability of the new DAA.

The choice to disclose or not to disclose, is not pertinent where patients have no knowledge
of a positive diagnosis of HCV, or recognition of having IDU as a risk factor for HCV.
Participants described situations where the patient was unaware of their HCV positive

status and the route of transmission of HCV was not attributed to IDU.

...he didn’t know how he got it [HCV], cause he was never into drugs but he
was a [occupation].... He used to remember getting cut lots and even
though they wore gloves,...

The participant indicated that the patient had likely contracted HCV through occupational

exposure.

6.4.2.2 Patients’ awareness and agency in regard to HCV and DAA

Participants expressed polarised views regarding the awareness and agency of patients with

HCV.
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..the newer treatments have become widespread knowledge about that
and they [patients receiving OST treatment with HCV] were quite keen and
then realised that the side effects were a lot less and the success rate a lot

higher, so in that case they were keen to go ahead. .....Sometimes | said
‘You’ve got it; we should treat it” but other times they were actually - more

or less asked themselves [for DAA].

I will ask and say, ‘What’s your Hep C status?’ and generally they will say
‘It’s negative’ or they’ll say, ‘Yeah, it’s positive and I've had treatment and
it’s been cured’ so they’re pretty aware of what’s going on.

I would think that most GPs will actually do that [monitor patient’s HCV],
and the patients will prompt them, to an extent...

So, people really don’t know their [HCV] status, it’s usually because they're
very marginalised and vulnerable populations.

Patients receiving OST were generally regarded as more likely to be informed and willing to
enter treatment. Participants proposed that patients were usually aware of their status and
would actively press for the provision of HCV care. One participant proposed that patients
were unaware of their HCV status and that this was due to their perception that the HCV-

affected people were limited to membership of marginalised and vulnerable populations.

As perceived by participants, patients were generally interested in receiving DAA but may

delay the initiation and require follow-up by the GP to enter treatment.

...well, one of them who came in again yesterday I’d seen six months before
and he said, ‘Oh yeah, look, | want to do something about it now’.

As previously noted, an ongoing relationship with a GP who promoted this care is beneficial

to the facilitation of the provision of DAA for patients in this situation.

Some participants expressed their perception that some of their patient’s knowledge
regarding their HCV status and DAA was out of date, and that patients based their

treatment decisions on the side-effects of former treatment regimes.

..they will say ‘I’'m a carrier and | don’t need treatment’. They will say ‘It’s
not active. | don’t need to do anything’ and that goes back to when it was
like, ‘Until your liver functions were three times normal we don’t put you on
treatment.

I mean I’'m actively, going along saying ‘Well, basically this works. Your
chances are it will work. No, it is not going to make you incredibly
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depressed. No, you’re not going to have to do a whole lot of injecting and
other stuff and you’re not going to feel sick as if you’ve got the flu for 18
months. This actually works” and they still don’t want to. The negative
publicity from, ‘It didn’t work. | felt lousy. | felt suicidal’.

These participants actively worked with patients to educate them and encouraged them to

enter DAA as soon as possible.

Participant perceptions of the patient’s level of literacy about HCV were variable, however
there was was widespread knowledge amongst patients that HCV could cause death, and

that DAA could provide a cure and therefore extend their lives.

There are a few of the hep C people who take an interest in it but basically
most of them just accept that there’s treatment and they want a cure.

All the ones,; the ones who’ve got hepatitis C, even the druggies, know that
it can kill you. They don’t actually know that half the hepatitis C will cure
itself, just like any other viral disease. They do know if it goes on and on and
on, they could die from it. That’s why they want the treatment.

It was agreed that high levels of literacy were not necessary for patients to engage in DAA

and that this basic knowledge was perceived as key to motivating PWHCV to engage for DAA

treatment.

6.4.2.3 Patients’ capacity to be involved in DAA

Whilst GP participants were confident about prescribing DAA, they identified individual

patients with characteristics that made it difficult to involve the patient in this treatment.

So, I had a guy in [Northern Adelaide Suburb with low socio-economic
status] who was ex-prisoner, so he was — but oh my God, like they are like
so difficult to pin down. He’d bring his mum. His mum used to drive him to
the clinic appointments and had spoken to the [Tertiary hospital #3] Hep C

nurses so many times. He never followed through. | got him back again and

then he’d be involved somewhere, back into drugs and that sort of stuff, so

it became really — it was just to nail him. He was supposed to be home, but
he was never at home and, so wasn’t able to prescribe to him, no.
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I mean there’s one guy there who is going to be difficult, you know, getting
him to pick up anything from the pharmacy every day, but he’s got a NGO
[Non-Government Organisation] kind of worker who will see him at least
twice a week. Then we get the pharmacy to do it as well, but he would be
the only problem one there and that’s his — I’'ve seen him for 10, 15 years
and it’s just been the same the whole way.

Even where patients were supported by the GP and other workers, the GPs described
difficulty in ensuring that some patients attended appointments with the GP, or at

pharmacies, to a level that was required to be ‘worked up’ and receive DAA.

6.4.3 Theme 3 - Doing the work
The theme of ‘Doing the work’ encompasses various aspects of providing care for patients
with HCV. The subthemes | identified were ‘HCV Training and information’, ‘Identifying

patients with HCV’ and ‘Ongoing support to prescribe DAA’.

6.4.3.1 HCV Training and information
Participants generally perceived doing the work of prescribing DAA as straightforward and

demonstrated confidence in their involvement in this work.

No, it’s just a script and blood tests and you can get them done anywhere.

Participants described a variety of training, over time, and access to ongoing information,

that provided them with the confidence to prescribe DAA.

I did an all-day Hep C, becoming a prescriber, and just what’s come up on
the all-day DASSA meetings. | went to one ..... It was for specialists and
special nurses and | kind of invited myself along.

Oh well | was interested, because | follow this, because | don’t know |
seemed to have about half a dozen of these people [GP colleagues] every
now and again they just ask, “Anything new on the horizon.” “No, not that

I've heard of.” And then | heard about this stuff [be]cause there was an
advertising blurb, but | don’t know how they got my email, | got the emails
and they were coming to Adelaide with their road show, so | went to the
Adelaide meeting.
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I did attend a session, a forum...What | really liked is they gave a really good
booklet, reference book, ...I think before | went there you were wondering
how it’s all going to work and your knowledge, would that be good enough?
and that sort of thing, but | think they certainly furnish you with enough
information to get going.

GPs who had been involved in prescribing OST had attended training regarding HCV
treatment, prior to the introduction of DAA. One of these GPs described a long involvement
with prescribing treatment for HCV, including prior to the introduction to the DAA, and
actively pursuing high level training regarding prescribing of DAA. Many GPs described a
background of monitoring the effectiveness of treatment for HCV over time, and then
consolidating their knowledge when the DAA became available through workshops targeted
at GPs, which provided them with the required information to prescribe DAA. One GP
described their initial doubts about prescribing and how attending the training and
resources provided gave them the confidence to proceed. During two interviews
participants expressed appreciation of the hard copy resource provided at the training

session and referred to these resources that they kept in their consultation rooms.

While most participants had completed their GP training before HCV was included in the

curriculum, one GP described how this was included in their training.

...we got it [DAA for HCV] covered during general practice training as a
registrar, we had some sessions on that. Otherwise um, | haven’t done any
specific additional training in it. In part because | did a [name of rotation
type] rotation when | was a student and so | already had a decent
familiarity with hepatitis C and actually saw some of the non-liver-based
complications and other features...

This participant recounted various points during training where the topic of HCV was
covered, that provided them with confidence regarding their ability to diagnose HCV and

provide DAA.

In addition to this initial training, participants spoke about a variety of options of sources of
knowledge about treatment for HCV with DAA that they had accessed or could be consulted

if required.

Saw an article on this someone on this very subject about a week or two
ago from somewhere in Australia.... online | just. It was on hepatitis C,
treatment of hepatitis.
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...the Australasian Sexual Health Medicine workshops at the college. They
offer; | think there’s an online module as well.

... the evidence he [Pharmaceutical industry representative] showed, so |

have definitely used it actually because it — that was Epclusa® [HCV DAA

medication] actually but it was — coming across as quite convincing and

working, high results and all genotypes so, yeah, | suppose it did have an
effect on my prescribing...

Participants expressed awareness of recent published articles and specific online resources
that could be accessed. They also cited pharmaceutical industry representatives as sources

of information regarding HCV.

6.4.3.2 Identifying patients with HCV

Participants described a range of approaches taken to identify patients with HCV who would
then be assessed for DAA initiation. They described situations where patients had existing
HCV diagnoses, as well as the specific screening strategies used to identify patients with
undiagnosed HCV and regular investigations that had led to patients being diagnosed with
HCV. Participants reported approaches that aimed to encourage the patient to disclose risk

factors, such as IDU or to self-identify for HCV testing.

When the DAA became available, this prompted several participants to audit patient records

to identify people within their practice with HCV, who were then offered this treatment.

Yeah, we just did a data search and identified everybody, checked whether
they were clean or not. Those that weren’t we sent them out information.

The above-quoted participant indicated that this approach was successful in having patients
enter treatment, but they did not provide any comment on patients’ reactions to being

identified in this way.

When making suggestions about reducing barriers to treatment, one GP criticised the
capacity of the patient records management system they used for auditing their patients’

HCV status.

...get Medical Director® [an electronic patient management system] to
accept that when you put in ‘Hep C PCR negative’ it doesn’t come up every
time you do an audit to find out who’s got Hep C because then you come up
with a hundred patients..... | think they’ve even got ‘Hep C carrier’ on there
as a diagnosis.
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The participant described options available that represented outdated concepts of people
being ‘carriers’ of HCV and also criticised the lack of an option to indicate that patients had
successfully cleared HCV. The term ‘carrier’ was used in describing a now discredited
understanding that people could be infected and transmit HCV without having symptoms of
the disease (Prieto et al., 1995). The inclusion of this term was viewed as having the
potential to reinforce patients’, and less informed doctors’, incorrect understanding of HCV.
Consequently, this misunderstanding may lead to PWHCV believing that their HCV was not
likely to damage their health and decrease the imperative to enter treatment. The lack of
the option to record the status of ‘HCV cured’ added to the complexity and time involved in
auditing patient records for cases, and the participant emphasised that audits needed to be

straightforward for GPs to view these audits as worthwhile to invest their time in.

Some participants described targeting particular populations within their practice for
screening and investigation. All participants involved in OST prescribing indicated that they
routinely investigated the HCV status of their OST patients, tested for HCV if the patient was
undiagnosed and assessed the progression of the disease in those known to have chronic

HCV.

...with the Methadone it’s part of the ...... seeing what the liver’s like and
everything else and looking for it.

...there aren’t that many I’'ve had that are just really recently diagnosed. A
lot of them have been diagnosed some time before.

For patients being prescribed OST, the participants indicated that many had been receiving
this OST treatment for a substantial length of time and that their HCV positive status had

been established at the initial stages of this treatment, rather than being a recent diagnosis.

Where patients with a history of IDU were willing to be tested for HCV, the difficulty of
collection of blood samples from some patients who had damaged veins from IDU was

described by several participants.

They’re [veins for taking blood] not there. People say ‘Oh look, get it from
my neck. I'll do it for you’.
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..sometimes almost no venous access at all, so just getting the blood is a
challenge, probably the biggest challenge. Sometimes we had to just get an
update on their genotype and their liver functions and obviously see if they

had cirrhosis or not...

and
...and even though they’re really good - at collection centres they’re very
good but they [patients with vein damage] still don’t want to go along
because they’ve had bad experiences so they either want me to have a go or

they’ll do it themselves. And they’re amazing, how they can do it
themselves, ...

In addition to finding it difficult to obtain their patients’ blood, one GP described how
patients had bad experiences at blood collection centres. They suggested that one

alternative was for patients to take their own blood.

Some participants described a stepped approach to identifying their patients with HCV.
Promoting DAA first to people with clear risk factors, then to people with potential risk

factors, before moving onto patients in whom risk factors may not be obvious.

like what the rep [pharmaceutical drug representative] was saying when the
rep came in we’ve done the ones that are like ‘in your face’. Then he said,
“Now you take it to the next step and you try and get the ones that are a bit
harder” (Nurse)

We were fairly aggressive initially, basically IV [Intravenous] drug user bang
“You’ll have a test” | didn’t put it that passionately but most of them, | don’t
think anybody, | can not think of one person who objected. So that was
good. We’re now; I’'m now, sort of basically anybody with a tattoo no
matter when it was done, gets done [screened for HCV]. It’s a nice simple
way of doing it.

I just think it’s the easy ones to treat are the ones are reqular attenders here
and it would be the Methadone patients.
and
..well, certainly anyone that comes in for —I’m not saying every single
person that comes in for a routine blood test but certainly if there’s any —

not suspicion but any feeling that there may be a possibility of hep C hidden,
then | mean hopefully with the patient’s consent you’ll screen for it.

One participant spoke of a pharmaceutical industry representative, that proposed strategies

for identifying patients with HCV suitable for treatment. The participants demonstrated
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enthusiasm for screening their patient population for HCV, but also consideration of patient

consent to the process.

Participants discussed approaches that would be successful in encouraging patients to
disclose IDU and HCV status, as well as the importance of taking a comprehensive patient

history and the use of patient data once collected.

My experience is it’s [HCV diagnosis] never been something completely
hidden because it’s either been like flagged on their health record or
something, but there’s a sense with the interaction that this is not
something that they really want to talk about, or there might be a sense of
shame about having had it, and it’s important to recognise that because it
completely changes the interaction with the patient.

As described by this participant, patients can demonstrate reluctance to engaging with them
for care around their HCV despite being recorded as having a diagnosis of HCV on their
general practice patient database, suggesting that this may be due to the patient’s sense of
shame. This quote also indicates that patients who have been diagnosed with HCV and have

ongoing engagement with a general practice, but not receive DAA.

Participants discussed how they take patient histories in order to maximise the disclosure of

the patient’s drug use.

Always ask about smoking and alcohol consumption, and when you are
asking about that, ......... always ask the age that they first started smoking
or drinking because if they started smoking or drinking before they were 14

they probably grew up too fast ....That makes an easy slide over to ‘Have

you ever used any recreational drugs, injected, etcetera?’ It’s just part of

absolutely routine questions if they haven’t already told you and if they do

say, ‘Yes, | have used drugs’ ‘What age did it start? What have you done?’
Very simple.

I guess | ask mine [about HCV risk factors]. | don’t have to — it’s not a
beating around the bush so it’s just part of; sometimes you might not ask
them literally but, when you do their smoking, their alcohol, other illicits,

‘Are you at risk of ? Do you inject? Do you have sex?’.

One GP participant described teaching GP registrars to take a history, instructing them to
start out with general routine questions and then, depending on the patient’s response,
asking follow-up questions to elicit further information. Another GP emphasised that they

incorporated questions about IDU with other standard questions regarding smoking and
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alcohol. These GPs had extensive experience treating people with histories of IDU and

perceived they had developed skills in sensitively exploring these topics with patients.

One GP described taking different approaches in patients who had previously consulted

other doctors in the practice relative to patients who were new to the practice.

Now, | don’t sort of delve into the past of the patients who’ve already been
coming to the practice for a long time..... when they’re new patients | do ask
if they use drugs, any illicit drug use, and most of the time not really,...

This GP indicated that the responsibility for taking this history rested with the patients’

regular GP.

Participants described promotional material for HCV screening and/or the availability of

DAA to patients.

In my room I’ve got the patient chair here so that’s [HCV treatment poster]
what they have to look at when they’re sitting there. So, if there are any
questions that they’re; “Every have a tattoo?”, “Did | travel?” this that and
like there’s all different questions and so they go through. And I've had a
couple go, “Oh! Should | have a blood test? I've had a tattoo.” (Nurse)

I probably should add it [willingness to prescribe DAA for HCV] to my profile
now that we have on the web page, ...They’d be more comfortable, you
know, coming along.

Promotional material for HCV treatment, including posters and business cards, were
prominently displayed at one general practice to encourage patients to self-identify as
having risk factors and to ask to be tested for HCV. The participants indicated that patients
had requested testing in response to the promotional material. One GP participant indicated
that one way to elicit patient requests for treatment was to add this aspect of their scope of
practice to their profile on the general practice’s website. This participant indicated that
patients new to their general practice had requested appointments with particular doctors
at their practice based on the information on the website, and that this was an effective way

to communicate a special interest to patients.

GP participants described two clinical situations where tests for HCV would routinely be
considered by themselves or other doctors in their practice, without the doctors having any

knowledge of the patients’ known risk factors, such as IDU.
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..women who get pregnant, they all get tested for it, so we find out then.

And we’ve had the odd one that’s come back positive ..... “Your positive for

C. How did this happen?” because they don’t tell you about it. “Ah | played
around with my ex.” Or something, or some bullshit in the past,...

and
...there was a guy here that | thought was just drinking too much, and then
he had a raised liver enzyme or two, and so did a hep screen and found out
eventually, you now eventually do the: dot the I’s and cross the T's and
found he had hep C positive. Then he told me, he didn’t tell anybody he used

to play with injecting himself with heroin when he was in Adelaide, when he
was twenty. That’s how it is. They don’t tell you.

...you just often routinely ask [the patient] about hepatitis, when you get an
abnormal liver function test result for an unknown reason. That’s just
automatic, like it’s part of the liver disfunction work-up.

...Iif somebody comes in with a vague feeling of tiredness you’re going to do
basic liver and electrolyte functions or your liver functions off ‘Is there any
reason why this should be so?’ and that might be the first hint that
somebody’s actually got anything going.

Participants reported that pregnant patients were tested routinely for HCV, and that HCV
testing would be considered where unusual liver test results were returned and there was
no known explanation for the results. The participants described the screening as routine
and part of being a ‘thorough’ clinician. Participants described questioning their patients

about the results leading to the patients, for the first time, disclosing past IDU, to them.

Several participants acknowledged that there was a cohort of PWHCV who would be
difficult to identify as having risk factors and, therefore be difficult to either diagnose or

recruit to DAA for their HCV.

Most of the ones [patients with HCV] we have they’re middle-class, just
ordinary people.

..there’s still a large cohort of undiagnosed out there so we need some way
of being able to pick them up and then just letting people be aware that we
are interested in and aware and able to treat Hepatitis C.

The importance of patients being aware of the availability of an effective treatment

available, and the existence of GPs willing to treat them, was emphasised by participants.
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6.4.3.3 Prescribing DAA with support

Participants described the work of prescribing DAA and a range of factors that supported
them in this work. After receiving initial training and identifying their patients with HCV,
participants perceived that for the majority of patients, prescribing DAA was
straightforward. Participants reported that assessing patients for cirrhosis, to determine
whether the patient should be referred to a specialist service for treatment was the first
step. Once this was established the work required determining and completing the fields of
the remote consultation form, which summarised relevant patient clinical information and
the GPs’ treatment plan proposal. They described a range of resources that supported them
in this work, which included the design and utility of the consultation form, viral hepatitis

nursing support and GP-General Practice Nurse teamwork.

GPs spoke of the requirement to assess cirrhosis before deciding whether to prescribe
treatment or refer the patient to a specialist, and about alternative ways of measuring this.
Several participants talked about viral hepatitis nurses attending with portable Fibroscan®

machines to access cirrhosis.

..the drug rep, has actually suggested that we can do scanning clinics, if we
need to so obviously if we’ve got a group of people need to be; they [the
Fibroscan] can be moved around rather than [patients] having to wait
months; travel just to have a scan done. (Nurse)

She [a viral hepatitis nurse] actually came out and did mobile ones, which
was very handy for some of the — because | had trouble getting the patients
to the hospital, to get that organised. Some of them are a little bit
unreliable so it was pretty good to actually have that service.

... they said [Viral Hepatitis Nurse], ‘Well, if you can get ten people to come
along, we’ll come out and do it [Fibroscan®] at your rooms’.

Several participants mentioned that they became aware of the viral hepatitis nurse services
through pharmaceutical industry representatives. The provision of services within private
general practice was seen to overcome patients’ issues of access to hospital provided
services. There were several mentions of VHNs providing Fibroscans® when there were
several patients that could be scheduled at the same time at the GPs’ practice. This
requirement to schedule a number of patients was not perceived as a barrier by the

participant.
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When talking about the provision of Fibroscans® by the VHNs, one medical practitioner
expressed appreciation of the nurses’ extensive experience and expertise with patients with

HCV.

| preferred that [HCV nurse reviewing treatment] to having them [the
patient] going — having the Elastoscan and not having that person —
another second person to kind of look, who sees lots and lots of people, to
say ‘Yeah, that’s fine’.

and
One of them [a patient undergoing DAA] | didn’t even know was; halfway

through the treatment, was ringing them [Viral Hepatitis Nurses] and asking
qguestions.

The nurses’ involvement provided assurance about the care they provided to patients with
HCV. The above-quoted participant also reported patients being helped through treatment

with direct support from VHNs.

Participants described access to cirrhosis using transient elastography, as varying between

suburban and country locations.

It’s changed and that’s made life a bit easier now......Basically with the clinic
at [Name of Tertiary hospital] making it [portable Fibroscan] much more
available down here, at both [Name of location of nearby regional health

service #1] and [Name of location of nearby regional health service #2] .......

also recently, the private radiology firms have started doing fibro-scans and
will bulk-bill.

We don’t do the elasticity thing or whatever you like to call it, the ultra-scan
thing, because it’s too hard for us to do it [at the rural location], so we do it
on, fiddling around with the blood numbers, working out a number [APRI
score] and so far the numbers have always been under the number that’s
required [to indicate cirrhosis], but if we got a higher number then we
would; well | would refer them...

One metropolitan-based participant described that access to the measurement of cirrhosis
had become easier, with more locations of public services available in Adelaide
metropolitan areas and private radiology services also providing this service - potentially at
no cost to the patient via bulk-billing arrangements. A participant from a rural general
practice described how they did not use transient elastography but relied on initial

assessment with APRI scores on blood samples. If the value was indicative of cirrhosis, the
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patient was then referred to specialists in Adelaide. As mentioned in section 6.4.3.2,
difficulties with vein access may be encountered during collection of blood samples required

for HCV assessment and treatment.

The process and design of the remote consultation form supported participants to
confidently prescribe DAA. The form included links to clinical tools, could be used a checklist
for the required steps and was viewed as an efficient way to receive specialist feedback on
treatment plans. Participants expressed awareness of the consultation form process and
talked of the ability to have the specialist recommend a treatment regimen, even where

they were not providing DAA.

So, I'm familiar with the resources for like, the forms that you can access to

be like “I need to make sure that I’'ve done all these things” and you fax it off

and get a “Yep, this patient’s clear to start. We recommend this treatment”.
[not active prescriber]

The drug reps are coming around and sort of saying ‘Ah, well, you can
assess whether they’ve got problems or not by using this little check list and,
yep, if you hit this button you can go ahead and do that that way’.

..what | do and what | tell the guys here to do, we don’t have a lot of
hepatitis C .... you fill out the form, you know do all the blood tests, the
categories whether it’s one to six or whatever it is, do the quantitative RNA
thing, you know blah, blah blah all that stuff and then send it off...

One GP participant recounted how the remote consultation form was promoted by a
pharmaceutical drug company representative as a checklist, as part of their promotion of
the treatment. Another GP described the detailed learning from a course they attended but
indicated that the process for prescribing the DAA was outlined and guided by the remote

consultation form. They championed this approach to their colleagues.

The consultation form was a way to have the specialist unit confirm the participant’s choice

of the appropriate medication regimen or have alternative regimens suggested.

I think, [the specialists] may have suggested a —one of the newer ones [DAA
for HCV] - a couple of times, yeah.

If there’s a new; there’s new drugs seem to be coming out every year for
this stuff, new combinations.....So why bother? [reviewing the guidelines]?
These are the guys [the specialist unit staff] that know about it. Why would |
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want to know about it? If the treatment fails I’ll go back to him, he can sort
it out or that unit can sort it out.

The ability to have the medication regimens checked was perceived as particularly
important in an environment where the drug regimens were rapidly changing, in terms of
formulation and duration of treatment. The specialist was viewed as having the ability, and
responsibility, to be up to date with all aspects of HCV treatment, and the form allowed this

information to be efficiently communicated to the prescribing doctor.

The work of providing DAA was described by most GP participants as something they did
without any additional input from their general practice colleagues. However, one GP
participant described that treatment of HCV in their general practice utilised a team
approach that included the general practice nurses. The GP and nurses expressed the view
that it was apt that their participation in the current research should involve an interview

with all three team members.

...we look at the blood test, we converse a lot and we learn a lot from
[Doctor’s first name]. For what these; so we’re learning a lot, a lot of our
basic learning; well for me especially through [Doctor’s first name] and
that’s what they said they couldn’t believe that “What you do the bloods?”
“You look at this. You do that?”. “Well yes!” (Nurse)

We are a small team, so we can do everything as a team. We don’t have to
pigeonhole each other and obviously we can easily communicate cause it’s
wandering between rooms and just; yeah, | think that makes a difference.

The nurses had become aware that their level of involvement in the provision of DAA, was
not common when they attended an educational event directed at maximising nurses’
involvement in the provision of care for HCV. The team was proud of the work they did
together, and the nurses found the work interesting and worthwhile, and expressed

gratitude for the opportunity to learn from the GP.

6.5 Discussion

The aim of this study was to gain an understanding of the experiences and perceptions
about the provision of DAA and from this understanding, make recommendations to
increase the provision of best practice care for HCV, including DAA in private general

practice in South Australia. Results were organised into major themes identified as ‘Fitting
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DAA into GPs’ scope of practice’, ‘Doing the work’ and ‘PWHCV as patients/potential
patients’ but there were links and crossovers between these themes, reflecting the complex
adaptive nature of primary healthcare (Crabtree et al., 2011). The findings relating to
experiences about the prescribing of DAA and perceptions of patients with HCV, extend
knowledge gained in other similar Australian studies (Heard et al., 2019; Marshall et al.,
2019; Pourmarzi, Smirnov, Hall, Thompson, et al., 2020; Richmond & Wallace, 2018). How
the provision of DAA is considered within the wider context of GPs’ work has not previously
been reported. This finding leads to alternative ways of representing the problem of access

to DAA and, thus, make alternative recommendations to address this problem.

6.5.1 Framing of the problem and underlying assumptions

To allow current interventions to be critiqued and further interventions to address the
problem to be envisioned the ‘What’s the problem represented to be approach’ of Bacchi
(2016) suggests deconstructing the way that problems are represented, including

determining the underlying assumptions involved.

When considering how to increase GPs’ involvement in DAA prescribing, the ‘problem’ has
been represented as “So why not do it” (Heard et al., 2019, p 1053). This implies an
expectation that all GPs will do this work and that GPs need to justify opting out of provision
of this treatment. All participants supported the promotion of DAA, the inclusion of DAA
into the scope of practice of the profession of general practitioner and general practice as a
site that could benefit patient access to this treatment. Nonetheless, participants also
described not being involved in the prescribing of this treatment. Participants viewed the
provision of DAA as an area of work that not all GPs would be involved in and described
factors that would lead them to opt in to providing this treatment. GPs explained the
inclusion of particular areas of work in their scope of practice, based on their perception of
the prevalence of conditions in their patient population and using the concept of ‘special

interests’.

As part of analysing current interventions, it is important to examine and critique the
underlying assumptions involved (Bacchi, 2016). Advice to people to see ‘their’ doctor or
their ‘usual’ doctor to get DAA, is premised on the assumption that all patients have this

type of relationship with a GP, from whom they can access this healthcare. Participants
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described such relationships with patients, where continuity of care was an outcome of this
relationship and where DAA was provided. However, participants also described many
consults between GP and patients where no such relationship existed. Additionally, where

continuity of care existed this did not guarantee that DAA would be provided to all patients.

6.5.2 Providing care based on their patients’ needs and the prevalence of
conditions in this population

Participants indicated that their perception of the needs of their patients was a major
consideration in prioritising the work they included in their scope of practice. Rather than
the needs of the wider population, Foster et al. (2016) found that doctors felt “accountable to
the patient within the consultation” (Foster et al., 2016, p 526). However, GP participants
indicated that there were limits to their ability to address all health needs of every patient
they interacted with. The ideal provision of care, envisaged as occurring in an isolated
doctor-patient relationship where doctors “pursue the very best for each patient who needs it...”
(Tudor Hart, 1971, p 410) was critiqued by Hart (1971) as ignoring the needs of other people
and their claim on the doctor’s time. The results align with this critique and show that GPs
prioritise and balance the need of individual patients with the need of the whole of their

patient population, in the context of ongoing relationships with these patients.

The determination of patient’ needs was influenced by the perceived prevalence of
conditions within their patient population, including HCV, with GPs more likely to include in
their scope of practice the provision of care for conditions perceived as more prevalent.
Previous studies investigating the provision of care for HIV have reported that provision of
care was also less likely where there is a ‘low caseload’ of patients with HIV (Newman et al.,
2015). While finding that GPs consider disease prevalence when deciding their scope of
practice, this study did not seek to quantify the magnitude of prevalence that influenced
GPs to provide care. Each GP may have their own threshold as to how many patients with
HCV warranted them to consider that they would provide DAA. In previous studies, an
introduction to providing OST treatment was due to exposure to one patient (Scarborough
et al., 2011). The determination of HCV prevalence based on which the perceptions of

Australian GPs in private general practice are formed may not be straightforward.
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The findings suggest that GPs may underestimate the prevalence of the disease in their
practice due to their limited awareness of the diversity of the population who may be
affected by HCV. Whilst the transmission of HCV in Australia is predominately through IDU
not all patients with HCV will have any history or IDU. Patients’ IDU may have occurred
decades earlier, may have been fleeting and patients would not necessarily identify as
having an IDU history of any significance to disclose to a GP. The patient’s IDU status is likely
to remain undisclosed during consults with GPs, unless the patient was seeking treatment
such as OST (Fry & Bates, 2011; Scarborough et al., 2017). Participants were unaware of the
HCV status of their patients and their history of IDU until this had been revealed, for
example by routine screening during pregnancy. There were individual participants who
demonstrated a narrow view of who is affected by HCV such as “marginalised and vulnerable
populations”. This view matches a stereotype of a person who injects drugs and excludes
people whose drug use has not been a significant factor in shaping their lives (Spencer-
Oatey, 2007). GPs with similar views may underestimate the prevalence of the condition
amongst their patients. Even with exposure to people with a variety of lived experience in
training (Rowland et al., 2018) and through promotion of HCV treatment (Cresswell, 2006;
Willis, 2018), GPs may still not associate that significant numbers of their patients may be

affected by HCV.

In conjunction with a software tool, audits of patients’ health records (including HCV status
and IDU risk factors) have been trialled to estimate the prevalence of HCV within a private
general practice population with the aim of influencing the provision of DAA (Chidwick et al.,
2018; Horwood et al., 2020). Participants varied in their perceptions of the usefulness of
audits, with one participant confident that they had ‘found’ all cases of HCV in their practice
but another participant expressing frustration with the use of audits due to limitations of
practice software. While most practices use electronic health records software, the
usefulness of audits is limited due to non-standardised terminology, data stored as ‘free
text’ and gaps in record keeping (Chidwick et al., 2018; Kitsos et al., 2019; Youens et al.,
2020). The reluctance of patients to disclose IDU risk factors and HCV status and to have
these details recorded in their patient records (Fry & Bates, 2011; Scarborough et al., 2017)
may exacerbate the issue of incomplete patient records compared to the situation for other

conditions. Even where participants were OST prescribers and patients engaging with GPs
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for this treatment reveal IDU risk factors, this does not mean that these details would be
recorded in their patient record. In Australia, HCV prevalence has been estimated at the
PHN level (MacLachlan et al., 2019) but GPs may not feel that these estimates apply to their
practice where estimates based on the patient or practice population would be most
relevant to GPs’ decision making. In part, this may explain why there has been limited
impact on the provision of care from interventions aiming to raise the awareness of the
prevalence of HCV (MclLeod et al., 2017). Even when the process is supported by external
agencies, conducting audits consume resources (Chidwick et al., 2018; Horwood et al., 2020)
and general practices would need to be convinced of the benefits to prioritise these
resources. Audits may detect patients with documented HCV status, but are unlikely to be
routinely effective at providing data that would change GPs’ perception of the prevalence of

HCV in their practice population.

Rather than GPs’ scope of practice being determined by ‘their’ patients, ‘their’ patients may
be influenced by the scope of services on offer and the capacity of GPs to deliver specific
services (Scarborough et al., 2017).GPs may have a perception of ‘their’ patients and
patients may nominate a ‘usual GP’ and a ‘usual general practice’, however these
relationships are not fixed and are loosely defined (Wright, 2019). The difficulty arises in
part due to the ‘dynamic complex adaptive system’ (Crabtree et al., 2011, p 1) that forms the
context for the provision of care by GPs in private practice in Australia. The lack of the
requirement to be registered with a GP or general practice for Medicare rebates to be paid
(Mossialos et al., 2017), contributes to the adaptive nature of the system. Within market
limitations (Mu, De Abreu Lourenco, van Gool, & Hall, 2018), patients may engage with a
particular general practice and/or a particular GP, depending on a complex range of factors
including GP preference, affordability, distance and availability of appointments (Goodall et
al., 2016; McGrail, Humphreys, & Ward, 2015; Ward, Humphreys, McGrail, Wakerman, &
Chisholm, 2015). Patients may also visit more than one general practice to meet their
healthcare needs, with one study finding that 25% of patients attend more than one general
practice in a 12-month period (Wright, 2019). Patients with HCV may change their ‘usual
GP’, with study participants describing patients who presented to them with an existing
diagnosis of HCV. While it is not clear where or when these patients received their initial

diagnosis, these patients may represent the significant number of who no longer receive
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care from the diagnosing GP, with these patients reported as ‘lost to follow-up’ (Aleman,
Soderholm, Busch, Kovamees, & Duberg, 2020). Particular patients may be attracted to or
discouraged by the way GPs tailor the services they offer, including tailoring the scope of
practice they provide and by charging gap fees (De Abreu Lourenco et al., 2015; Magin et al.,
2006).

GPs rely on their perceptions that the breadth of their scope of their practice is meeting
their patients’ healthcare needs. Participants in part based their perception in this regard on
their ability to retain patients, evidenced by the success of their general practice business.
For a general practice business to be successful in the market, general practices must attract
and retain patients from the community they serve, and to some extent this requires
patients to feel that their needs are fulfilled (Foster et al., 2016). In line with previous
research (Gray et al., 2018; Hofer & McDonald, 2019; Jackson & Ball, 2018), participants
emphasised the importance of continuity of care for the health of their patients, and GPs
may actively discourage patients from attending more than one practice. Where patients
access another GP practice for their health needs (Wright, 2019), their usual GP is not
automatically notified, and patients may withhold this information to protect their
relationship with their usual GP. Patients cannot be aware of all of their health needs and
may continue to access a general practice where some, but not all of their healthcare needs
are addressed. General practices may therefore retain patients and be profitable, without
providing the breadth of scope of practice that meets their patients’ needs. Financial profits
of general practices may influence the scope of practice provided, by omitting the provision
of services renumerated at a lower rate (Medicare Benefits Schedule Review Taskforce,
2018). There is evidence that the provision of DAA was generally considered to require long
consults and unpaid time on paperwork, negatively impacting the potential income of

individual GPs and the general practice they work in (Mclsaac, Scott, & Kalb, 2019).

Providing care for their patients may include GPs referring patients to other medical
practitioners. Participants described the use of referral as a strategy to have their patients’
needs for DAA met, when they themselves do not provide the required care. Referral types
may include referral to specialists, GP-to-GP referral within practices, or GP-to-GP referral to
external practices. The traditional pathway for GPs to access antiviral treatment for their

patients was to refer them to tertiary liver clinics (Australian Government - Department of
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Health and Aged Care, 2000; Gidding et al., 2009) and participants indicated that colleagues
would choose to refer patients to specialist clinics, rather than provide DAA themselves.
Tertiary liver clinics in Australia do not necessarily have a standardised process for
processing referrals (Wade et al., 2018). Where there is no clinical reason for the patient to
be under the care of a specialist for DAA, rather than accepting the patient referral, the
referring GP may be provided with information and supported to prescribe the treatment
(Lee et al., 2018). There are reports of GPs prescribing after receiving this advice (Lee et al.,
2018), but it is unclear whether these GPs worked in private practice or settings where the
provision of DAA was incorporated into the services provided by the employing
organisation. There is no guarantee that the referring GP would provide DAA for the patient
when the specialist clinic did not accept a referral to provide this treatment. Thus, strategies

to ensure that the patient is not left without an option to receive DAA are needed.

6.5.3 Special interests within the profession of General practice scope of
practice

Participants described GPs providing DAA, not as something that every GP would do, but as
care that a limited number of GPs would include in their scope of practice - an area of
special interest. The term ‘special interest’ has a broad meaning in Australia (Wilkinson,
Dick, & Askew, 2005) and is used to encompass: “...finding one area of practice particularly
interesting, through to having postgraduate qualifications and expertise in a defined component of
practice, and plenty in between.” (Wilkinson et al., 2005, p 84). There has been an increase in
the identification of GPs’ involvement in areas of special interest within the profession of
general practitioner in Australia (Jiwa, Ee, & Beilby, 2007; Spurling & Jackson, 2009;
Wilkinson et al., 2005) and overseas (Marbeen, 2019; Yellamaty, Ball, Crossland, & Jackson,
2019). The term ‘area of special interest’ is applied to a broad range of topics, based on
subpopulations, conditions, treatment approaches or procedures (Royal Australian College
of General Practitioners, 2020b; Wilkinson et al., 2005). Some GPs work at sites offering a
limited range of services, for example travel clinics, but the participants described special
interests as part of their work in general practices where a broad range of services were
offered. The term ‘focused practice’ is used in Canada (Marbeen, 2019) to discuss GPs’

special interests and reflects this inclusivity of special interests within a GPs’ broader scope
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of practice. Understanding GPs’ concept of special interest is important because GPs use

this concept to explain how their work is prioritised.

Participants indicated that they prioritised their area(s) of special interest within their scope
of practice, as well as the professional development they participate in. Previous studies
have found that GPs appreciate the variety involved in their work (Cubaka et al., 2019; Le
Floch et al., 2016), but report difficulty in maintaining in-depth knowledge, appropriate skills
and time to fully address all conditions that they may encounter (Piko, 2014). The ability of
individual GPs to provide high quality care across the breadth of conditions they encounter
in the various sub-populations in their practice, will be limited by time for education,
exposure to patients requiring care and experience of providing this care to patients
(Johnson et al., 2014; Newman et al., 2015). GP participants described how the
development of skills and accumulated experience facilitated improvements in the
effectiveness and efficiency of the provision of care within their special interests. Supporting
previous findings (Spurling & Jackson, 2009), this subsequently increased the satisfaction of
doing this work and provided reinforcement of involvement. Participants described special
interests developing over time as part of their, and other GPs’, scope of practice, and

considered the provision of DAA as one such interest.

The decision to provide DAA as an area of special interest is largely based on GP perception.
Participants described the process of prescribing DAA as straightforward, but still applied
the concept of special interest to this work, based on the specific knowledge and skills
required. This included having specific knowledge regarding the remote consult form
process and understanding how to determine each of the fields in the form. While GPs can
be awarded ‘experienced prescriber’ status (Haridy et al., 2018), recognition is not required
to prescribe DAA if doing so ‘in consultation’ via the remote consultation form. Medicare
rebates for consultations regarding HCV are available to all GPs, unlike other special
interests may involve formal recognition (Australian Government - Department of Health,
2020g). The lack of knowledge and perception of HCV as a specialist area, have been
reported as barriers to participation (Pourmarzi, Smirnov, Hall, Thompson, et al., 2020).
However, participants described having ready access to a variety of information sources and
specialist support, which gave them knowledge and a skill set to confidently initiate

prescribing DAA. If GPs are willing to invest time and prioritise this area of work, GPs’
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perception of the provision of DAA as a specialist area (Pourmarzi, Smirnov, Hall, Thompson,

et al., 2020) does not in itself prevent GPs from being involved.

In addition to specific skills and knowledge associated with the provision of DAA,
participants also spoke of standard tasks in general practice that were carried out in a
specific way, that complimented involvement in areas of special interest, for example the
way that patient histories were taken. History taking is a core GP competency (Royal
Australian College of General Practitioners, 2016) and addiction focused may be taught as
part of undergraduate medical training (Silins, Conigrave, Rakvin, Dobbins, & Curry, 2007).
However, the incomplete screening of a range of modifiable risk factors by Australian GPs,
for example 78% of patients screened for smoking and 22% for alcohol (Denney-Wilson et
al., 2010), indicates that this training may not translate to ongoing practice. One of the
major limitations to the eradication of HCV in Australia is under-diagnosis (Scott et al.,
2020), which is partly due to the reluctance of patients to disclose the risk factor of IDU to
GPs (Fry & Bates, 2011; Scarborough et al., 2017). GPs lack of screening of risk factors
(Denney-Wilson et al., 2010) is also likely to contribute to this under-diagnosis. The
participants reported that they were conscientious in taking patient histories and described
their perception of having a high level of skill in taking these histories that encouraged
patients to disclose their drug and alcohol history, including IDU. These skills and the
comprehensiveness of patient histories were not tested in this study, but further research is
warranted into successful ways for GPs to encourage patients to disclose various risk factors
and behaviours. If the detection of risk factors is effective, GP involvement in HCV care may
be reinforced (McLeod et al., 2017). Involvement in one area of special interest may be
associated with involvement in another related area of special interest where skills,

knowledge or patient groups overlap. However, this association should not be assumed.

Special interests are associated with GPs working with particular subpopulations ranging
from categories such as ‘women’ to ‘Indigenous Australians’ (Spurling & Jackson, 2009), but
it is important to disrupt the association of the provision of DAA with the subpopulation of
PWID. As discussed, most PWHCV in Australia have acquired the infection via IDU, however
not all PWHCV have a history of IDU (The Kirby Institute, 2018a). Where individuals with
HCV have a history of IDU, their perceptions of this can vary greatly (Hajarizadeh et al.,

2017; Swan et al., 2010; White et al., 2014). Individuals’ IDU may be current or historic, may
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or may not involve addiction, may be central to their lives or not (Spencer-Oatey, 2007). The
common perception of PWHCV, relayed by participants, was that their behaviour was
influenced by HCV being a stigmatised condition and being associated with stereotypes of
drug addicts, rather than all PWHCV conforming with this stereotype. While one participant
equated PWHCV with current IDU, collectively the participants described heterogeneity
amongst individuals affected by HCV in regard to IDU. Only associating HCV with current IDU
involving addiction, may lead to GPs underdiagnosing this condition in their patients if
individual patients do not conform with the stereotype of this type of IDU. If GPs are

uncomfortable with IDU then they may avoid involvement with any aspect of HCV care.

GPs may experience difficulty managing GP colleagues’ expectations of expertise based on
their special interest (Scarborough et al., 2011). One participant indicated that, rather than
using referral as a strategy to benefit the patient, GP colleagues had used referral as a way
of avoiding providing care to particular patients. It was not clear whether the avoidance of
some ‘types’ of patients was a form of discrimination, based on a misunderstanding of the
expertise or interest of the participant, a way of maximising income or a general shirking of
work by the colleagues. Whatever the intentions of the referring GP, or how the GP
receiving the referral views this referral, patient factors can affect referral outcomes. The
perceptions formed by the patient may depend on their relationship with the referring GP,
the relationship they form with the alternative GP or specialist, and the level of involvement
they have been afforded in their own care under this arrangement (Perry, 2005). GPs may
be willing to be involved in one area of special interest but want to avoid additional

unwanted referrals and expectations.

For patients receiving OST who have HCV, there is a need to question the assumption that
treatment will and should be provided by the GP who is providing their OST, noting that
these patients may also have a ‘usual’ GP that they engage with. OST prescribers have been
targeted for involvement in HCV education and care provision, including DAA (Litwin et al.,
2019; Marshall et al., 2019) and provide this treatment at a higher rate than non-OST
prescribers (Wade et al., 2018). Supporting previous findings (Marshall et al., 2019),
participants who prescribed OST described how the provision of a range of care for HCV was
incorporated into their provision of OST. In both studies, this finding could be due to

participant selection bias towards participants who were OST prescribers with a special
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interest in provision of care for HCV, and also OST prescribers with a high caseload of
patients requiring OST and DAA (Marshall et al., 2019). GPs providing OST have reported
unwanted pressure to be experts in a wide range of conditions that other GPs associate with
their special interest in OST (Scarborough et al., 2011). Most OST prescribers in South
Australia hold fewer than five OST authorities (Australian Government - Australian Institute
of Health and Welfare, 2018). As for most areas of work, GPs would become more efficient
at prescribing DAA the higher their caseloads (Lambert et al., 2011). Training to become
proficient at prescribing would be the same for one patient as for many, and prescribing
experience would consolidate this knowledge. Even if the prevalence of HCV is high in their
patients, the overall number of patients with HCV may be below the prevalence that would
trigger a GP to prioritise this work. Recognising that OST prescribers may not have the
capacity or interest to include DAA in their scope of work, alternative ways for these

patients to receive DAA need to be provided.

Understanding the pathways by which GPs develop special interests may signpost points
where interventions could be directed to promote involvement in DAA, and interventions
may not be effective. Exposure during GP registrar training has been recommended to
support involvement in particular areas of special interest including drug and alcohol
(Bentley et al., 2019; Jansen C, Grinzi P, Monheit B, & Parker R, 2005; Martin, Laurence,
Black, & Mugford, 2007). Analysis of the experience of Australian GP trainees found that
clinical exposure to HCV care was limited, screening for HCV was misdirected and that
further training was needed for GP trainees to develop the appropriate knowledge and skills
(Davis et al., 2017). One participant described learning about HCV during a rotation as part
of their GP training, as well as exposure during undergraduate training, and expressed
confidence in prescribing DAA. This participant however was not currently involved in
providing this care. While early exposure to areas of special interest may have an impact on
participation in the provision of care in these topics, this impact may not be expressed until

GPs progress in their career or other facilitators of involvement are in place.

The involvement in areas of special interest may be linked to the career trajectories of GPs
(Piko, 2014; Piko & Phillips, 2010) with involvement associated with GPs ownership in their
general practice, and the GPs’ age, which generally correlates with GP’ experience (Johnson

et al., 2014). Experienced GPs and/or those having a form of ownership in their general

199



practice business, may provide GPs with more agency to decide their scope of practice. In
addition to the control that ownership conveys, the financial imperative may be reduced for
experienced GPs and those with ownership in their practice, as both these factors are
associated with higher earnings (Cheng et al., 2010). Changes to Medicare rebates have
been proposed to remove the disincentives for longer consults (Cheng et al., 2010) and
compensate GPs’ time for work that does not involve face-to-face patient consults.
Participants indicated that more experienced GPs had generally developed skills and
knowledge that allowed them to be more efficient during consults. Experienced GPs were
considered to be more likely to have a stable patient base, where a therapeutic relationship
had been developed and tasks such as taking their patient’s histories had been undertaken,
freeing up time to extend their scope of practice. They are likely to have honed their skills in
particular areas of work, find involvement in special interests intellectually challenging and
have exposure to patients who they identify as having a need for the care involved in their
special interest (Piko, 2014; Piko & Phillips, 2010). It is therefore more likely that more
experienced GPs, with a form of ownership in their general practice, may be more

successfully targeted to become involve in DAA.

Once developed, GPs can promote their special interest to facilitate engagement of people
in need of specific areas of care (Wilkinson et al., 2005), but promoting the provision of DAA
involves additional considerations. Patients have indicated they would be deterred from
continuing to attend their general practice if they were aware of the provision of particular
areas of care at their general practice, for example mental health (Magin et al., 2012) or OST
(Holliday et al., 2012). As patients were unaware that they were already attending a practice
that provided this care, indicates patients’ responses were due to their own stigmatising
attitude towards these groups rather than direct experience with them (Holliday et al.,
2012). Whatever the basis of the patients’ response, openly promoting DAA may negatively
impact GPs engagement with existing patients if a substantial number of the existing
patients associated DAA with IDU and disengaged with the GP or practice. GPs may consider
their existing patient base, who they feel a responsibility to provide with continuity of care,
and the impact on these patients when deciding whether or how to promote the provision

of DAA treatment.
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6.5.4 Supporting GPs to prescribe DAA

Participants reported that the work of prescribing DAA was relatively straight forward and
that they felt well supported in this work. Rather than indicating major new interventions,

the findings underscore the importance of continuation of current training and resources.

GPs lack of skills and knowledge is often proposed as a factor for lack of involvement in
particular areas of work (Deed et al., 2016; Le et al., 2017; Mason et al., 2020) and this
barrier has specifically been proposed in regard to the provision of DAA (Heard et al., 2019;
Richmond & Wallace, 2018). Participants reported having access to a large variety of what
they perceived as quality education regarding the prescribing of DAA, in a range of formats.
The participants did not report any barriers to accessing this education and reported
confidence in prescribing DAA after participation in training. ASHM is a major provider of
HCV education and GPs have accessed this education since GPs were granted prescribing
rights for DAA in 2016 (ASHM, 2017, 2018, 2019a). There was a range of views expressed by
participants as to the preferred format for CME in general. The HCV education offered by
ASHM is provided in a number of formats, including face-to-face workshops (subject to
COVID-19 restrictions) in each state and via online courses (ASHM, 2020a), which would
match the range of GP preferences. As education appears to be readily available, the
problem can be reframed from ‘a lack of knowledge and skills’ to ‘a lack of prioritisation of
involvement in CME on this topic’. It is difficult to get an understanding of how participation
in regard to HCV, fits with the overall involvement of GPs in CME, as Australian GP colleges
responsible for certifying GPs’ participation in CME, do not publish the data they hold in this
regard (personal communication). Provision of more education will not be effective in
increasing the provision of DAA unless GPs are convinced to prioritise this education above

other CME.

GPs may find it overwhelming to maintain knowledge on topics undergoing continual
change (Davis, Perrier, Ciurea, & Flanagan, 2004). Given that DAA is continually evolving,
this could act as a disincentive to GPs attending CME and to including DAA in their scope of
practice. Participants emphasised that the consultation form process allowed for review of
their assessments and treatment plans by staff at specialist liver clinics. These specialists
were perceived as having the opportunity and responsibility to have the most recent, in-

depth knowledge and that the consultation form was an efficient way for this knowledge to
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be inputted into the GPs’ DAA planning. This process was perceived as straightforward and
could be used as a model for consultation processes between specialists and GPs for other

healthcare needs.

It has been suggested that inclusion of GPNs in a wide range of areas of care should be
considered more widely (Halcomb & Ashley, 2019). This study provided an example of the
inclusion of general practice nurses (GPN) in the diagnosis and provision of care for HCV.
Both GPs and nurses perceived their involvement as having positive outcomes. The current
study did not evaluate outcomes of GPN involvement, but a variety of benefits of their
inclusion in patient care have been found elsewhere in Australia (Hills, Hills, Robinson,
Northam, & Hungerford, 2019; Norful, Martsolf, de Jacqg, & Poghosyan, 2017). Patient care
provided by GPNs’ include clinical and administrative tasks, such as patient education,
health assessments, point of care testing and coordination of care (Mclnnes, 2017; Norful et
al., 2017). This work can supplement or replace care provided by GPs’ providing benefits for
the patient, GP and general practice. The therapeutic relationship formed between patients
and GPNs is valued by patients, who perceive that GPNs are less time restricted than GPs
and appreciate the education that GPNs can provide (Young, Eley, Patterson, & Turner,

2016).

The job satisfaction of practice nurse is maximised when they feel that their full scope of
practice is utilised, they spend time interacting with patients, their role is appreciated and
they feel part a team (Halcomb & Ashley, 2017, 2019; Phillips et al., 2009). Practice nurse
participants perceived their role was enhanced in this way during their involvement in care
for PWHCV. The Australian Federal Government’s Practice Nurse Incentive Program
(Australian Government - Department of Health, 2019d) incentivises increased utilisation of
GPNs and further reforms to achieve this aim have also been recommended (Medicare
Benefits Schedule Review Taskforce, 2018). However, this may not lead to increased
involvement of GPNs in the provision of care for HCV. The nurse participants expressed the
view that their level of involvement in providing HCV care was unusual and was facilitated
by the individual GP they worked with, who also provided clinical education and guidance
for this work. GPNs’ do not generally have the agency to independently define their role and

tasks in general practices (Fuller et al., 2015). To increase the utilisation of GPNs for care of
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patients with HCV would require GPs and practice management staff to be convinced of the

benefits of this involvement.

Viral Hepatitis Nurses (VHNs) are a resource for GPs and patients (Government of South
Australia - SA Health, 2017, 2019; Lee et al., 2018; White et al., 2019) and VHNSs' input was
appreciated widely by the participants. VHNs provided the participants with confidence in
the provision of care by providing information and a second opinion, even when the GP was
an experienced DAA prescriber. Fibroscans® were provided for free by the VHNs at the GPs’
practices and were perceived as of great benefit. The service was regarded as convenient to
the patient and nullified the need for blood samples to be taken, which can be problematic
if patients have damaged veins (Madden et al., 2018). Participants indicated that there was
an expectation that patients would be scheduled in a block to receive the Fibroscan® to
increase the efficiency of the VHNs visit, but this was not perceived as a problem by the
participants. There is also an opportunity for the VHN and patients to form therapeutic
relationships, which can provide further benefit to the patient by providing an additional
source of information and support nurses with specialist knowledge and skills (Lobo et al.,
2015). VHN involvement also provides patients with a sense of being looked after by a team

rather than an individual GP.

6.5.5 Limitations

As with other similar studies the number of participants in this study was small (Heard et al.,
2019; Pourmarzi, Smirnov, Hall, Thompson, et al., 2020). In common with other researchers
(Jones et al., 2012; McKenzie et al., 2015; Parkinson et al., 2015; Sahin et al., 2014) and
despite a variety of recruitment strategies, | encountered difficulties in recruiting time-poor
GPs to be involved the study which required participation in interviews. With the sample
size obtained, it was nonetheless possible to derive themes from the interview transcript
data, that added to the body of knowledge and that were valuable to answering my
research questions. Semi-structured interviews were particularly suited to the exploratory
nature of the research into the new role of GPs prescribing treatment for HCV, triggered by
with the availability of new DAA. The flexibility of this method allowed in-depth and iterative

exploration of topics, within and between interviews. The interviews provided rich data and
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the sample size allowed thematic analysis to explore the “complexity and nuance” (Braun &

Clarke, 2016, p 742) of this data.

To a large extent | was able to fulfill my initial purposive sampling strategy (See section
3.6.5). During the analysis of the data, | became aware of additional factors that added to
the diversity of the profession of general practitioner, which highlighted other factors that
should be explored in future studies. A notable finding of this study was the varying agency
of GPs to decide their work. Future studies are warranted into the effect on GPs’ agency of
the various ownership structures of the general practices in Australia (Erny-Albrecht &
Bywood, 2016). GPs who are International Medical Graduates are a group of GPs whose
perceptions and experiences may also provide valuable insight into the provision of care for
HCV. It would be of interest to contrast their experience and perceptions with Australian GP
graduates, especially during their mandatory moratorium period, and when working in
areas of workforce shortage. Additionally, the findings of this study may be further tested
using methods, for example surveys, which are less time consuming for participants, and

therefore more likely to attract participation by time-poor GPs.

Prior to participation in this study, some of the participants and | had existing work
relationships, and this aspect was included in the study ethics application. While this form of
‘insider research’ is not necessarily problematic (Heslop, Burns, & Lobo, 2018) caution was
exercised to minimise any possible issues. | feel the relationships developed prior to the
interviews aided recruitment and facilitated the rapport required for the interview process.
The participants were made aware that my role as researcher was separate to my work role.
Participants were reminded that their participation was completely voluntary and their
choice to participate (or not), did not affect interactions with me or the organisation who
employs me (Heslop et al., 2018; McDermid et al., 2014). | took additional measures to
ensure that common understandings were articulated during the interview, to allow these
explanations to form part of the data analysed, for example clarifying the meaning of
commonly used terms around IDU. | used reflective practice throughout the research

process to check on my behaviour and consider the impact of the research on participants.
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6.6 Chapter summary

The main finding of this study is that GPs do not consider the provision of DAA treatment in
isolation but rather as part of the consideration of their overall scope of practice. These
findings are important as GPs may not include the provision of DAA in their scope of practice
despite being impressed by the ability of DAA to cure HCV and wanting patients with HCV to
receive this cure. GPs can agree that DAA fits within the scope of practice of the profession
of general practice, understand patient’ benefits of receiving this treatment in the general
practice setting and still not be involved in prescribing this treatment. Heard et. al ask: ‘So
why not do it’. The answer lies in not examining the provision of care for DAA in isolation; but
examining how the provision of this care fits within the determination of the scope of
practice of individual GPs. The boundaries of the scope of practice for the profession of
general practitioner are broad and there is a depth of knowledge that GPs can utilise in their
work. There are limits to the ability of individual GPs to cover the full scope of practice
available to their profession. GPs shape their individual scope of practice within the vast

scope available.

GP participants described their scope of practice in terms of prioritising inclusion of work
based on the prevalence of conditions in their patient population. The prevalence of a
condition within a GPs’ population that would trigger involvement appears arbitrary. Rather
than prevalence, GPs’ perception of the prevalence of conditions is what influences the
inclusion of particular areas of work in their scope of practice. GPs’ patient populations are
fluid and the prevalence of specific conditions is difficult for GPs to correctly determine.
There are barriers to changing GPs perception of prevalence and other factors influence

GPs’ decisions.

GP participants considered that the provision of DAA as a ‘special interest’ and used the
concept of special interests to explain how particular areas of work are included or excluded
from their scope of practice. The classification of DAA provision as a special interest by GPs
is based on the specific knowledge and skills involved. These include both standard tasks
done in a specific way, and knowledge and skills specific to DAA. GPs’ efficiency in providing
an area of special interest, increases with experience. Special interests develop, and are

reinforced, overtime and can be linked to their career trajectory. GPs choose involvement in
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particular special interests based on a set of complex factors including the prevalence of

conditions in their patient population, their interests and the fit with the business model of
their general practice. One area of special interest may be linked to another area of special
interest, but this should not be assumed. Expectations formed by GPs’ colleagues, based on

GPs’ involvement in particular special interests, may need to be managed.

GPs described challenges to identifying some patients with HCV risk factors and/or an
existing diagnosis of HCV due to the patient’s reluctance to disclose. Successful practices
and techniques to elicit patient disclosure and patient histories, relevant to HCV, were
described. Practice management software may not always be effective for identifying
patients who would benefit from engagement with care for their HCV. Once patients are
identified as having HCV, barriers can exist to patients engaging in this care. GPs perceived
one barrier is that patients can lack understanding of HCV sequelae and DAA options. GPs
described difficulty in establishing whether patients were displaying agency in their decision
to not enter treatment, or if other factors were preventing the patient from doing so.
Individual patient’ characteristics that limited their engagement with care in general, were

cited as barriers to patients successfully engaging in DAA.

When GPs decided to include the provision of DAA in their scope of work, they describe this
work as relatively straightforward and rewarding. High quality education and clinical guides
were available for GPs that provided GPs with confidence to initiate prescribing this
treatment. Practice nurses involved in screening and other areas of care for HCV, found this
professionally fulfilling and taking a ‘practice team approach’ to the provision of DAA was
viewed as a worthwhile strategy. GPs valued the range of support available from Viral
Hepatitis Nurses and in particular the provision of Fibroscan® services to assess fibrosis. The
use of APRI scores was described to assess fibrosis where access to Fibroscan® services was
limited. The remote consultation form was viewed as a valuable tool that facilitated review

and input from specialist staff at tertiary liver clinics in an efficient manner.
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CHAPTER 7.
RECOMMENDATIONS GENERATED FROM THE SYNTHESIS OF STUDY
FINDINGS

7.1 Introduction

In this chapter | will present recommendations that aim to enable increased provision of
best practice care for PWHCV by GPs in private general practice. These recommendations

are derived from a synthesis of the findings of the three studies conducted.

Radical positive changes have occurred to the antiviral treatments available for HCV, since
the first two studies were conducted (The Kirby Institute, 2018b). There has been a
remarkable improvement to the prospects of people with HCV being cured, without having
to endure significant side effects associated with previous interferon-based treatments
(Treloar et al., 2015). Elimination of HCV in the population is now a possibility (Kwon et al.,
2018). While this change has occurred, other aspects of the context of the provision of care
for HCV have remained stable. The Australian healthcare system component (the focus of
Study 1) has remained largely unchanged. While some reform has been mooted, there have
been no fundamental changes that affect GPs working in private general practice (the focus
of Study 3) (Swerissen & Duckett, 2018). While the clinical prognosis of HCV has improved,
the social diagnosis (Richmond et al., 2004) remains unchanged. Use of a range of
recreational drugs remains illegal in Australia (Australian Government - Department of
Health, 2019b) and negative stereotypes are associated with people with history of IDU
(Broady et al., 2020). People diagnosed with HCV (the focus of Study 2), may face stigma due
to the association of HCV with IDU (Broady et al., 2020). The findings of my studies and the

interventions determined from these findings are therefore relevant to the current context.

7.2 Research question

This chapter will consider the findings of the each of the individual studies conducted as part

of this PhD to answer the following research question:
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4. What interventions will enable the provision of best practice care

for PWHCV by GPs in private general practice?

7.3 Publication history

This chapter includes materials from the following publications:

Scarborough, J., Eliott, J., Miller, E. R., & Aylward, P. (2015). Equity in primary health
care delivery: an examination of the cohesiveness of strategies relating to the
primary healthcare system, the health workforce and hepatitis C. Australian Health

Review, 39(2), 175-182. doi:10.1071/ah14073

Scarborough, J., Miller, E. R., Aylward, P., & Eliott, J. (2017). ‘Sussing that doctor out.'
Experiences and perspectives of people affected by hepatitis C regarding
engagement with private general practitioners in South Australia: a qualitative study.

BMC family practice, 18(1), 97. doi:10.1186/s12875-017-0669-2

Scarborough, J., Eliott, J., Miller, E. R., & Aylward, P. (2015). Care Provided for
hepatitis C: congruence between patient self-identity and stereotypes applied by
general practitioners (GPs). Paper presented at the International Symposium on
Hepatitis Care in Substance Users, Sydney, Australia.

https://na.eventscloud.com/file uploads/fb78da73072daf0596a54cc4434ea534 Jan

eScarborough.pdf

The suggested interventions from these publications have been refined to match the
current context. Refinement to the suggestions were also made based on the synthesis and

analysis of the combined findings.

7.4 Summary of findings

This thesis provides an in-depth understanding of GP-patient relationship in the Australian
context from studies that focused on the ‘healthcare system’ (Study 1), ‘patient’ (Study 2)

and ‘GP’ (Study 3) system components individually, and the interactions between these.

Setting the background to these studies, the review of the literature highlighted that a great

deal of choice and flexibility is afforded to GPs working in private practice in Australia and
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their patients. At a healthcare system level, there is no mechanism or requirement for
patients to be registered with a GP (Mossialos et al., 2017). Patients have choice about
which GP(s) they access, whether to access more than one general practice, what issues
they seek care for and discretion about what information they share with GPs. There is no
requirement for private general practices to provide a specific suite of services, or to
provide services to a defined patient population. GPs have discretion about who they
provide services to and have a number of mechanisms available to influence the patients
who access their practice (Magin et al., 2006). The scope of work that falls under the
profession of general practitioner is vast (Britt, Miller, Bayram, et al., 2016) and GPs may
place limits on their individual scope of practice (Britt, Miller, Bayram, et al., 2016). During
the GP-patient consultation, a range of both GP and patient factors will determine what is
addressed during the consult, what is addressed overtime and the quality of the care
provided (Agledahl et al., 2011; Elshaug et al., 2012; Runciman et al., 2012; Stuart et al.,
2019; Taylor et al., 2013). These factors can influence the identification of risk factors for
HCV and patient engagement throughout the phases of the cascade of care required for

DAA to be delivered.

The healthcare system context of the provision of care for HCV was the focus of Study 1. The
three policies that were included in the document analysis were: Third National Hepatitis C
Strategy 2010-2013 (Australian Government - Department of Health and Ageing, 2010b),
(the HCV Strategy), Building a 21st Century Primary Health Care System (Australian
Government - Department of Health and Ageing, 2010a), (the Primary Healthcare System
Strategy) and the National health workforce innovation and reform strategic framework for
action 2011-2015 (Health Workforce Australia, 2011), (the Health Workforce Strategy).
These policies each placed GPs at the forefront of the provision of primary healthcare and
included aims of achieving equitable access to this healthcare for Australian citizens. The
way to provide access to the required primary healthcare was framed around ensuring that
there was an adequate number of skilled and trained GPs available to provide care, which |
critiqued. While the broad documents provided suggestions that could aid the provision of
DAA, the lack of coherence diminished the influence of each policy to address equitable

access to healthcare for PWHCV.
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Semi-structured interviews were thematically analysed in Study 2 and Study 3, respectively
examining the experiences and perspectives of people affected by HCV, regarding
engagement for HCV care (N=22), and the experiences and perspectives of GPs with the
provision of this care (N-=9). Decisions about engagement and disclosure to GPs were made
by PWHCV by weighing up their perceptions of the potential risks and potential benefits.
Potential risks included risk to the confidentiality of sensitive information, risk to usual care
and risk of exposure to discrimination. For PWHCV the perception of benefit would only
occur if the GP was capable of providing an appropriate level of care and this was not
assumed for all GPs. GPs described limits to their scope of practice and that inclusion of
prescribing DAA was not automatic. The perceived prevalence of conditions within their
patient population influenced GPs’ scope of practice. GPs considered the provision of DAA
as a ‘special interest’. GPs that provided DAA felt confident and supported to provide this

care.

The overall conclusion is that GPs will not automatically provide care for HCV to ‘their’
patients and PWHCV will not always engage with ‘their’ GP for this care. While the
profession of general practitioners is appropriate to provide DAA, not all GPs will choose to
include this care in their scope of practice. Australian PWHCV also have choice about their
engagement with individual GPs and about disclosure of HCV. Suggested recommendations

drawn from these studies are provided below.

7.5 Generate cohesion between the HCV strategy and other policy documents

Findings from Study 1 show that opportunities exist to improve cohesion between HCV
strategies and other policies to enhance equity and access to primary healthcare for people
with HCV. The HCV strategy should have interconnection with future national primary

healthcare strategies policies.
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Recommendation 1. Identify broad policy documents which may
affect equity and access to primary healthcare
for people with HCV and advocate to align
policy aims, reference appropriate need
assessment approaches and clarify actions that
achieve equity and access to healthcare for

people with HCV.

Peak HCV organisations, such as Hepatitis Australia, who are frequently involved in the
formation of the HCV strategy (Australian Government - Department of Health, 2018b;
Australian Government - Department of Health and Ageing, 2010b, 2014), are well placed to
identify other policies that should be explicitly linked. Peak HCV organisations should
advocate for input into the development of broad healthcare documents, to enable features
within these broad documents to be cross-referenced within the HCV strategy. The HCV
strategy would then provide detail of how the aims, need assessment approaches and
actions in the broad healthcare documents can be applied to the provision of healthcare for
PWHCV. Where priority groups have been identified in the broader healthcare policies,
these broad documents can be constructed to allow for cross-referencing of actions that
would benefit the provision of healthcare for a wider range of diseases and specific
populations. Other disease specific organisations may also advocate for this type of change
to achieve improved healthcare for their constituents, for example, Asthma Australia
(Asthma Australia, 2020) and Asbestos Disease Support Society (Silicosis Support Network,
2020).

7.6 Promote GP-to-GP referral

A finding of Study 3 was that GP-to-GP referral is commonly considered as a way for their

patients to access care when the required care is outside of GPs’ scope of practice.
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Recommendation 2. Promote and facilitate GP-GP referral to enable
the provision of HCV care including DAA

treatment.

GPs should consider GP-to-GP referrals for the provision of DAA for their patients where
they are not willing to provide this care. The GP-to-GP referrals reported in Study 3 were
generally between GPs within the same general practice. However, GP-to-GP referral,
external to the GPs general practice, has been promoted, for example to increase access to
intrauterine contraception (Bell, Harvey, Mack, Lambert, & Dean, 2019). GPs’ may be
reluctant to refer in this way due to GPs’ ethos of maintaining continuity of care for their
patients, which also supports the business model of general practice. However, DAA
treatment can be completed within a short time frame (Baker et al., 2019; Hepatitis C Virus
Infection Consensus Statement Working Group, 2020) and does not require patients to
transfer permanently to another GP. Further studies should be conducted that investigate
whether GPs may be more willing to investigate HCV if they can subsequently provide a

pathway of care for their patients to DAA under this arrangement.

7.7 Develop a register of GPs with a special interest in HCV

GPs are well positioned to provide DAA to patients and Studies 2 and 3 both included
positive reports of GPs who were willing and capable to provide a high level of care for
PWHCYV including DAA. Study 3 found that these GPs may be regarded as having a ‘special
interest’ in HCV care including DAA. These GPs provided care, acknowledging the effect on
patients of both the medical and the social diagnosis of HCV (Richmond et al., 2004). Study 2
and Study 3 also revealed a range of scenarios where alternative options for GP provision of
DAA would benefit PWHCV to access this treatment. PWHCV may have what they regard as
‘their’ GP, but this GP may not include provision of DAA in their scope of practice.
Independent of ‘their’ GPs’ scope of practice, a patient may choose not to engage with that
GP for this treatment. PIWHCV may not have a regular GP who they can engage with for this
treatment. There is a need to provide pathways for patients to engage with willing GPs for

the provision of HCV care, including DAA treatment, to cater for these scenarios.
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Recommendation 3. Develop a register of GPs capable and willing to provide

best practice care for HCV including DAA.

A register should be developed to provide a list of GPs willing and capable to provide best
practice care for HCV, including DAA, to PWHCV who are not currently their patients. This
register can be used both GPs and PWHCV. The PHNs are ideally suited to create and
manage such a list as this work fits with the key objectives of PHNs to improve “the efficiency
and effectiveness of medical services for patients, particularly those at risk of poor health
outcomes.” and “...the coordination of care to ensure patients receive the right care, in the right
place, at the right time.” (Australian Government - Department of Health, 2018a, p 1). GPs are
accustomed to seeking information from the PHNs websites, that provide ‘pathways to care’
for a range of conditions (Harris, 2016; PHN Adelaide, 2018). The list could also be available
to GPs and people with HCV through a range of hepatitis organisations. In South Australia,
for example, Hepatitis SA already offers a helpline for support of hepatitis related issues
(Hepatitis SA, 2020b). VHNs can also be a point of contact for this information as part of
their current role (Government of South Australia - SA Health, 2017; Haridy et al., 2020) and
this would be in line with my suggested extension of their role (see section 7.8.). Contact
numbers for this information could be included within all distributed DAA promotion
material, for example material distributed through the Test Cure Live campaign (Hepatitis

Australia, 2019b).

The PHNs have a commissioning function to meet the identified needs of people in their
regions (Australian Government - Department of Health, 2018a). There is an identified need
to increase the uptake of DAA treatment (Burnet Institute and Kirby Institute, 2019) and this
treatment can be provided by the profession of general practitioner (Hepatitis C Virus
Infection Consensus Statement Working Group, 2020). Where there are insufficient GPs
identified for the register, the PHN should commission GPs to provide these services. There
is the capacity for the PHNs to collaborate across PHN regions to provide these services and
the use of remote consults would aid this collaborative model. There have been recent
major advances in the use of telehealth in Australia due to the COVID-19 pandemic (O’Kane,
2020; Snoswell, Caffery, Haydon, Thomas, & Smith, 2020) which could apply to the provision
of DAA treatment. Experienced GPs may be able to provide many aspects of DAA via remote

consult, especially in a shared care model with local clinicians, and this would reduce the
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need for PWHCV to travel for appointments to receive this treatment. This would require
the availability of MBS items for teleconference be continued beyond COVID-19 (Mazza,
Deb, & Subasinghe, 2020) and for the current requirements for the consult to be with a
patient’s regular GP or medical practice to be lifted (Australian Government - Department of

Health, 2020f).

7.8 Expanding the role of VHNs to improve the continuity of care for PWHCV

The phases of the cascade of care to the provision of DAA treatment are often interrupted,
especially for PWID (Bajis et al., 2019), and in these circumstances, patients may be
classified as ‘lost to follow up’ (Haridy et al., 2018; Wade et al., 2020). Studies 2 and 3
provided examples of PWHCV who were provided with a diagnosis of HCV that for a range
of reasons were not provided DAA. Using surveillance data to trace individuals with an HCV
diagnosis raises privacy and confidentiality concerns (Stoové et al., 2019). The Australian
centralised electronic health records system, My Health Record, has struggled to overcome
citizen’s concerns regarding the confidentiality of medical information (Pang et al., 2020). In
line with the findings of Study 2, this concern may be heightened for PWHCV. If PWHCV are
contemplating re-engaging in care for HCV, they may not wish to contact previous GPs, have
no easy access to their medical records and have limited information available to assess the
willingness and capacity of GPs to provide DAA. PWHCV would benefit from contact with a
clinician with HCV expertise who could guide future engagement for HCV, and who could be

trusted to hold health records regarding HCV.

Recommendation 4. Expand the role of Viral Hepatitis Nurses
(VHNs) to provide continuity of care for

PWHCV.

VHNs can provide a trusted contact point for PWHCV to re-engage for care for HCV and
provide a level of continuity of care for these people. From Study 2 and Study 3 there were
positive reports regarding the support provided to people with HCV and GPs by VHNSs. In
South Australia VHNs have an established role in providing support to GPs in the community
to provide DAA and to provide direct support to PWHCV (Government of South Australia -
SA Health, 2017). Viral hepatitis nurse consultants working across Australia have been

involved in providing DAA and other care for HCV (Haridy et al., 2020). This expanded role is
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in line with trials of nurse case management in America, where increased continuity of care

for patients co-infected with HCV and HIV were found (Starbird et al., 2020).

The first step would be to create a National VHN service that would be a single point of
contact for VHNs working across organisations. The service would primarily provide
administrative support to VHNs and it is envisaged this can be achieved with minimal
additional resources. PWHCV would be allocated a VHN based on current processes
(Government of South Australia - SA Health, 2017). The involvement of the VHN would be
patient led and patient centred. The permission of patients for their clinical information
regarding HCV to be provided to VHN, would be routinely sought at the time of the ordering
of investigations. The VHN’s role in holding this health information would be explained to
patients at the time, as part of the consent process. The organisations where VHNs work
have existing capacity for storage and maintenance of confidentiality of patient information.
The option for the results to be sent to the VHN would be included on any test request or
consultation form. When a PWHCV was interested in re-engaging in DAA, they could then
contact the VHN Service to connect with their allocated VHN. The VHN Service can link the
person with capable and willing GPs that provide DAA. If the PWHCV was already engaged
with a GP for this care, with patient consent, the GP can be provided with the patient’s
relevant clinical information and offered support from the VHNs. This intervention would
provide continuity of care for PWHCV by expanding the role of the existing, highly skilled

workforce.

7.9 Counteracting patients’ previous experiences and perceptions of

engagement for HCV care

People affected by HCV come to any GP-patient interaction with a background of
experiences and perceptions, all of which shape their expectations of the benefits and risks
of engagement. Being capable and willing to provide DAA may not be enough for PWHCV to
engage with GPs to receive this care. GPs and general practices need to counteract the
perceived risks and persuade those people “sussing them out” of the benefits of seeking
HCV-related care from them. GPs must exhibit these features at all times, as their
opportunity to influence perceptions of PWHCV frequently occurs before disclosure - often

when they are engaging with a GP about another health concern.
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Recommendation 5. Provide GPs with strategies for counteracting
negative previous experiences and promotion
of DAA, to change the perception of PWHCV
about the benefits of engaging for care for

HCV.

GPs and their general practices need to become “hepatitis friendly” (Baker et al., 2019, p
27). The Eliminating Hepatitis C series of articles (Baker et al., 2019; Chan et al., 2019;
Draper et al., 2019; Layton et al., 2019; Purcell et al., 2019) provide guidance on a range of
measures that would counteract patients’ reluctance to engage for HCV care. General
practices should actively promote the benefits of DAA treatment to their patients for
example, via screens and pamphlets in waiting rooms, and via general practice webpages.
Results from Study 3 included reports from practice nurses about the benefit of placing HCV
information in their consultation area, to complement their efforts in encouraging screening
for HCV. The results of Study 2 and Study 3 indicated that there was particular information
that was important to emphasise in promoting DAA for PWHCV. This includes an emphasis
on the substantial improvements the new DAA treatment offers relative to the old
treatments, such as: cure rates of greater than 90 %; short treatment duration; minimal side
effect; once a day tablet (no injections); low cost to patients (the cost of a regular PBS

prescriptions); absence of exclusions; and easy availability via a GP.

Findings from Study 2 indicated that patients may be sensitive to questions about the route
of transmission and GPs need to make clear to patients the relevance of any question asked,
for example to determine whether harm reduction advice is relevant. When patients
disclose their HCV status, the foremost aim of the GP should be to reassure the patient that
their intention is to achieve a cure of the patient’s HCV. Results from Studies 2 and 3
indicated that patients’ understandings of treatment for HCV may be out of date and
incorrect. The patient’s knowledge of aspects of the DAA needs to be established and
further explanations should be provided if knowledge gaps exist prior to seeking patient
consent. Patients should be provided the details of VHN nurses and hepatitis support
organisations and encouraged to make contact for additional support and information. In
this way the GP advances PWHCV towards DAA even when patients do not continue to

engage with this GP.
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Results from Study 2 highlighted the importance of providing reassurance to PWHCV
regarding the maintenance of confidentiality of what they may perceive as highly sensitive
information. Patients need to be assured by their GP that their information is only be shared
with their explicit permission and only when relevant. Australian general practice standards
(The Royal Australian College of General Practitioners, 2015) require practices to adhere to
policies regarding the protection of patient information. Routinely informing all patients
that these systems are in place would reduce fear and encourage open and honest
disclosure about sensitive information, including information about drug-related or HCV-

related conditions.

Results from Study 3 included participants’ descriptions of specific techniques when taking
patient’ histories to successfully elicit information regarding patient’s drug use. These
participants emphasised the importance of the GP presenting as non-judgmental, that these
guestions should routinely be included whenever taking a patient history and the
importance of taking in-depth patient histories as part of providing care to patients. Results
from Study 2 included examples where participants had both positive and negative
experiences with GPs regarding the investigation of an HCV diagnosis and HCV risk factors
and support that skilled history taking is pivotal to PWHCV disclosure and satisfaction with
GPs care. Specific techniques for eliciting information in this regard should be included in all
clinician’s training. Practice nurse involvement in taking patient histories and involvement in
HCV care should be considered. When GPs are assessing whether a patient has any drug
issues, eliciting the significance of drug use to the patient would allow GPs to provide
targeted care. GPs can play an important part in addressing drug-use issues (Australian
Government - Australian Institute of Health and Welfare, 2020a) but should not assume that
all patients presenting for HCV management require treatment for drug use. Whilst drug
addiction is often described as a ‘chronic relapsing disorder’ (Badiani, 2014), not all people
with HCV are, or have ever been, addicted to drugs (Hajarizadeh et al., 2017; Swan et al.,
2010; White et al., 2014). It is good practice for GPs to consistently exercise caution
prescribing drugs of dependence (Badiani, 2014), but the use of these drugs is warranted to
treat many conditions. In these circumstances, GPs should not deny drugs of dependence to
patients solely based on the patient’s HCV status or even patient reported drug issues but

should exercise clinical judgement using appropriate safeguards when prescribing (Badiani,
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2014). GPs may feel challenged by patients who are ‘drug seeking’ and ‘doctor shopping’
(Claire Van Hout, 2014; Martyres et al., 2004) if this was the intention of patients, however,
it is highly unlikely that they would disclose a diagnosis of HCV or IDU during their

consultation.

7.10 Monitor success of existing support

Findings from Study 3 showed that GPs who were involved in providing DAA treatment were
confident in doing so. This confidence stemmed from the education that they had received,
the remote consultation form process and the support received from VHNs. GPs reported
that they had ready access to quality education regarding DAA treatment. The remote
consultation process was described as straightforward and appreciated. The form acted as a
checklist and link to resources for GPs to assess patients with HCV and create a treatment
plan for the provision of DAA treatment. Review of the forms by staff at tertiary liver clinics,
was seen as an efficient way to ensure that these treatment plans were appropriate for the
patient. GPs felt that the tertiary liver clinic staff could remain abreast of any nuanced
change to best practice regarding treatment of HCV and that the remote consultation
process released them from the burden of having to do so. VHNs were often mentioned by
GP participants as a great resource for themselves and for patients. Even where GPs were

experienced prescribers of DAA treatment their support was appreciated.

Recommendation 6. Monitor the success of existing support for
prescribing DAA treatment including
education, VHN support and the remote
consultation process, to evidence the need for

ongoing funding of the services involved.

Rather than providing new recommendations in this regard, | suggest it is important to
document the success of the existing support, so that this can be used as evidence to
support ongoing funding of training organisations, VHNs and tertiary liver services. The
experiences of existing DAA treatment prescribers, highlighting the ongoing support
available, should be used to promote involvement in training and prescribing of DAA

treatment to GPs.
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7.11 Further research suggested

Further research involving people who have had a diagnosis of HCV is suggested from my
research. During my PhD candidature, and especially from interviewing participants for
Study 2, | gained an increased appreciation of the range of people who have contracted
HCV. This diversity did not appear to have been captured in the literature. People who have
ever been diagnosed with HCV, are a population who may provide additional perspectives
on the life history of drug use, involving IDU, to populations studied previously (Larney et al.,
2015). These life histories can be used to broaden the understanding of substance abuse,
dependence and addiction (Badiani, 2014). The concept of ‘recovery’ has become
widespread in relation to substance abuse (Bathish et al., 2017; Brekke, Lien, Davidson, &
Biong, 2017; McKim et al., 2014). Many of the participants in Study 2 represented people
who had ‘recovered’ from IDU. My study was focused on the engagement with GPs for care,
however further Investigation of additional aspects of the lived experience of people with
HCV, would be useful to understanding and shaping the provision of services for IDU to

achieve recovery.

Further research is needed to translate advances to healthcare, such as DAA, into the
provision of this treatment in the private general practice setting. The findings of Study 3
indicated that this translation principally relies on GPs choosing to include these new
advances into their scope of practice and seeking out the required education to deliver this
care. Further research into the way GPs’ scope of practice is shaped is warranted as there
appeared to be sparse literature in this respect. Further research into the utilisation of
technology to facilitate GPs’ knowledge regarding advances to healthcare (Liaw et al., 2017),
should be conducted. Ideally practice management tools can be developed that ‘push’
relevant information to GPs when they are consulting with patients with particular issues,

thus saving the GP time and aiding them to deliver best practice care.
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7.12 Chapter summary

For Australian citizens many of the system-based barriers to the provision of DAA by GPs
reported in other countries have been removed, however a substantial proportion of
PWHCV who are eligible to receive this treatment from a GP and be cured, are not receiving

this treatment.

In this thesis | have strived to understand the historical, social and current context to
develop my recommendations. Additional research is suggested from my findings that
would further aid the understanding of engagement by PWHCV in DAA and the provision of

care by GPs of this treatment.
Recommendations generated from my research findings are:

1. Identify broad policy documents which may affect equity and access to
primary healthcare for people with HCV and advocate to align policy aims,
reference appropriate need assessment approaches and clarify actions

that achieve equity and access to healthcare for people with HCV.

2. Promote and facilitate GP-GP referral to enable the provision of HCV care

including DAA.

3. Develop a register of GPs capable and willing to provide best practice care

for HCV, including DAA.

4. Expand the role of Viral Hepatitis Nurses (VHNSs) to provide continuity of
care for PWHCV.

5. Provide GPs with strategies for counteracting negative previous

experiences and promotion of DAA, to change the perception of PWHCV

about the benefits of engaging for care for HCV.
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6. Monitor the success of existing support for prescribing DAA treatment
including education, VHN support and the remote consultation process,

to evidence the need for ongoing funding of the services involved.

My recommendations were made after examining assumptions about the GP-patient
relationship in Australia. | argue that there is a need to go beyond presuming that GPs in
private general practice will automatically provide this care to ‘their’ patients and that

people with HCV will engage with ‘their’ GP for this care.

DAA represents a major advance to treatment for HCV and there has been considerable
work undertaken to overcome system-based barriers to the provision of DAA by GPs in
Australia. Adoption of these recommendations will allow these advances to be translated,
enabling more PWHCV to achieve a cure for their HCV and thus furthering the aim of

elimination of HCV in Australia.
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APPENDIX

Appendix 1: Gastroenterology and Liver Services Remote Consultation Request for
Initiation of Hepatitis C Treatment Form (Gastroenterological Society of Australia, 2019)

Gastroenterology and Liver Services
Remote Consultation Request for Initiation of Hepatitis C Treatment
Hospital Phone: | ) Hospital Fax: | )

FOR ATTENTION OF: Dr Dimte:
Fleoa notw :rr'.c_rbrrr. Enotg raferral flor potiant cepoitiment.

Reterring Practitioner
Nota: Gananol procitionars ond nwTs roditionars ore aliqibie fo prescribe hangtihs C tregtrmant undar Ha PES

Hame
Suburd Fosicods
Prone |} Fax 1]

Mooile shone
Email agdress

Patiznt
Hame
Date of Dirth
Postoode
Hepastitis C History Intercurrent Conditions
. . Dimoetes Ovez Owo
Date of HOW dingneasis: . — —
Qlesity = Yesz L] Ho
Kmown drrhosis® 1ves L[] Mo -:|:.||ll:rt|: B ot VET No
HIV Uves L No
* Patierts with cirhaosis or HEW/HIV ooinfiection should Alcohal > 40 gdey Oves O Ho
be referred io & specalist
Disouszion re contraceation 1ves O Ho
Prier Antiviral Treatment Current Medications
P . . |
Has patient previously received any ; \Frezcription, hercal, OTC, recraationsl]
L Ll wes L] No
anknvral treatment?
Has prir treatmient included ors
P Yes [ Mo

antiviral theragy?

Prior treatmant:

| have chedied for potenies

drug—drug interactions with current ves [l Ma g Wi bt p-Cruginkeractions. org
medications’ : f poezibie, print nd tax B POF from this sie showing

ol e chaecomd dirus—inue inbernctions.

Laboratory Results |or sttach of results)

Test Date Result Test Dhate Result
HCV penotype Creatirans
HOW RHA level eGFR
ALT Haemogiobin
AET Plakelet count
Biliruain INR
Algumin HEs&s
GESA
% pad Oy dhes wial Seciety of = Cursst | Fovembsr 0% Papa 1 of 2
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Gastroenterology and Liver Services
Remote Consultation Request for Initiation of Hepatitis C Treatment
Hospital Phone: | ) Hospital Fax: | )

Liwer Fibrosis Ass=soment®®

Test Dafe Result
FioroScan
Other [ep. APRI)
APRI: hitp:/fwwar he patitisc uw. adu pemeHinical-caloast
% People with liver stfThess on FioroSon of 2 129 Py or an AFF] score & 1.0 may heaee drrhass and should be
refierred to B speoakst.

Trestment Choice
| pian to prescribe [pieose skt ona:

Regimen Durstion Genotypes
SDfﬂ:-Ju'-lir—'-.'EIP-E'..-EJf' 12 wesks L] 1,2,3.4,59.6
Glacaarevir + Pibrentssvir Swesis L 12weeis L 1,2.3.4,%,6
0 ] LFTe
Elbazsir + Grazoprewir 12 weeks [ iord
Sofosbuwir + Ledinasyir B wezks L] 12 weeks [ 1
Ao CE TR D el DT e

Multizle reE'i'n:n:- sre avelable for the treatment of dhronic HOW. Factors to conzider indude HOY EEnotype,
grrhosis stabus, orice interferon brestment, viral load, F-u'..-er:inl - interactions and comorndities.

See Austroiion Recommandohions for tha kManogament of Hepatiis C Wrus infaction: 4 Consansus Stotemant
{Saptembar .E'E'.!S_i :m;;&mg;swrﬂ'ul reE'i"nzn:-. and fior mmi‘tﬂrgr:mrr'er\-c-:tim:-.
Fatients must be tested for HOV RMA ot least 12 weeks after completing treatment to determine
cutcome. Fiease notify the specielist below of the Week 12 pos-trestment resultt

Fatients who relapse after dirsct-acting antiviral therspy should be referred to 8 specislist for retreatment

Declaration by Genersl Practitioner/Murse Practitioner
[ dariore ol of hhw inflormafion prowvitied chove i e and cormact.
Signakure:

Hame:

Dake:

Approwal by Specialist Experiended in the Trestment of HOW
I Gree will the dacinon to heat Heis pevson bosed on Hhe infermation providied obova.

Slg;"ml:ure:

Hame:

Date:

Once oompleted, please retum both pages by =mail:
orfan:| |

GESA
% pad by et cgicl Secety of = Cwursst = Fevambsr 05 Papa 2 af 2

(Reproduced with permission from Gastroenterological Society of Australia.)
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Appendix 2 Interview guide Study 2 — People with or at risk of HCV

Interview outline — 5tudy 2 People with or at risk of HCWY

| have reviewed the participant information shest with you and you hawve read,
indicated your understanding of the information and signed the consent form.

| hawe an ogutline of some areas | would like to cover here to help me out and may
zl=o take a few notes.

This study is 2 phase of my research that | am conducting a= part of my PhD at the
University of Adelzide

| am interested in g2ining 2n understanding of the experiences of people with or at
risk of hepatitis C with the provision of care for thiz condition in private general
practice.

It is completely up to you what information you share with me.

‘four participation is completely voluntary and if st any time you wish to tzke 2
break or stop the interview please let me know. Please feel free to choose to pass
om 3ny questions | ask

Ity supervizors and | wish to protect the confidentiality of your participation and of
the information you provide. | believe that you have responded to an 2d in the
Hepatitis 34 newsletter, but Hepatitis 54 will not be made aware of your
invalvement. To protect the confidentiality of your involvemant youw may choose to
not share your invalvement in the research with others. To maintain the
confidentiality of information it would be best to avoid the use of namses and other
identifiers when recalling your experiences or experiznces of others. If yvou do recall
information that could lezd to the information being identified, this will be sltered
at the time of tranzcription. The audic-recordings will be tranzcribed and de-
identified shortly after this interview take place and the original recording will be
erased sfter the transcription is checked.

1/2
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Hepatitis C knowledze

Can you tell me how you gained your knowledge sbout hepatitis CY
Camn you tell me the effect of hepatitis C on yvour life?

Private GP=

What for you makes & good private general practitioner?

What for you makes = good private general practice?

What do you think private GP=s know sbout hepatitis C7

Camn you describe any situations where you have received mediczl care from privete GPs
that relates to hepatitis C7

‘Would you or do you feel comfortable talking to & GF about risk factors associated with
hepatitis C7

Dz you fesl that you are receiving the care you need from private GPs?

Dz you fesl that you understood choices about your care?

Hovwr weere you invalved in these choices?

Cam you share what health-relsted worries you have?

Dz you worry more about your health than you do other aspects of youwr life? Did vou
share these worries with your GP?

fre there any standout good stories about private GPs and generzl practice providing care
far hepatitis C?

fre there any standout bad stories sbowt private GPs and general practices providing care
far hepatitis C?

Has a GPs played 3 part in promoting you to enter antiviral trestrment?

Dz you think GPs are good at providing care for people who are not currently interested
in entering treatment: monitoring the condition, lifestyle advice etc?

Howr do you think GPs could be helped to provide best practice care to people with
hepatitis C7

Is there anything else that you would like to 2dd that would help us to understand your
experience?

‘Was there amnything you thousght about while we talking that we didn’t cover?

About your participetion in the program: what made you decide to sgree to be
interviewead?

| feel that you have revesled some really important information; | am wondering if you
would be willing to be contacted again if | find that there are some particular area that |
nesd to explore further

2/2
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Appendix 3: Interview guide Study 2 - Key Workers

Interview outline — Study 2 Key Workers

| have reviewed the participant information sheet with you and you have read,
indicated your understanding of the information and signed the consent form.

| have an outline of some areas | would like fo cover here to help me out and may
also take a few notes.

This study is a phase of my research that | am conducting as part of my PhD at the
University of Adelaide

| am interested in gaining an understanding of the experiences of people with or at
risk of hepatitis C with the provision of care for this condition in private general
practice.

As a key worker at an organisation that provides services to people with a history of
injecting drug use, and therefore at risk of contracting hepatitis C you may have had
relayed to you the experiences of these clients in the provision of care for their
hepatitis C or have fried to advocate for your clients in this regard.

You may have personal experience of hepatitis C which may be relevant to the
study. It is completely up to you whether you share this or any information.

Your participation is completely voluntary and if at any time you wish to take a break
or stop the interview please let me know. Please feel free to choose to pass on any
guestions | ask.

My supervisors and | wish to protect the confidentiality of your paricipation and of
the information you provide. Your employee has given their permission for you fo be
approached but they will not be made aware of your participation and your
employment will not be afiected by your involvement. To protect the confidentiality of
your involvement you may choose to not share your involvement in the research with
others. To maintain the confidentiality of information it would be best to avoid the use
of names and other identifiers when recalling your experiences or experiences of
others. If you do recall information that could lead to the information being identified,
this will be altered at the time of transcription. The audio-recordings will be
transcribed and de-identified shortly after this interview take place and the original
recording will be erased after the franscription is checked.

Clients knowledage of hepatitis C

What do you think clients know about hepatitis C?

Do you think most clients accurately know their hepatitis C status?

Do you have an idea where clients receive their diagnosis of hepatitis C?

Could you describe how you perceive clients think about their hepatitis C
o Do they say that it is has a big effect on their lives?
+« Where do you think clients get their knowledge about hepatitis C?
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Private GPs

Do you have a feel about whether clients see private GPs?

What do you perceive or have been told are barriers to clients seeking care
with private GPs?

Do you have an idea about barriers to care being provided?

Do you know how clients find GPs for their care?

Would you =ay that it is common for them to have one particular GP, see GPs
at one particular practice or ancther arrangement?

Any particular type of practice they go to?

Any issue with other practice staff?

What de you think clients go to their GPs about? Do you think they go to
private GPs for all their health conditions?

Do you think their GPs know about their hepatitis C7

Do you think that GPs know about their injecting drug wse?

Do you think clients offer this information or GP have sought this information?

What do you think makes a good GP generally?

Is there anything that makes a good general practice?

Do you think this is the same for clients?

Do you think this matches what clients think is a good GP?

Private GPs care provided for hepatitis C

What do you think GPs know about hepatitis C7
Have you had any experiences relayed to you about care provided for
hepatitis C in private general pracfice that you would say was very positive?
Have you had any experiences relayed to you about care provided that you
would say iz not positive?
Do you think that private GPs are clear about hepatitis C diagnogis and when
a patient can be said to have chronic hepatitis C7
Do you perceive that GPs play a part in promoting clients to enter antiviral
freatment?
Are you aware of clients who have been provided advice about lifestyle
advice like alcohol consumption, diet, exercize efc.

o VWhat do they think about advice they receive?

= Are they happy with the referral to specialists they receive?
Do think the clients or their GPs

Are there other issues you think are important?

About your participation in the project: what made you decide to agree to be
interviewed?

| feel that you have revealed some really inferesting information. | am very early in
my project and am wondering if you would e willing to be contacted again if | find
that there are some areas that | need to explore further.

Thanks

ol
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Appendix 4: Interview guide Study 3

Imterview Schedule Study 3 GPs
Preamble

hhy namz is Jane Scarborough. | am doing my PhD part-time at Flinders University with Or
Emma Miller and Or Paul Aylward as my supervisors. My project is about the provision of
care for people with hepatitiz C in private general practice in South Australia. | work at Orug
and Alcohol Services South Australia, but this project is not a 54 Health project and your
imnalvemznt here today will not affect any interaction you hawve with 54 Health. Everything
said here todsy is completely confidentizl and | will deidentify all information wsed so that
you, your petients and your general practice cannot be identified. Thanks for agreeing to
be involved, please know there are no right or wrong answers; | am interested in your
perspectives and what you have experienced. If you do not wish to answer a3 question
that's finz. | will b= taping and transcribing this recording. Plazse let me know if you nesd 3

break during the disoussion. I yow have any concems about what you hawve shared pleazs

let me know.
Topics/Questions

# Canyou give me a bit of an ides about your background?
o When you gzined your qualification, university.
o How many years you have worked in g=neral practice?

® The scope of work camried out in general practice is wide and there is 2 need to
make choices about what education to participate in
o Please give me an idea about how you choose the profeszional
development you do
=  Topics
= Profession registration
»  What format of education you participate talks/online etc.?

o Canvyou tell me if you have been awsare of educstion offered about

hepatitis C7?
= Who offers it, format, your access to the training, quality,
uz=fulness?

o How have you gained your knowledee about hepatitis C7
o Describe any further education you would like in this arez.

12
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# Tell me 3 bit zbout you practice

u]

=]

Your sense of how do patients choose your practice what they like
about it

Are there similar practices in the ares

The patient profile of your practice or what the people like who come
here

Bulk biill rnents

How do patients get allocated to the individuzl doctors in the practice
Are there any patients that are discourssed from your prlal:tice.

*  What do you know about your patients and their hepatitis C Status?

u]
ju]

Do you think patiznts know their hepatitis C Status?

| hizve heard from people with hepatitis C that they don't always tell GPs
about their hepatitis C status or risk factors- what is your experience
with this =2nd why do you think this is?

# C=nyou tell me sbout the care that has been provided here for people with
hepatitis C?

u]

O o oD

=]

u]

u]

What led to you to provide treatment [/ tzke this approach § any
particular people [ patiants.

Any feedback from patients about your approach

Trizggers for testing

Diagnosis — do you have many patients wha are lost to follow up
Antiviral trestment: before and after DAA treatment, any patients
request treatrent.

Any issues with consultation with specialist

Refzrral — patient experiences of these referrals, any changs pre and
post DAL

How would patients know that you are happy to provide care for
hepatitis c

What barriers, if any, do you think there would be for people with
hepatitis C with getting care st your practice.

What has helped your practice to provide thizs care.

® C=nyou tell me what if any care, has been provided by GPs in you practice for
people with a history of injecting drug use (recent or historical] at vou practice?

O
O

Referral
Are there any particular issuwes with these patients?

* | aminterested in what you would suggest would improwe care for people with
hepatitis ¢ and improve the rates of uptake of trestment

* Any barriers to people getting care for their hepatitis C

® |ls thers anything elz= you think is important?

# Thank you

2/2
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Appendix 5: Ethics approvals Study 2

54 Health Human Research Elhics Commiites
Level 10, Cili-Centre Building

11 Hindmarsh Sguara

ADELAIDE SA 5000

Telephone: (08) 8226 36T

Fasimila: (08) 8226 7084

Dr Jaklin Elliot

Discipline of General Praclice
School of Population Health
University of Adelaide

Level 11, 178 Naorth Terrace
ADELAIDE SA 5005

Dear Dr Elliot,
HREC reference number; HREC/13/SAH/38

Project title: Looking after them? Factors affecting provision of care for hepatitis C
in Australian private general practice.

RE: HREC Application — Request for further information

Thank you for submitting the above project, which was considered by the SA
Haalth HREC at its meeting held on 3 April 2013,

I am pleased to advise that your application has been granted full ethics approval
and appears to meet the requirements of the Mational Statement on Ethical
Conduct in Human Research.

Pleasa note the following conditions of approval:

+ The research must be conducted in accordance with the 'National
Statement on Ethical Conduct in Human Research.'
A progress report, at least annually, must be provided to the HREC.
When the project is completed, a final report must be provided to the HREC.,
The HREC must be notified of any complaints by paricipanis or of adverse
events involving participants.

+ The HREC must be notified immediately of any unforeseen evenls that
might affect ethical acceptability of the project.

s Any proposed changes to the original proposal must be submitted to and
approved by the HREC before they are implemented.

+ |f the project is discontinued before its complation, the HREC must be
advised immediately and provided with reasons for discontinuing the
project.

HREC approval is valid for 3 years from the date of this letter.
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Should you have any queries about the HREC's consideration of vour project
please contact Sarah Lawsaon, Executive Officer of the HREC, on (08) 8226 6367
or hrec@health.sa.gov.au

You are reminded that this letter constitutes ethical approval only. You must
not commence this research project at a SA Health site until separate
authorisation from the Chief Executive or delegate of that site has been
obtained via the completion of a Site Specific Assessment form. Please
contact David van der Hoek via emall at
ResearchGovarnance@health.sa.gov.au to discuss this process further.

The HREC wishes you avery success In your research.

Yours sincerely,
Vi ;&L'ii'béﬂ}iu fyo

El .l'r
David Roder
CHAIRPERSON
HUMAN RESEARCH ETHICS CONMMITTEE

4/a/13

232




»

BEOEIG IMAL HEALTH
Beseanch Errecs Comermmee

9 July 2043

Janz Smrkorough

Discipline of Ganeral Practice
Schoind of Fopulstion Health
L=l 11, 178 Morth Terrace
Mail Drop DX 630 207
University of Adelaige
Adelaice 54 3005

RE: Looking after them? Factors affecting provision of care for hepatitis C in Austrafian private general practice.
Phase 1- Perspectree of pacple with hepatitis C or who hawve risk factors for havimg contracted hepatitis C and ey
workers from organisations that provide service to people with hepatitis C
REFEREMLE NOD: 04-13-514

Diear Jmne

Thark you far submitking youwr res=arch project Loaking after them? Fackors affecting provision of care for hepatitis ©
in Australiam private penersl practios. Phass 1: Perspective of people with hepatitis C or who hase risk factors for
having cortracte=d hepatitis C and key workers from Organisations that provide service to peoole with hepstitiz C©on
thie 4 July 2043 for sthiml considerstion.

|'am pleased to inform you that this proposal has met with support and thet the committes has decided that your
spplication be recommended fior approsal. The duration of spprosal is from 1 bune 2013wt the sypected
completion date of your project indicated as L June 2044,

In accordance with the NHMAC guidelines, Matong! Stotemeaat on Eenical Comduct in Human Ressarch |2007), we
require at regular periocs, at bsast annually, reports from princpal resesrcher{s]. An “&rnual Frogress or Final
Report' template is svailanle st hitpo/fwww.shcss. ore auresesrch-sthics

I o requine sy further information pleass do ot hesitate to contact the Executive Officer or miysel. We wish you
well with the project and look forward to reo=iing & copy of youUr rEport.

SEnCane by yours

Lo G

M5 LUCY EVANS
CHAIRPERSON
Ent: FropomiAps ol syl

Ragngml el Tourcl!

L i Al

AFEET 1w 0 whcormmeties o AHCRE
g Ky Willisen Pasd Ulales S8 epsl PO Bee gy Ualey A codn
T o) By pao Fac (o B regn Evvai® abesaghobiciaarfon ebviine s aheraso ifai
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« (Il Road
JulE

2013-0e667

Jane Scarborough
DASSA

161 Greenhill Road
Parkside SA 5061

31 July 2013

e,

=
Dear Ms Scarberough Derne

Re Research application: Looking after them? Factors affecting provision of care
for hepatitis C in Australian private general practice

Thank you for your application to undertake research at DASSA exploring the factors that
affect provision of care in Australian private general practice for people with hepatitis C.

| am pleased to grant you approval to the conduct the research in DASSA's
pharmacotherapy services. | trust you will continue to liaise closely with the DASSA
managers at the Southern, Eastern, Western and MNerthern services in relation to recruitment
of clients into the study.

This approval is subject to the completion of a signed Site Specific Assessment form.

Yaours sincerely

=" Simone Cormack
State Director

a2

Government
of South Australia

S5 Huealtt
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Appendix 6: Recruitment material Study 2

&)

THE LUUMIVERSITY

#ADELAIDE |

Affected by hepatitis C?

We would like to talk to you about
care provided by private GPs.

To be part of the study you must be ower 18 and be able to speak English.
The interview should take about one hour.

Interviews can take place at Western DASSA
or other arrangements may be possible.

A 520 Woolworths essential voucher will be provided
as a token of appreciation for your time.

Further information is provided in the envelope below.
Please take an envelope if you're interested in participating.

To get involved
Call Jane or
Send your number by text to

0404 676 304

If you wish to talk to Jane and she does not answer the phane,

please ring back later

or leave a message with your number, the best time to call back and first name (optional)
or text this information.

Further information
lane Scarborough: jane.scarborough@adelaide. edu.au, Telephone: 8313 7583
Or Jaklin Eliott: jaklin.eliott@adelaide . edu.au, Telephone: 8313 3855

This study has been approved by the University of Adelaide Human Research Ethics commities
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Jane — Researcher
“Looking after them” study

0404 676 304

If you would like me to call you,
please fill in the details below
and put the card into

the reply paid envelope

and mail it to me.

Phone number:

Best time to call:
amipm

First name (optional):

| will destroy this card and
any record of the call,
once | have called you.
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Looking after them? Factors affecting provision of care m
for hepatitis Cin Australian private general practice -

Participant Information Sheet — People who have/at risk of hepatitis C HE UNIVERSITY OF ADEI

S w Scarbarough, Or Jakiin Eliatt | Phli], Gr o ma kil (P84 and Br Pesl Aybward {Fhi]

Background

In Australiz hepatitis C & cormman, with over 1 in every 100 people thaught to have the infection. Same people
get liver damage fram the virus and other people can Feel sick in other ways. All wisys of getting hepatitis C
invalve blood, with the virus in it, getting transferred into someane's bloodstream. The people mast at risk af
hepatits C are peaple wha are or have been injecting drug uiers. But others can be infected thraugh non-
sterile tattoping and bady percing, transfusion af infected blood [before 19580}, un-sterile medical or dental
pracedurss averseas, from mother to infant during delivery and in oocupational settings through needle-stick
mjuries and ather sccidental exsposures to infected Bload,

General practitioners (GPs) can test peaple for hepatitis C and look after people who have the virus. There are
treatrments available, as wedl as some other things people whao are infected can learn to keep themsshes and
athers well In Australia not everyone wha has hepatites C knaws they have the virus, others do not get care
far their hepatitis C from GPs and some people might be better off with different care.

In Australiz mast peaple see GPs wha woark in private general practices {not run by the gowernment ). The
Lasking after them? Foctors offecting provision of core for epatitis © in Awstrofion grivete general practice
study is being done to find out what factors affect care provided by GPs in private general practices. What &
faund put will be used to try and improve this cars.

Bhout the study
lane Scarbarough is doing @ PhD at the University of Adelside, with Dr Jaklin Chatt (FhD], Dr Emma Miller {PRD)
and Dr Paul Aybward {PhD) as her supsrvisars. For this study lanes would like to talk to peapls who hawe had
hepatitis Coor are at risk of having hepatitis C and Find out things like:

+ what care they waould like from GPs

= what has happened in the past i they have sought care fram GPs

= what they think would make it easier to get the care they want from a private GP.

If this describes you, and you would like to be part of the study, please read on.

To be part of the shudy you must be aver 1B and be able to speak Englich.

Jane will imterdew about 20-25 people for about an hour each. She would like to hear from all sorts of people
including young peaplefalder peaple, menfwomen, peaple from the city/peopls from the country ete

This is a research project and your participation & voluntary. Even if you have said you want to take part it will
e all right to stop at any time. [insert anganisation] will nat be told that you are taking part in the study. How
wau geoess and work with skaff at [insert arganisation] will not change i you choose ta be part of the study or
choase not ta be part of the study.

How to get invalved?

First call Jane an [insert current number]

IF Jane has already interviewsd the people she needs, she will let you know.

IF not; Jane will ask you a few brief questions {less than 5 minutes) to check that you meet the study criteria
and answer any questions you have about the study. IF you are still Been to be invalved, lane will arrangs with
wau a time and place for your interview. Interviews will usually take place at [insert organsation] but other
arrangements may be possible. With your permission an information pack will be sent to you containing a
participant infarmation sheet and consent farm.

Before the interview starts, lane will chat with you about the infarmation in this sheet and then ask youw ta sign
thi corsent form. The interdiaw should take about an hour. & 520 Woalworthe scential voucher will be piven
to compensate you far yaur time.

Jane will mest you at [study site of recruitment] before or after your next appointment
o yau can arrange with Jane anather time or alternative location.

IF o are interested in being invokeed please give lane a call on

IF Jane does nat answer the phone please ring back later
or keave a message with your number, firit name and the best time to call back.
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‘What can go wrong?

You may find recalling some sxperiences distressing. If ot any time during the interdew you would
like to take a break or stap the interview yau can. Sometimes when you have talked about different
parts of your life during an interview, you might keep thinking about them and be distressed even
when the interview has sopped.

Jane is & res=archer with the Univerdity of Sdelaide and is not an expert in haw ta help you deal with
distress, like other people whase job it & to help. Jane will give you the contact details of some
people who can help i you fesl this way or you may like to talk about ths with people who have
helped yauw at [insert arganisation ] if that was what you want.

It is important ta us to keep all of your information confidential. We will lock up the recorder till the
interviews have bean typed up and checksd, and then the digital recordings will be erased. Only the
team af researchers will have access ta the typed, de-identified interdews. Paper copies will be
lacked up and a password will be needed to access the electronic copies; all information referring to
wan will be destrogad aftar 7 pears.

I someons who does nat know you well, knew that you were invalved in this project they may figure
some things about you that you don’t wiant them ta know. |t may be a goad idea not to tell people
wau are invalved in this reseanch. If you da tell peaple you may wish to just sy that the study &
about what bappens when you go toa GP.

Where to get help:

Lifefine: 13 1114

A0S (Alcohal and Drug Information Serdos): 1300 13 1340
Hepatitis 54: 1300 437 232 {1300 HEP ABC)

Health Consurmer Alliance: 08 8231 4169

About the interdew
Jane will talk to you and a5k you some guestions. There are no right or wrong answers; Jane &
interestad in what you have experiesnced and what you think.

If during the interview you wish ta have a break please lot me know and we will stap. If you do not
wish to goan that is fime,

The interview will b recorded wsing a digital recordier. What & said will be typed up. Details which
ientify you will be changed so that it would nat be easy to tell that it was you whao had been
interviewed. Some people may still be able to figure cut that it was you or think that they know,
Diuring the talk it may be best to not use names or sy ather things which will identify you or other
peaple

Jane and the ather researchers will analyse what people have said, then sum up what they have
faund from speaking to evergone. The research team hapes to publish what they find to help peaple
understand more shout getting care from private GPs for hepatitis C

Mnr:infnm-tlumrmmplahh
IF yaw would like more information about the study please contact:

Jane Scarborough: jane scarborough@adelaide sdu.su, Telephone: [insert current number)
Dir Jaklin Eliatt: jpklinoaliottiS@adelaid e edu.su, Telephone: [insert current number|

Dr Emnima Miller: emmamillen® adelside . eduwaw, Telephane: |insert current number]

Dr Paul Ayhward: paul. sybward@adelside edu au, Telephampe: [insert current numbser]

This study has been approved by the University of Adelside Human Ressarch Cthics Committes.
IF yaw have any complaints about the study please contact the Human Research Cthics Committee's

Secretariat on phone (08} 8313 6028 or by email to hreoi sd elside. sdu. au
Attached is the “Contacts for information an praject and independent complaints pracedura” shest
which provides contact details for seeking additional information an the praject, if raising a concern

ar if making & complaint.
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m THE UNIVERSITY
\&) FADELAIDE

Human Research Ethics Committee (HREC)
CONSENT FORM

People who have or are at risk of hepatitis C

1. I have read the attached Information Sheet and agree to take part in the following research
project:

Looking after them? Factors affecting provision of care for hepatitis C

Title: in Australian private general practice.

Ethics Approval

Number: HRECHM 3/ SAHISS

2. | have had the project, so far as it affects me, fully explained to my satisfaction by the research
worker. My consent is given freely.

3. | have been given the opportunity to have a member of my family or a friend present while the
project was explained to me.

4. Although | understand that the purpose of this research project is to improve the quality of
medical care, it has also been explained that my involvement may not be of any benefit to me.

5. I have been informed that, while information gained during the study may be publizhed, | will not
be identified and my personal resulis will not be divulged.

6. | understand that | am free to withdraw from the project at any time and that this will not affect
senices | receive, now or in the future.

7. lunderstand that the interview will be audio recorded.

&. | am aware that | should keep a copy of this Congent Form, when completed, and the aftached
Information Sheet.

Participant to complete:

Mame: Signature: Drate:

ResearcherWitness to complete:

| have described the naiure of the research to
(iprint marme of particisant)

and in my opinion ghe/he understosd the explanation.

Signature: Pos=ition: Drate:
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IHE UNIVERS
OF ADELAIDE

I
22 January 2013

[Ivitea’s Mame]
[Imvitee’s organisation]
[Street Address 1)
[Street Address 2]
[Suburk] 54 [Postcode]

Dear [Invitze's name]
Re: Getting care for hepatitiz C from private GP3 atudy - Invitation to participate

Jane Scarborough is @ PhD candidate, supervised by Dr Jaklin Eliodt (FhD), Or Emma Miller (PhD)
and Dr Paul Aylward (PhD). Her project involves investigating the factors that determing the
provizion of care by private gensral practiionses (GPs) in Australia to peopls with hepatitis C. In the
first stage of this project the aim is 1o gain an undersianding of the experiences and perspecives of
people with or likely fo have hepatitis C regarding their engagement with private GPs for hepatitis ©
care.

We believe that as a [invites's position] at [Invites’s organization] you may have had clients relay
their experiences in this regard andlior have adwocated for clients sesking care from private GPs.
You may also have personal expensnce with hepatitis C exposure or diagnosis.

Your contact details have been provided to us by [Invitee's organisation], but this is a research
project and any involvement by you iz entirely voluntary. [Iwites’s organization] will not be informed
if you do or don't parficipate and your employment will not be affecied by the decision you make in
regard to participation. All your information will be treated confidentizlly throughout the project.

Enclosed is a Participant Information Sheet which provides further information about the project and
what iz involved. The interviews are anbicipated fo take around 1 hour, Please read through the
information and if you choose to paricipate confact Jane Scarborough on [insert current nurmber] o
arrange an intendew fime.

Pleasze gee on the back of thiz page confact information for each of the research team if you have
furiher questions or concems regarding the project.

Thank you for your fime in considenng this imvitation.

Yours sincerely
JAMNE SCAREOROUGH DR JAKLIM ELIOTT
PhD CAMDIDATE SENMIOR LECTURER, PRINCIPAL

SUPERVISCR

|

240




More information/complaints

If you would ke more information about the study please contact:

Jane Scarborough: jane.scarboroughi@adelaide. edu.su, Telephone: [insert current number]
Dr Jaklin Elioti: jaklin.eliot@adelside. edu.au, Telephone: [insert current mumber]

Dr Emma Miller: emma.millerfadelaide. eou.au, Telephone: [insert current numiber]

Dr Paul Ayhward: paul. aylwardi@adelzide edu.au, Telephone: [insert current number]

This study has been approved by the University of Adelaide Human Research Ethics committes.
If you hiave any complaints about the study please contact the ethics complaint officer on [nesrt
current number]
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. . o . n | s
Looking after them? Factors affecting provision of care for hepatitis C -lf.i._’""*’fi

in Australian private general practice.

Participant Information Sheet — Key workers HE UNIVERSITY OF AT
Fare SI.'.'nr:\.'pm.n.l' Dr Jakdin Eliott (PhiDY, Dr Emana Miller [PhiD) and Dr Paal Aylward (PhD) i

T
Background

Hepatitis £ infection is likely to be an issue for many of your clients at [insert name of organisation]
and you may have direct experience with the disease. In Australia hepatitis C is common, with owver
ame in every 100 people thought to have the infection. The impacts of hepatitis C varies between
people and owver time for individuals but quality of life amongst people with hepatitis C haz been
shown to be relatively low.

General practitioners (GPs) are well placed to be involved in the mzanagement of chranic hepatitis C
playing a key role in diagnasis, initial assessment, referral to specialists and ongoing monitoring of
patients with chronic infection. Not eweryone with hepatitis C in has been dizgnosed, others do not
get care for their hepatitis C from GPs and some people might not be receiving appropriste care.

Im Austrzlia most people see GPs who work in private general practices. The Looking after them?
Factors agffecting provision of care for hepatitis C in Australian private general practice study is being
done to find out what factors affect care provided by GPs in private general practices. What is found
out will be used to try and improve this care.

About the study
Jane Scarborough is doing a PhD 2t the University of Adelaide where Dr Jaklin Elictt (PhD), Dr Emma
hiller {PhD) 2nd Cir Paul Ayheard (PhD) are her supervisors. For this part of the study Jane would like
to talk 10-15 people who have had dients with hepatitis C or are at risk of having hepatitis C and find
out things like:

®* what care you think clients would like from GPs

®* what you think or have heard about clients’ experiences when seeking care from GFPs

®* what you think would make it easier for clients to get the care they want from a private GF.

Another part of Jane's PhD involves interviews with people who have or are at risk of hepatitis C. If
you hawve direct personal experience of the disease and would like to share your experiences in this
regard, Jane would be interested in hearing about your experiences and perceptions. Thisis a
research project and your participation is voluntary and you are free to decide which information
wyou wish to share. Even if you have said you want to take part it will be all right to stop at any time.

[insert organisation] have distributed this information to you, but will not be informed about your
decision to participate or not participate in the study. Therefore your employment situation will not
be affected if you choose to participate or not to participate in the study. All information will be kept
confidential.

Tao be part of the study you must be over 18 and be able to speak English.

How to get involeed?

First call lane and she will ask you 2 few brief questions (less than S minutes) just to confirm that you
are eligible to participate, and give you further detsils about the study you are interested in. She will
slso answeer any questions you have sbout the study. If Jane has slready interviewed the people she
needs im that phase of the study, she will let you know. Otherwise, if you are still interested in
participating, Jane will arrange a time and location with you for the interdew.

Before the interview starts, Jane will review the information in this sheet and then azk you to sign
the consent form. The interview should take about an hour, and we will record it =0 we can be sure
we got what you szid. A 520 Weolworths essential voucher will be provided as = token of
appreciation for your time.

If you are interested in being involved please give Jane a call on

If she does not answer the phone please ring back later
or leave a message with your number, first name and the best time to call back.
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What can go wrong?

Some people may find talking about zome situations distressing. If at any time during the interview
you would like to take 2 bresk or stop the interview you can. Sometimes when you have talked about
different parts of your work or your life during an interview, you might keep thinking sbout them
and be distressed even when the interview has stopped.

Jane will give you the contact details of some people who can help if you fieel this way or you may
like to use the supports available to you at [insert organisation].

It is important to us to keep all of your information confidential. We will lock up the recorder till the
interviews hawve been typed up and checked, and then the digital recordings will be erased. Only the
team of ressarchers will have access to the typed, de-identified interviews. Paper copies will ba
locked wp and a password will be needed to acoess the electronic copies; sll information referring to
you will be destroyed after 7 years.

Where to get help:

Lifeline: 13 11 14

ADMS (Alcohol and Drug Information Service): 1300 13 1340
Hepatitis 54: 1300 437 222 (1300 HEP ABC)

Hezlth Consumer Alliance: 08 8231 4165

About the interview
Jane will talk to you and ask you some guestions. There are no right or wrong answers; lane is
interested in your perceptions and thoughts.

The interview will be recorded using a digital recorder.

If during the interview you wish to have a break pleaze let me know and we will stop. If you do not
wish to go on that is fine.

What is said will be typed up. Detsils which identify you will be changed =0 that it would not be easy
to tell that it was you who had been interviewed. During the talk it may be best to not use names or
say other things which will identify you or other people, but if you do, this information will be de-
identified. We will not publizh any information which we believe will identify you as a participant,
people you are talking about or particular organizations discuszad.

Jane and the other researchers will analyse what people have ssid, then sum up what they have
found from speaking to everyone. The research team hopes to publish what they find to help peopla
understand more sbout getting care from private GPs for hepatitis C

More information,/complaints

If you would like more information about the study please contact:

Jane Scarborough: janescarboroush@adelaide eduau, Telephone: [insert current number]
Dr Jzkiin Eliott: jzklin.sliott@adelzside.edu.su, Telephone: [insert current number]

Dr Ernma Miller: emma.miller@adelaide edu.au, Telephone: [insert current number]

Dr Fzul Aylward: paul zviward ®adelgide.edu.aw, Telephone: [insert current numkber]

This study has been approved by the University of Adelaide Human Research Ethics Committes.
If you hawve any complaints sbout the study please contact the Human Research Ethics Committee’s
Zecretarizt on phone (38) 3313 8028 or by email to hrec@adelaide. edu.au

Attached is the “Contacts for information on project and independent complaints procedure” sheet
which provides contact details for seeking additional information on the praject, when raizsing a
concern @nd when making a complaint.
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m THE UNIVERSITY
\&) “ADELAIDE

Human Research Ethics Committes (HREC)
CONSENT FORM
Key Workers

1. | have read the attached Information Sheet and agree to take part in the following research
project:

Looking after them? Factors affecting prowision of care for hepatitis C

Title: in Australian private general practice.

Ethics Approval

Number- HRECHMIISAHME

2. | have had the project, so far as it affects me, fully explained to my satisfaction by the research
worker. My consent is given freely.

3. | have been given the opportunity to have a member of my family or a friend present while the
project was explained to me.

4. Although | understand that the purpose of this research project is to improve the quality of
medical care, it has also been explained that my imolvement may not be of any benefit to me.

5. | have been informed that, while information gained during the study may be published, | will not
be identified and my personal resulis will not be divulged.

&. | understand that | am free to withdraw from the project at any time and that this will not affect
my employment, now or in the future.

7. l understand that the interview will be audio recorded.

3. | am aware that | should keep a copy of this Consent Form, when completed, and the attached
Information Sheet.

Participant to complete:

Mame: Signature: Drate:

Rezearcher/Witness to complete:

| have described the naiure of the research to
{iprint name of parficizant)

and in my opinion she/he understoed the explanation.

Signature: Position: Drate:
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Appendix 7: Ethics approval Study 3

Jane ScnrbnmUﬂh

From: Human Research Ethics <human.researchethics@flinders.edu.au=
Sent: Wednesday, 20 December 2017 1:21 PM

To: Jane Scarborough; Emma Miller; paul.aylward@adelaide.edu.au
Subject: 7823 SBREC Final approval notice (20 December 2017)
Attachments: 7823 Conditional Approval Response (5 December 2017)
Importance: High

Dear Jane,

The Chair of the Social and Behavioural Research Ethics Committee (SEREC) at Flinders University

considered your response to conditional approval out of session and your project has now been granted
final ethics approval. This means that you now have approval to commence your research. Your ethics final
approval notice can be found below.

I i r

The Chairperson has asked that | pass on that she commends you for such a thoughtful explanation of the
ethics of focus groups within your project.

FINAL APPROVAL NOTICE

Project No.: 7823

Froject Title: Provision of care for hepatitis C related issues in South Australian private
General Praclice: General Practitioners’ and General Practice staff's
perceptions of barriers and facilitators to care

Principal Researcher: | Ms Jane Scarborough ‘

Email: | jane.scarborough@flinders.edu.au ‘

20 December

Approval Date: 2017

Ethics Approval Expiry Date: 31 December 2021

The above proposed project has been approved on the basis of the information contained in the application,
its attachments and the information subsequently provided with the addition of the following comment(s):

Additional information required following commencement of research:

1. Permissions
Please ensure that copies of the correspondence granfing permission to conduct the research
from each GP Practice to be involved are submitted to the Committee on receipt. Please ensure
that the SBREC project number is included in the subject line of any permission emails forwarded
to the Committee. Please note that data collection should not commence until the researcher has
received the relevant pemmissions (item D8 and Conditional approval response — number ).
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RESPONSIBILITIES OF RESEARCHERS AND SUPERVISORS

1.

Participant Documentation
Please note that it is the responsibility of researchers and supervisors, in the case of student projects,
to ensure that:

« all participant documents are checked for spelling, grammatical, numbering and formatting errors.
The Committee does not accept any responsibility for the above mentioned errors.

« the Flinders University logo is included on all participant documentation (e.q., letters of Introduction,
information Sheets, consent forms, debriefing information and guestionnaires — with the exception of
purchased research tools) and the current Flinders University letternead is included in the header of
all letters of introduction. The Flinders University international logofletternead should he used and
documentation should contain international dialling codes for all telephone and fax numbers listed for
all research to be conducted overseas.

+ the SBREC contact details, listed below, are included in the footer of all letters of introduction and
information sheets.

Thiz research project has been spproved by the Flinders University Social and Behaviowal Rezeanch Ethice Commitiee
(Project Number TNSERT PROJECT No. here following approval’). For more information regarding ethical approval of the
project the Executive Officer of the Committee can be confacted by felephone on 8201 3116, by fax on 8201 2035 or by
amail human.researchethicsfiifinders.edu. au.

Annual Progress ! Final Reports

In order to comply with the monitoring reguirements of the National Statement on Ethical Conduct in
Human Research (March 2007) an annual progress report must be submitted each year on the 20
December (approval anniversary date) for the duration of the ethics approval using the report template
available from the Managing Your Ethics Approval SBREC web page. Please refain this notice for
reference when completing annual progress or final reports.

If the project is completed before ethics approval has expired please ensure a final report is submitted
immediately. If ethics approval for your project expires please submit either (1) a final report; or (2) an
extension of ime request and an annual report.

Student Projects

The SBEREC recommends that current ethics approval is maintained until a student's thesis has been
submitted, reviewed and approved. This is to protect the student in the event that reviewers recommend
some changes that may include the collection of additional participant data.

Your first report is due on 20 December 2018 or on completion of the project, whichever is the earliest.

Modifications to Project
Modifications to the project must not proceed until approval has been obtained from the Ethics
Committee. Such proposed changes / modifications include:

« change of project title;

« change to research team (e.qg., additions, removals, principal researcher or supervisor change);
changes to research objectives;

changes to research protocal;

changes to participant recruitment methods;

changes [ additions to source(s) of paricipants;

changes of procedures used to seek informed consent;

changes to reimbursements provided to participants;

« changes / additions to information andfor documentation to be provided to potential participants;
« changes to research fools (e.g., questionnaire, interview questions, focus group quesfions);

« extensions of time.

(]
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To notify the Committee of any proposed modifications to the project please complete and submit the
Modification Request Form which is available from the Managing Your Ethics Approval SBREC web
page. Download the form from the website every time a new modification request is submitted to ensure
that the most recent form is used. Flease note that extension of time requests should he submitted prior
to the Ethics Approval Expiry Date listed on this notice.

Change of Contact Details

Please ensure that you nofify the Committee if either your mailing or email address changes to ensure
that correspondence relating to this project can be sent to you. A modification reguest is not required to
change your contact details.

4, Adverse Events and/or Complaints
Researchers should advise the Executive Officer of the Ethics Commitiee on 08 8201-3116 or
human researchethics@flinders edu.au immediately if:
« any complaints regarding the research are received,
* 3 serious or unexpected adverse event occurs that effects participants;
+ an unforeseen event occurs that may affect the ethical acceptahility of the project.

Kind regards
Andrea

Mrs Andrea Fiegert and Ms Ras Tyler

Ethics Officers and Executive Officer, Social and Behavioursl Research Ethics Committee
Andrea - Telephone: =61 B B201-3116 | Monday,. Tuesday and Wednesday

Rz —Telephone: +61 B 8201-7938 | Tuesday, Thursday and Friday

Emiail: humnar.researchethics@finders.adu.aw

Web: Social and Behavipural Reseanch Ethics Committes (SBREC

Manager, Research Ethics and Integrity — Dr Peter Wigley
Telephone: +51 & B201-3466 | email: pater. wisley@fiindars edu. su
Research Services Office | Union Building Basement

Flinders University

Sturt Road, Bedford Park | South Australia | 5042

GPO Box 2100 | Adelaide 5A 5001

CRICDS Registered Provider: The Flinders University of South Australia | CRICOS Provider Number 001144
Thiz email and attachments may be confidential. i you are not the intended recipient,

pleaze inform the sender by reply email and delete all copies of this message.
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Appendix 8: Recruitment material Study 3

26 July 2013

Diear Dockor

Re: Invitation to participate in research study: Looking after them? The provision of care of
people affected by hepatitis C in private general practice in South Australio

Ciue to your interest in viral hepatitis, Hepatitis 5A is sending yvou this invitation to participate in the
above research study, being undertaken by Flinders University Phd candidate, lane Scarbaorouwgh.

Please be assured that during the distribution of this invitation your information has not been
released to a third party.

Please note that whilst Hepatitis SA has distributed the information, this project is not being
conducted by Hepatitis SA. If you consider the information provided and want to be invobsed, please
contact Jane Scarborough directly via the contact details provided.

Your involverment in the project is completely voluntary. Hepatitis 54 will not be informed whether
wou participate in the research and any ongoing interaction with Hepatitis 5S4 will not be affected by
wour decision in this regard.

The rezzarch has been granted ethics approval (Ref: 7283) by the Social and Behgyiqural Ressarch
Ethics Committes (SBREC) at Flinders University. Further details about the project are enclosed.

Hepatitis 54 is very pleased to support South Australian research inviral hepatitis, and hope that you
will be able to find the time to participate.

Thank you for considering this invitation.

Regards

M)
Kerry Paterson
Executive Officer
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Research Study

Bamiers and facilitators to the provision of care for hepatitis C in private genersl practice: General
Practiioners” and General Practice staff's expeniences and perceptions.

We want to know your thoughts on
the provision of care for hepatitis C
in your practice.

Mew Direct Acting Antiviral (DAA) Treatrment for hepatitis C are available that revolutionise the treatment of
this disease. Unlike old treaiments these DDA's:

#  Provide high cure rates (=90%).

Are taken orslly for 2 shaort duration (12 weeks or less).

Do not invohee interferon.

Hawve |less side-affects.

Can in most cases be prescribed by GPs.

The provision of care for hepatitis C in privete general practice is pivotal for the sdvances in treatment to be
realised.

Jame Scarborough is 8 PhD candidate who would like to talk to youw to understand what affects GPs'
decisions about including this work in their scope of practice in their general practice and what would help
GPs to do this work

If you choose to participate this would involve being:
»  interviewed (approx. 1 hr) andfor
= if more convenient, involved in & focus group with colleagues at your practice.

T get invohead or to get more information contact fane Scarborough
Email: jane scarborcuphiEflinders. edu.su
Study mobile: 0420 410 638
Cir fill im the information below and fax this page to 7221 8424

flinders.edu.au

Attention: Jane Scarborough  Fax noc 72213424

am interested in parﬁ-:,ipatinglin the study ouflined abowe E

Please provide me with further information about the study and how to get imeolved via:

O Ema @
D Fax:
D Phone:
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FACSIMILE H Flmdﬁrs

To Dr Doctors Fax No 83708453

Of: Stifing Central Health Clinic Date 20 October 2020
Frem  Jane Scarborough Tel Mo 0420 410838
Of Flinders University Pages 1of4

Email: jane.scarboroughi@flinders.edu.au

Subject : Research study - Provision of care for hepatitis C related issues in South Australian
private General Practice: General Practitioners’ and General Practice staff's perceptions of bamiers
and facilitators to care.

Dear Doctors

Flease find included a:
= study flyer
# letter of introduction from my principal supervisor Dr Emma Miller and a
#» study consent form

We are particularly interested in the experiences and perspectives of GPs working in rural
practices and | am happy to travel to your practice, at a time that suits you.

It would be appreciated if you would consider participating in this research and if you could pass on
this information to others in your practice who may be interested.

Regards

Jane Secarborough

PhD candidate

Cuollege of Medicine and Public Health
Flinders University

Email: jane.scarboroughi@flinders.edu.au
Mobile: 0420 410 638
Fax: 7221 8424
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Dw Emma Millar
College of Medinines and Publle Healin

F Flinders e

July 27, 2018

LETTER OF INTRODUCTION
(General Practitioners)

D=ar Doctor

This letter is to introduce Mrs Jane Scarborough who is a PhD candidate in the College of Medicine
and Public Health at Flinders University, under my supervision and under that of Dr Paul Ayhsard.

She is undertaking research leading to the production of a thesis and other publications on the
subject of: “3eneral Practitioners’ and General Practice staff s perceptions of bamers and facilitators
to the provision of care for hepatitis C in general praciice”.

M= Scarborough would like to invite you to assist with this project by perticipating in a semi-structured
interview, which would take sbout an hour. She is interested in your experiences and perceptions
regarding the provision of care for people affected by hepsatitis C by GP's in private general practice.
Please note that your involvement would be completely voluntary, you can decline to answer
questions during the interview and will be entirely free to discontinue your participstion in the
interview at any time.

Please be assured that any imformation provided will be treated by her and her supervisors, in the
=irictest confidence and no individuals or general practices will be identifiable in the resulting
publications. However, if you choose to be interviewed at your practice, your colleagues may
correctly dentify you as a participant of this study. and therefore your involvemnent cannot be
guaranteed to be anonymous.

Before participating, you will b= required to complete the “Consent to participate” form (attached) which
M= Scarborough will collect prior to the interview. our consent will b2 sought for 8 digitsl recording of
the interview to be made, to use a transcription of the recording in publications, and on condition that
your identity or general practice is not revealed. A transcripfion service may be used to franscribe the
interview reconding. in which case people providing this service will be required fo sign an agreement
to protect the confidentislity of the information provided.

Any enquiries you may have concerning this project should be directed to me at the address given
abaove or by telephone on OB 72213445, fax 08 72218424 or e-mail emma millenfEfnders edu.au.

To get information about invohverment contact Jane Scarborough
#  Email: jane scarborcughi@flinders. edu.su
= Study mobile: 0420 410 G328
#  Oruse the fax back sheet provided. Fax: 7221 3424

Thank you for your attenfion and assistance.

Yours sincerely

Dr Ermma Miller
Teaching Program Director (Developing Researchers)
Callege of Medicine and Public Hasalth
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INFORMATION SHEET
(GP interviews)

Title: Prowvision of care for hepatitis C related issues in South Australian private General Practice:
General Practitioners’ and General Practice staff s perceptions of barriers and facilitators to care.

Researcher(s)

Mz Jane Scarborough

College of Medicine and Public Health
Flinders University

Tel: 0420 410833

Supervisor(s)

Dr Emma Miller

College of Medicine and Public Health
Flinders University

Tel: DB 72218424

Dr Paul Ayhvard

College of Medicine and Public Health
Flinders Lniwersity

Tel DB 72218424

Description of the study

This study is part of the project titied “The prowvision of care of people affect=d by hepatitis C in
private general practice in South Australiz™. This project will investigate the percaptions and
experiences of General Practitioners (GPs) and other general practice staff regarding the
provision of care for people affected by hepatitis C. This project is supported by Flindars
University, College of Medicine and Public Heatth

Purpose of the study

This progect aims to understand to understand what affects GPs’ decisions about including this
work in their scops of practice in their general practice and what would help GPs to do this work.
It iz intended that this improved understanding would inform interventions to encourage GPs to
provide treatment to people affected by hepatitis C.
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What will | be asked to do?

“fiou will bz asked to compleie a brief questionnaire that will ask you some background
information abouwt yourself and about your' and your practice’s involvement in the provision of
care for hepatitis C. You will then be invited to attend a one-on-one interview with Jane
Scarborough who will ask you a few questions regarding your views on the care for people
affected by hepatitis C in general practice. Participation is entirely woluntary. The intenasw will
take about 80 minutes. The interview will b= audio recorded using a digital woice recorder to help
with reviewing the results. Once recorded, the interview will be transcribed (typed-up) and stored
a5 a computer file and will only be destroyed if the transcript is checked by the parficipant.

What benefit will | gain from being involved in this study?

The sharing of your expenences and perceptions will allow you fo contribute fo the talloring of
interventions to imgrove the provision of care in private general practice for people affecied by
hepatitis C.

Will | be identifiable by being involved in this study?

Any identifying information from the transcripts of the intenvisws. will b= removed, and your
comments will not ke linked directly to you or ta your practice. All information and results obtained
in this study will b= stored in 3 secure way, with scoess restricted to relevant researchers.

Are there any risks or discomforts if | am involved?

The ressarcher anbicipates few risks fram your involvernznt in this study. howsver, working as a
&P can be stressful and talking about aspects of your work may cause some additionsl distress.
If at any fime during the interview you would ke to take a break or stop the interview you can. If
you hawe ongoing distress from the topics or incidents raised during the research you may wish to
seek care.

+  [fyou are a member of RACGP you can contact the RAGGP GP Support Program. For
traumatic incidents or crisis counselling call 1300 451 138 (24 hours!T days). To book
counselling appointments call 1300 368 734

+  [fyou are a rural or remate GP you can acoess the Bush Support Line 1800 305 301, s a
free 24-hour confidential telephone and support service staffed by psychologists with rural
and remate experience. No membership is required.

If you hawve any concerns regarding anticipated or actual risks or discomforts, please raise them
with the researcher.

How do | agree to participate?

Parficipation is volurtary. You may answer 'no comment or refuse to answer any questions, and
you are free to withdrawr from the interview at any time without effect or consequences. Far your
information a consent form accompanies this information sheet. If you agres to participate at the
start of the questionnaire this consant form will be presented and before procesding with the
guesticnnaire you will be asked to indicate your consent.

To get involeed or to get mare information contact Jane Scarborough
Email: jane scarborough@finders edu.au
‘Study mobile: 0420 410 838

Thank you for taking the time to read this information sheet, and we hope that you will accept our
invitation to be involved.

This resesrch project has bean approved by the Finders Unlverslly Social and Behavlaural Research
Ethics Commitiee 7523

Far mare ftformation reganding ethics approva! of the project amy, the Executive Oficer of the Commitiee
can be confached by falephone an (8] 5207 3716, by fax an [08] 5207 2035 or by emal o

human. researchethicsfimindens. e s
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CONSENT FORM FOR PARTICIPATION IN RESEARCH

(Interview)

FProvision of care for hepatitis C related issues in South Australian private General
Practice: General Practiioners’ and General Practice staffs perceptions of barriers
and facilitators to care.

being over the age of 18 years hereby consent to participate as requested in the
wevvee... Tor the research projecton ..o

| have read the information provided.
Detsils of procedures and any risks hawve been explained fo my satisfaction.

| agree to audio recording of my information and participation.

o Moo=

| am aware that | should retain a copy of the Information Sheet and Consent Form for future
reference.

5. | understand that:

- | may not directly bensfit from taking part in this research.

L Participation is entfirely woluntary and | am free to withdraw from the project at any time
and am free to decline to answer particular questions.

L If I choose to be interviewed at my praclice my colleagues may identify that | am

participating in this research project and therefore the anonymity of my invohrement
cannct be guaranteed.

L While the information gained in this study will be published as explained. | will not be
identified, and individual infarmation will remain confidential.
L | may ask that the recording be stopped at any time, and that | may withdraw at any

time from the session or the research without disadvantage.

Participant’s signature. . ..., Date. .o

| certify that | have explained the study to the wolunteer and consider that she/he understands what is
invohsed and freely consents to paricipation.

RESEANTIEI™S MEMIB ... et e e ettt e e e e e e mee e e e

Researcher's signature... ... _ Date..............
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Appendix 9: Manuscript of “Equity in primary health care delivery: an examination of the
cohesiveness of strategies relating to the primary healthcare system, the health workforce
and hepatitis C.”

The final published version is available from: https://doi.org/10.1071/AH14073

Scarborough, J., Eliott, J., Miller, E. R., & Aylward, P. (2015). Equity in primary health care delivery: an examination of the
cohesiveness of strategies relating to the primary healthcare system, the health workforce and hepatitis C. Australian
Health Review, 39(2), 175-182. doi:10.1071/ah14073

Title:

Addressing access and equity in General Practice in Australia —
An examination of strategies relating to primary healthcare
system, health workforce planning and hepatitis C.

Authors:

Jane Scarborough*!, Dr Jaklin Eliott2, Dr Emma Miller® and Or Paul
Aylward?

1 PhD candidate, Discipline of General Practice, School of Population
Health University of Adelaide, Ausiralia

2 Senior Lecturer, Discipline of General Practice, School of Population
Health University of Adelaide, Australia.

i Senior Lecturer/Research Fellow, Discipline of General Practice, School
of Population Health University of Adelaide, Australia.

# Evaluation Consultant & Research Fellow, Discipline of General
Practice, School of Population Health University of Adelaide, Australia

Author contact details:

Jane Scarborough, PhD candidate

Email: jane scarboreugh@adelaide edu.au
Paostal address:

Dizscipline of General Practice

School of Population Health

Ci- Level 11, 173 North Terrace

The University of Adelaide 3005 AUSTRALIA
Phone: (08) 8313 7583

Abstract

Objective

To suggest ways of increasing the cohesiveness of national primary
healthcare strategies and hepatitis C strategies with the aim of
addressing barriers and facilitators fo access fo primary healthcare and
equity for people with hepatitis C.

Methods

A critical review was conducted of the first national Primary Healthcare
System Strategy (Building a 275 Century Primary Health Care System:
Australia’s first National Primary Health Care Sirategy) and Health
Waorkforce Sftrategy (National Health Workforce Innovation and Reform
Strafegic Framework for Action 2071-20715) with the concurrent Hepatifis
C Strategy (National Hepatitis C Strafegy 20710-2013). Content relating fo
provigion of healthcare in private general praclice was examined,
focussing on issues around access and equity.

Results

In all documents, achieving access to care and equity was framed around
providing sufficient medical practitioners for paricular locations. Equity
statementis were present in all pelicies but only the Hepatitis C Sirategy
identified discrimination as a barrer to equity. Approaches detailed in the
Primary Healthcare System and Health Workforce Sirategies regarding
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current resource allocation, needs assessment and GP incentives were
limited to groups defined within these documents and may not identify or
meet the needs of people with hepatitis C.

Conclusion

Opportunities exist for improved cohesion between future national
primary healthcare strategies and hepafitis C strategies to improve equity
and access fo primary healthcare for people with hepatitis C.

Introduction

General praciitioners (GPs) are important contributors fo the provision of
primary healthcare to the Australian population U 2 and most GPs work in
private general practice 2. Successive Australian federal governments
have emphasized their commitment to providing universal access to co-
ordinated primary care in private practice * 5 but reforms are cited as
necessary to manage expenditure in the context of an ageing population
with an increased burden of chronic disease & 7). In 2010 the Federal
Labor Government clarified federal regponsibility for funding and policy
formation of all GP and primary health care services ' and, as the
principal funder of primary healthcare delivered by GPs via Medicare 1.2
4.5 the Federal Government is well placed to achieve reform.

In 2010-2011 the Australian Federal Labor Government launched three
apposite policy strategies: Building & 21 Century Primary Health Care
System (Primary Healthcare System Sirategy), descrbed as “a national
road map to guide future primary health care policy and planning” (10 p3);
National Health Warkforce Innovation and Refarm Sirategic Framework
for Action 2011-2015 (Health Workforce Strategy) “a national call to
action for workforce reform® (1101 and the Third MNational Hepatitis C
Strafegy 2070-2013 (Hepafitis C Strategy) 121, While the first two broad
strategies were announced as new inifiatives, the Hepatitis C Strategy
represented a confinuation of policy formation with the first Australian
hepatitis C specific national policy released in 2000 'Y, The sirategies
were developed by separate organisations, using a variety of processes
with contributions from various sources (Box 1). Each strategy included a
component that addressed the delivery of primary healthcare in private
general practice with an objective of improving equity and access to this
care,

Hepatitiz C is predominantly transmitted through sharing injecting
equipment 12! and is estimated to affect over 1% of the Australian
population 21, Up to 25% of people exposed to the virus clear the virus
naturally but the majority experience hepafitis C as a chronic condition
{141 Treatments are available with the potential to cure hepatitis G115k
Emerging antiviral treatments offer improved cure rates and possible
reduction of unwanted side effects (18! however treatment success varies
depending on the genotype, and current treatment can be lengthy, with
serious side effects (5. Currently, only around 2% of people with hepatitis
C enter this treatment {17, Left unireated, the virus can cause serious liver
dizease including hepatocellular carcinema 191, Hepatitis C is the primary
disease indication recorded for 22.4% of liver transplants in

Australia, 1985 — 2012 19, Cases of hepatitis C are dispersed and, due to
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the variable and often extended length of the exposure-diagnosis interval,
it iz difficult to accurately identify geographical areas where services for
people with hepafitis C can be targeted 201

It i= critical that people with hepatitis C receive appropriate advice on their
diagnosis, management and treatment for their disease, and GPs in
private practice are uniguely positioned {both professionally and
geographically) to provide this care (7. 2123 Hepatitis C Guidelines for
GPs 23 gutline the role of GPs in assessing patient suitability and desire
for treatment. When pecple diagnosed with hepafitis C have not been
referred for treatment, private GPs are likely to be the main provider of
primary healthcare for the person’s chrenic hepatitis C. Although most
patients with hepatitiz C are diagnosed by GPs 211 barriers to care
provision have been reported 2+ 2% and stigma attached fo a diagnosis of
the disease (% 27l may contribute to barriers to care sought and provided
{25 Hepafitis C is likely to be under-diagnosed (%) and appropriate pre-
and posi-test counselling may not always be delivered 25, 4 2005
Australian study reported that people with hepatitis C were likely fo seek
infermation from a GP about hepatitis C but perceptions about the quality
of this information ranged from very good to poor 31

Despite the importance of primary healthcare to the prevention, treatment
and management of hepatitis C, there is no recognition of the value of
cohesion across the broad strategies and the Hepatitis C Sirategy, and
no framewaerk for this to occur. If cohesion does not exist between the
broad strategies and the Hepatitis C Sirategy, barriers and facilitators to
access and equity may not be addressed. Here, recommendafions will be
suggested fo increase the cohesion between these documents in regard
to equity and access issues, and thus to improve the healthcare provided
in private general practice for people with hepatitis C.

Methods

A crifical review was carried out to examine the ceherence between the
broad strategies: the Primary Healthcare System (1 and Health
Warkforce (1) Strategies, and the concurrent disease-specific Hepatitis C
Strategy 2!, These were scanned for content relating to the provision of
healthcare in private general practice and in parficular issues around
access and equity. Two questions drove the analysis: “lWho gets
resources’ 7" answered by an identification of pricrity groups and future
needs within each strategy, and “What is needed to address access and
equity?” answered by deconstructing the framing of the problem, its
underlying assumptions and ariculated solutions.

Results

Content relating to GPs

The Primary Healthcare System and Health Workforce Strategies
recognise that there are providers of primary healthcare other than GPs
but the role of GPs is predominant. Im the Primary Healthcare System
Sirategy the role of GPs are addressed in each of the five key building
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blocks 19#10! described as necessary for building a modern primary
healthcare system and the four key priority areas of change listed 0P
Similarly in the Health Workforce Strategy the five domains for action
listed (1! P15} include specific strategies aimed at the GP workforce. Whilst
each of the six priority action areas in the Hepatitis C Strategy (12p21-27)
included actions targeted at GPs, the contribution of others | e.g. peer
educators) to the health and welloeing of people with hepatitis C is
highlighted.

Reszource allocation

Equity Statements

All three strategies had aims for improving access to primary healthcare
and reducing inequity (Ecx 2. In the broad strategies, the equity
statements were general and non-specific, but actions listed to increase
equity and overcome access barriers were limited to pricrity groups (see
below) and identified service gaps. In the Hepatitis C Strategy, however,
discrimination was specifically identified as a barrier to equitable care and
equity was expresszed in terms of human rights.

Current priority groups

The stated priority (or targeted) population groups in the strategies were
identified (Table 1) to determine who was fo be allocated resocurces, and
on what basis. Groups described in the broad strategies appear to be
categorised according to a number of different factors: namely,
geographical location, age, race, disease and disease nature. The basis
of nomination of groups was not made explicit, but descrbed in relaticn to
inequity of access to services, improving gaps in health cutcomes, and
cost savings achieved from providing appropriate primary healthcare. By
contrast, the priority groups in the Hepatitis C Sirategy are based on
groups most affected by, or most at risk for, hepatitis C and the rationale
for the inclusion of each priority group is made explicit.

Abaoriginal and Torres Strait Islander people are listed as a priority group
across all three documents. The pricrity groups in the broad strategies
dlzo include Ausfralians living outside capital cities, older people and
peaple with mental illness; “people with chronic diseases™ are defined as
a pricrity group only in the Health Workforce document. However, there
may be more overlap of the Hepatitis C Strategy priority groups and those
listed in the other two documents than initial comparisen suggests.
Injecting drug wsers, a priority group in the Hepatitis C Strategy, may
suffer addiction. This is classified as a "mental illness”, noted as a priority
group in the broad strategies. Furthermore, given that treatment uptake is
less than 2% of the eligible population, most people with hepatitis C
experience hepatifis C as a chronic disease and are therefore included
within “people with chronic dizeases”, prioritized in the Health Workforce
document.

It appears, therefore, that the broad strategy documends present discrete
priorty groups, overlooking the possibility of overlap. The hepatitis C

258




strategy, however, emphasises the possibility that people may experience
maore than one type of access or equity barrier and conseguently
experience cumulative negative effects on their health outcomes.

Future priorities: Approaches for identifying gaps and determining
need.

Approaches for idenfifying gaps and determining need in each document
were examined to determine the future allocation of resources (Box 3).
Methods proposed in the broad strategies included advecacy from
patients, carers and feedback from professional groups on a regicnal
basis. The Primary Healthcare System document denotes the 61
designated Medicare Local regions (created in 2011 to coordinate
primary healthcare 211 as the appropriate regional boundaries for these
needs assessmenis. Specific regions are not stated in the Health
Waorkforce document. The Hepafitis C Strategy asserts the need fo
enhance existing surveillance to inform the planning and delivery of
disease management and prevention. This strategy emphasises the
inclusion of people most affected by hepatitis C in developing responzes
to the impact of the disease. The Hepatilis C Strategy also identifies gaps
in the delivery of care to people with hepatitis C.

Requirements for ensuring access and equity

In the broad strategy documents, issues of access to care and equity
centre on providing sufficient medical practitioners for paricular locafions
(Box 4). Willingness to provide the primary care required by all
Ausfralians is an assumed part of GP gualification and registration. All
three documents assume that the provision of appropriate continuing
medical education and appropriate resources (such as clinical guidelines)
are key to the delivery of best practice care for all medical condifions. The
broad strategy documents further descnbe the use of incentives for GPs
to undertake particular work in parficular locations (Ecx 4). Offering such
incentives contradicts the idea that increased numbers of GPs and
provision of resources or education alone will ensure that all Australians
receive equitable access to care.

The Hepatifis C Strategy reports that people with hepatitis C do not
receive best practice care in general practice, identifying healthcare
settings as a site of discrimination (invelving a variety of health
professional disciplines). Development of a national hepatitis C public
education plan is proposed to reduce discriminatory atfitudes and
behaviour across seftings. The broad strategy documents do not
specifically address a need to overcome stigma or discrimination despite
the recognised history of stigma and discrimination for the identified
priority groups of people with mental health issues 32 and for the
Indigenous population 231
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Digcussion

The Primary Healthcare System and Health VWorkforce Strategies had a
stated aim to increase access and address inequity in primary healthcare.
Yet the proposed allocation of resocurces appeared insufficient to address
these issues for people with hepatitis C. The actfions listed in these
sirategies to address access and equity are targeted and limited to listed
priarity groups within the documents.

Paolitical drivers may have influenced the content of the broad strategies
% az well as the allocation of resources to address the issues of
inequality and access for people with hepatitis C 30 icit injecting drug
use, whether current or past; is highly stigmatised "2 People with
hepatitis C who have, or are assumed to have, acquired the disease
through illicit injecting drug use suffer discrimination '3 Whilst there are
hepatitis C 4 and injecting drug user 25! advocacy groups, the capacity
for people whe have a hepatitis C diagnosis fo exercise political influence
iz limited 135, People with hepatifis C may thus be unlikely to garner the
necessary political support needed to elevate them above more prevalent
and politically acceptable populations to priority group status within the
broad strategies.

The broad sfrategy documents outline methods to identify future need
and future priorifies of resource allocation but these methods may be
insufficient to accurately capture the inequalities experienced by people
with hepatitis C. This may be atfributable to the under-diagnosis of
hepatitis G181 lack of accurate surveillance data and stigma attached to
the condition, exacerbated by the regional basis of the approach 8. The
methods described depend on advocacy from patients, carers, or
feedback from professional groups. Approaches that rely on input from
patients and local medical professionals will not be capable of bringing
attention to the unmet need associated with under-diagnosis. Although
the prevalence of hepatitis C is significant on a population basis, cases
are dispersed @Y and pinpointing geographical areas of need is not
currently possible. Furthermaore, the effect of stigma is amplified when a
regional basis of need assessment is used. Medical professionals with an
established interest and knowledge of hepatitis C who can contribute to
advocacy are more likely to be associated with metropolitan hospital
hepatitis C treatment centres *7. Negative perceptions about the risk of
disclosure exist for people with hepatitis C 4 which may be particularly
salient for people in regional settings, making them less likely to
pariicipate in self-advocacy in their local region (96 36,59

To ensure that future broad strategy documents are comprehensive and
legitimise the use of alternative needs assessment methodologies, they
should make some reference to these methods. Inclusion of too much
detail may make the broad documents cumbersome but this could be
redressed by providing the details of the need azsessments in specific
disease strategies, with reference made to these in the broad documents.
The surveillance zection of future hepatitis C strategies could be
expanded to determine the nature and extent of the primary healthcare
need that exists for people with hepatitis C, best achieved at a national
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and state level 1. Processes aimed at assisfing individual private
general practices to identify whether they are providing appropriate care
for people with hepatitis C could be developed 0. This information could
be collected and collated at a regicnal level to azgist in identifying unmet
need. #1

The provision of a sufficiently large and adeguately rescurced GP
workforce with access to continuing medical education is fundamental to
the delivery of best practice primary healthcare. However, even where
incentives are provided for GPs to practize in areas of identified need,
this will not necessarily ensure eguitable access for people with hepatitis
C. Some general skills reasonably expected of every GP can be
addressed through registrafion and requirements for ongoing medical
education. These include taking medical histories in a non-judgemental
way, delivering pre and post-test counselling appropriately, knowledge
and communication of diagnostic testing, and obifaining informed consent.
It cannot be expected and is impossible, however, to ensure that all GPs
maintain a detailed level of knowledge relevant to all possible encounters.
For example, it iz unrealistic to expect every GP to prioritise their medical
education to keep up with rapidly evolving hepatitis C treatment options.
There will also be limiis to the number of consultations GPs can conduct
and, therefore, limits to the patient base that each can serve. Individual
GPs necessarily make choices about the patients they see, the
priortisation of patient issues, professional resources accessed and
continuing medical education attendance 42),

Primary healthcare system planning, including workforce planning, must
consider appropriate care to be delivered by GPz and then provide
incentives and support to ensure sufficient GPs with the will and
capabilities to offer best practice care to people with hepatitis C. Actions
around incentives, training, alternative workforce and use of technology
proposed in the broad documents to address the access and equity
issues for priority groups may be equally applicable to less politically
acceptable groups (Table 2). General statements could be added to the
effect that the action will be applied where it will increase access and
equity, reduce costs andfor improve outcomes as cutlined in specific
disease strategies. The hepatitis C strategy could then crozs-reference
these statements, outlining how particular actions could achieve these
aims in regard to hepatitis C.

The recommended changes to the broad documents would minimally
change the content of the documents and would therefore be politically
neutral. The actions from the broad documents cross-referenced in the
hepatitis C document promote cost-savings as well as improved access,
equity and health outcomes.

The 2014 elected government has retained federal responsibility for
primary healthcare, promising a co-ordinated, financially sustainable
primary health system which is accessible to all Australians, and
reiterating the primary role of private general practice 1. This critical
review ¢an be used as a basis to analyse and direct this government's
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primary healthcare policies and how they inter-relate to the 4 National
Hepatitis C policy.

Conclusion

Opporiunities exist to improve cohesion between future national primary
healthcare strategies and hepatitis C strategies, and ulfimately, to
improve equity and access to primary healthcare for people with hepatitis
C. To increase the inequity and access to primary healthcare for this
group, needs assessment methodology should be broadened,
acknowledging that the current regional approach may not identify the
needs of people with hepatitis C. Actions in primary healthcare system
and health workforce strategies can be extended to additional groups
beyond those listed as priority groups within the documenis. Future
hepatitiz C sfrategies could outline appropriate, detailed needs
assessment methodology and specify how actions in the broad strategies
can be applied to benefit the pimary healthcare needs of peaple with
hepatitis C.
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Box 1: Responsible organisation and contributors

Primary Healthcare System Strategy
Australian Government, Department of Health and Ageing

“The development of the Strategy has been informed by the extensive
health reform consuliations undertaken by the Ausiralian Government.
It has faken info account the advice and expertise provided by the
External Reference Group chaired by Dr Tony Hobbs, and has drawn
upon the detailed information provided in 265 writfen submissions that
were received in response fo the “Discussion Paper: Towards g
National Primary Health Care Strategy”. p. 7

Health Workforce Strategy
Health Waorkforce Australia

“The Mational Health Workforce Innovation and Reform Strategic
Framewerk for Action 2011-2015 was developed by HWA with
guidance and suppaort from Siggins Miller Consultants and with the
input of key national and international experts. HWA wishes to thank all
thoze who provided input via the national consultation phase, through
workshop attendance and written submissions.” Inside cover.

Hepatitiz C Strategy

Blood Bormne Virug and Sexually Transmissible Infections
Subcommittee of the Australian Population Health Development
Committes.

“While governments are the formal pariies to this document, a
partnership approach has been central to the development of this
strategy. This has included significant consultation with, and input from
community organisations, researchers, clinicians and health sector
waorkforce organizations. These organisations are represented on
advisory committees detailed below that have provided valuable advice
during the development process.” p. 1.
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Table 1: Priority groups and needs assessment approaches

Primary healthcare
system

Health workforce

Hepatitis C

* Aboriginal and
Torres Strait
Islander people

* Australians living
outside of the
capital cities

= QOlder people

* People with mental
iliness

+ Aboriginal and
Torres Strait
Islander people

* Australians living
outside of the
capital cities

In addition
« QOlder people

* People with mental
health problems

+ People with chronic
diseases

= People with hepatitis
C

* Aboriginal and
Torres Strait
Islander people

* Culturally and
linguistically diverse
(CALD) populations

* Imjecting drug users

* People in custodial
seflings.

Multiple and
cumulative basis of
inequity prioritised
e.g. Aberiginal and
Torres Sirait islander
people who inject
drugs .
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Box 2: Equity statements

Primary Healthcare System Strategy

Acknowledging that inequity exists:
°..range of areas and populafions facing significant service gaps™ p. 27.

First of 4 key priorty areas listed for change:
“1. Improving access and reducing ineguity " p. 11.

Health Workforce Strategy

“Address workforce issues in ways that recognise Australia’s social and
culiural diversity and promote equity of access and outcomes across
communities, geographic areas and age groups.” p. 7.

Hepatitis C Strategy

“People with HIV, 5Tls and viral hepatitis have a right to paricipate in
the community without experience of stigma or dizcrimination, and have
the same rights to comprehensive and appropriate health care as other
members of the community” p. 12.
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Box 3: Future priorities - approaches for determining need and
identifying gaps.

Primary Healthcare System Strategy

Medicare Local conducting regional needs assessment

“identify group=s of people missing out on GP and primary health care,
or services that a local area needs, and better target services to
respond to these gaps.” p. 13.

Health Workforce Strategy

Future needs assessed on a regional basis in consultation with
CONSUMErs.

“zlarts with community needs-analysiz at the local level.” p. 24

Hepatitis C Strategy
ldentifies gaps in doctors’ scope of practice around hepatitis C.

“It iz estimated that there is a pool of between 40 000 and 50 000
undiagnozed people in the community.” p. 25

“The participation and support of primary healthcare providers in
managing hepatitis C remains low and needs fo be encouraged to
increase the availability of treatment and care.” p. 29

“Greater capacity in the primary healthcare sector to contribute fo
service delivery in hepatitis C treatment and care is required and
should be explored.” p. 26
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Box 4: Approaches to addressing gaps

Primary Healthcare System Strategy

States the need for a “skilled, well trained, competent and professional
primary health care workforce™ p. 18.

Health Workforce Strategy

“Sirengthen Aboriginal and Torres Strait I1slander health service delivery
and accessibility by ensuring education and training programs prepare
the workforce to deliver culturally appropriate and safe health care in all
zettings.” p. 20.

Hepatitiz C Strategy

“Develop education for people who inject drugs, those on
pharmacotherapy and their healthcare providers — including all general
practices and primary healthcare services - to ensure that hepatitis C
testing and diagnosis process is understood and based on informed

consent.” p. 26.

Box 5: Use of incentives in strategies

Primary Healthcare System Strategy

An example of the use of incentives to direct GPs to choose diabetes
management in their gcope of work

“Patients diagnosed with diabetes will have the option of enrclling with
a GP practice of their choice to receive high quality coordinated care
and help them access a range of additional services .....with GF
practices being rewarded for meeting performance benchmarks™ p. 31.

Health Workforce Strategy
Acknowledgement of GPs financial considerations

“The decisions made by GPs on where fo establizh their private
business and how they interact with their client groups are likely to be
at leazt partly influenced by the need fo ensurs the financial viability of
their businessss, in turn reflecting population distribution and abilify fo
pay for care. This has contributed to a mal-distribution in the GP
waorkforce, where the majority of zervices are not necessarily located
where the need iz greatest.” p. 113. (Halics added by authors)
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Table 2: Recommendation for broad policy actions to apply to

hepatitiz C strategy

Primary healthcare system

Hepatitis C

“. . The Australian government will
transform the way patients with
chronic disease are treated.” p. 31

Give patients the option of enrolling
with one GP and providing financial
reward for the GP to gain the
required skillz and provide best
practice care.

“Providing access to MBS and PES
benefits for nurse practitioners” p. 19

Present evidence and advocate for
the expanszion of fraining of hepatitis
C nurses fo be involved and funded
to provide care to people with
hepatitis C

“GP Super Clinics will provide a wide
range of services that target the
health needs of local communities.
They will also suppart clinical training
placements to train the next
generation of primary health care
professionals-GPs, nurses and allied
health professionals-to ensure a

robust future health workforce.™ p. 21.

GP super clinics used to deliver
services to
+ underserved people with
hepatitis C.
+  Provide opioid substitution
treatment
Use these cenires for training to
enzure training medical practitioners’
exposure to this type of work and
people with an injecting drug history.

Health Warkforce

Hepatitis C

“Expand clinical fraining places in
undeserved and non-traditicnal
settings to maximize learming
opportunities and future career
choices in these setlings” p. 20.

Provide training opportunities for GPs
in centres where there is high
prevalence of clients with:

* hepatitis C and for

* a history of injecting drug use.

“Facilitate the uptake of technologies
that enhance workforce practice and
productivity, with an emphasis on
underserved communities and
populations.” p. 20.

Provide resources regarding best
practice care that are designed to be
integrated info practices’ electronic
patient management systems.

Linking GPs who have specialise in
providing care for hepatitis C using
technology.
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‘Sussing that doctor out.” Experiences and ®
perspectives of people affected by hepatitis

C regarding engagement with private

general practitioners in South Australia: a
qualitative study

Jane Scarbarough' '@, Emma Ruth Miller', Paul Aylward' and Jaklin Eliott®

Abstract

Background: Australians with chronic hepatitis C (HOW can access affordable Direct Acting Antiviral [DAA) treatments
with high cure rates (>0%), via General Practitioners [GPs). Benefits from this treatment will be maximised if people
with HOV readily disclose and engage with private GPs regarding HOV-related ssues. Investigating the perceptions and
experiences of people affected by HOV with GPs can allow for this pathway to care for HOV to be improved.

Methods: In 2013-2014, 22 purposively sampled participants from South Australia (S4) were Interviewed. They a) had
contracted or were at risk of hepatitis C (n= 10, b} were key workers who had dients affected by HCV (n=6),and )
met both 2) and b) critera (n =&)L The semi-structured intenviews were ecorded, transcribed and thematically anaysed.
Results: People affected by HOV viewed GPs a8 a source of general heatthare but, due to negative experienaes and
perceptians, many developed a strateqy of “sussing” out doctors before engaging with and disclosing 1o a GP regarding
HOV-related 1ssues. Participants were doubtful about the benefits of engagement and disclosure, and did not assume
that they would be provided best-practice care in a non-discriminatony, nordudgernentzal way, They peraeived risks to
confidentiality and risks of changes to the care they received from GPs upon disclosure.

Conclusion: GP's may need to act in ways that counteract the percetved risks and persuade people affected by HOV of
the benefits of seeking HCV-related care

Keywords: Hepatitis C, General practitioners, Piwsician-patient relations, Qualitative research, Therapy

Background

Up to 249,000 Australians, representing more than 1%
of the Aunstralian population, are estimated to be chron-
ically infected with hepatitis C virus (HCV), with
approximately 28% undiagnosed [1]. HCV trans mission
occurs by blood-to-blood contact and, in Australia, most
commaonly through illicit injecting drug use [2]. A range
of symptoms is associated with chronic HCV infection
which, without antiviral treatment. can lead to liver
damage and, potentially, hepatocellular carcinoma [1].
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Reducing the impact of HCV requires increased rates of
diagnosis and increased uptake of antiviral treatment [2].

The uptake rate in Australia for antiviral treatments
for HCV has dramatically improved from as few as 2%
in 2012 [3] of those infected entering treatment to 14%
in 2016 with advances in treatment [4]. Previous
available antiviral treatments for HCV in Australia were
pegylated  interferon-based, involved complicated
medication regimes, severe side effects, long treatment
periods and variable rates of cure [5]. New direct acting
antiviral (DAA) treatments for HCV have achieved viral
clearance (representing a cure) in more than 90%, with
reduced treatment time and few side effects [6]. From
March 2016 DAA treatments approved for use in
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Australia were mcluded on the pharmaceutical benefits
scheme (PBS), which subsidises treatment, making these
treatments affordable for Australian citizens [7].

Australian General Practitioners (GPs) are well placed,
professionally and geographically [8], to be invalved in
HCV diagnosis, prescribing antiviral treatment and referral
to specialists for HOV [9-13]. Australia provides universal
access to general practice, with the Federal Government
subsidising fee-for-service payments through the Medicare
program [14] and approxmately 80% of Australians access
general practice annually [15]. Most people diagnosed with
HCV in Australia are diagnosed by GPs [16] and since the
introduction of the new DAA for HOV 19% [4] of those
treated have had this prescribed by GPs. The majority of
people with HCV are expected to be prescribed DAA for
HCW by GPs [17-21] and GP involvement in prescribing
is necessary due to the limited capacity of specialists to
meet demand for treatment [22].

However, barriers to GFs being involved in this work
have been reported [23-25] with findings indicating that,
in addition to addressing system barriers, there was a need
for additional capacity building for GPs. HCV education to
optimally equip GPs for this role has been proposed [24-
2] and this education could benefit by including a consid-
eration of perspectives of people affected by HCV [27].

Several studies have examined the barriers and facilita-
tors to seeking HCV-related care amongst a range of popu-
lations, various settings, and at different stages of the
cascade of care [5, 28-31]. Reported barriers to treatment
aocess include negative patient perceptions of biomedical
factors such as counter indications, side effects, and poor
efficacy [31] — many of which relate to older, Interferon
based treatments. Although these factors may be alleviated
with the new antiviral treastments for HOV, HCV -affected
people need to be aware of these advances [32], and
remaining barriers may deter HCV-infected people from
seeking treatment

The association with injecting dmg use often results in
stigma being attached to a HCV diagnosis [33, 34
People with HCV and people who inject drugs have
reported negative experiences when seeking healthcare,
and their perceptions are that this is due to sigma [35-
41). Indeed, several studies have demonstrated that some
GPs hold negative views of people with HCV based on
the association of the virus with injecting drug use [33,
34, 42]. This can adversely affect the nature of care pro-
vided and, subsequently, the extent to which care is
sought for HCV [8 43].

People with HCV or HCV-related issues in Australia
may access GPs for their healthcare [15] but for care
specific to HOW-related issues to be provided, the GP
needs to be aware of the patient’s HOCV status or risk
factors for HOV. There is no requirement for individuals
to be registered with a GP or general practice in
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Australia [44], so patients are free to move between GPs.
As no comprehensive electronic patient record system
exists in Australia [44], GPs must rely on information
provided by the patient. Some patients may disclose
current illicit drog use to GPs to seck help for this ssne
[45]. Other patients may intentionally hide their current
drug use from GPs to avoid stigmatisation [8, 46] or to
enable ‘doctor shopping’ or ‘drug seeking’ for drugs to
be used for non-medical purposes [47]. For those whose
only indicator of past dmug use may be HCV, disclosure
of their past history is a matter of choice [39]. Where a
GP is aware of a patient’s HCV status, other health
issues may be prioritised by the GP or by the patient.

Although GPs have been inclided as participants in
previous HCW stdies, these studies have not focused on
the perception of care provided to the diverse range of
pecple who would present to GPs with HCV health-
related issues. Our study used qualitative methodology to
investigate the perspectives and experiences of people
affected by HCV with private GPs in Australia and the
effect that the interactions have on perceptions about
engaging with GPs about HCV-related issues. The insights
gained could improve peoples engagement with GPs about
issues related to HCV, encourage uptake and adherence to
DA treatments, and more efficiently reduce the preva-
lence of this blood-borne virs in Australia.

Methods

Sample and recruitment

We used a purposive sampling strategy to gain a range
of perspectives regarding individuals who potentially
access HOV care in private general practice m South
Australia (54). Three groups were recruited (see Fig. 1).
The first included people either at risk for or self-report-
ing, a diagnosis of HCV (identified as “A"™ affected by
HCV). This included participants with a history of illicit
injecting drug use but not currently diagnosed with
HCV, who are at risk of becoming infected, or may be
amongst the X% of Australians with chronic infection

People affocted Paople who

by hepatitis C have clients

{contracted affected by

or at risk) hepatitis C
(&) (CA)

n=10 n=6

Fig. 1 Final Sample
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who remain undiagnosed [2]. People affected by HCV in
this way can provide valuable insights into their perspec-
tives and experiences about the provision of care by pri-
vate GPs.

The second group comprised key workers providing
care to clients affected by HCV (identified as “CA™
clients affected) including clinicians and peer workers;
these individuals can provide valuable insights about
care sought and provided on the basis of their long
engagement with, and advocacy for, clients affected by
HCV. These two groups: “affected by HCV” and the
“clients affected” were not discrete, however, as some
key workers reported personal experience of a diagnosis
of HCW and illicit injection drug use histories (identified
as “A+CA" affected by HCV, with clients affected by
HCV). These participants were able to give perspectives
based upon their own, and their clients' experiences.
Purposive sampling further aimed to include participants
varying in drug use status, awareness of HCV, duration
of infection, and treatment status.

Recruitment occurred in three phases and primarily
through two organisations, Drug and Alcohol Services of
South Australia (DASSA) and Hepatitis 5A. DASSA is
an agency of the SA Health Department with clinics
offering a variety of services including clean needle
provision, opioid substintion therapy (OST) and drug
counselling. Hepatitis SA is a community organisation
that provides information and advocacy services, including
peer education, for people affected by viral hepatitis.
Recruitment of key workers from DASSA and Hepatitis
SA comurred through targeted emails, as well as researcher
attendance at staff meetings. Key workers targeted for
recruitment included medical practitioners, nurses, social
workers, psychologists, and peer educators. To recrut
people affected by HCV, an advertisement was placed in
the quarterly Hepatitis SA newsletter, distributed through-
out 5A in both hardcopy and digital form. Recruitment
targeting people who had a history of injecting drug use
occurred  through DASSA clinics via the placement of
posters and information packs, and subsequent personal
approaches at the clinics. Eligible participants were older
than 18 years and able to participate in the interview in
English. Signed informed consent was obtained before
commenement of the interview.

Participants
Twenty-two participants were recruited (11 ferale, 11
male), 10 people affected by HCV [A), 6 people who have
clients affected by HCV (CA), and 6 who were both
affected by HOV and had clients affected by HOV (A+
CA). Other than indicating that they met the inclusion
criteria of being over 18 ymrs of age, participants were
not asked to supply demographic details, but some demo-
graphic information was provided during the interviews.
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Participant responses indicated an age range from early
20s to over 6{L Most participants were residents of
Adelaide (the capitol of SA) metropolitan suburbs with
only one participant (CA) residing in a regional area and
one participant (A) previously residing in a regional area.
Participants with clients affected by HCV  provided
services to HCV-affected clients across 5A. One partici-
pant indicated a non-English speaking, 1st generation
migrant background. Mo participants identified to the
interviewer as an Indigenous Australian.

All participants reporting a diagnosis of HCV also
reported a history of dlicit injecting drug use, and that
HCV transmission occurred via this practice, with the
exception of one participant who reported that transmis-
sion was via non-sterile tattooing. The significance of
this self-reported illicit drug use of participants varied in
regard to currency (from recent to  historical) and
severity [(chronic and relbpsing, to occasional and
controlled). All affected participants indicated that they
had the choice to access private GPs, with some partici-
pants being currently highly engaged. Participants from
the groups affected by HCV, self-reported a range of
HCV diagnosis including current chronic HCV infec-
tion, intention to be tested, previous HCV infection
(naturally cleared), and cured of chronic HCV infection.
Participants from the groups affected by HCV also self-
reported a range of involvement in HCV treatment:
current, seeking treatment, successful and unsuccessful
completion of treatment, decided against interferon-
based treatment available at the ime of the study.

Data collection and analysis

Semi-structured qualitative interviews were conducted
from Movemnber 2013 and August 2004, at a time when
DA treatment in Australia was being clinically trialled
but yet to be approved for broader use or included on
the PBS. Interviews were carried in a range of settings
convenient to the participants, including DASSA sites,
public library spaces and a participant’s home. Interview
outlines were informed by the existing literature [5, 28—
31] and included questions about HCV knowledge ("Tell
me how you gained your knowledge about hepatitis ),
experience of HCV ('Can you tell me the effect of hepa-
titis C on your life?'), perceptions of private GPs ("What
for you makes a good private general practitioner?) and
experience of care provided by GPs ('Can you describe
any situations where you have received medical care
from private GPFs that relates to hepatitis (2°). Interviews
ranged in length from 19 min to 87 min with the median
length of 58 min. The interview outline was covered dur-
ing all interviews, although one participant requested the
interview was kept brief Participants were given a 520
supermarket gift voucher as compensation for their time.
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Interview audic recordings were transcribed verbatim as
spon as possible after the interview took place. The tran-
scripts were de-identified with participant names replaced
with psendonyms and the text entered into NVive 10 soft-
ware [48]. Transcripions were thematically analysed in
the process outlined by Braun and Clarke [49] to identify,
analyse, and report on participants’ perspectives of care
provided by GPs for HOV. The interview text was then
systernatically coded, with some codes reflecting the
literature-informed interview topics and others reflecting
additional aspects of the experiences and perspectives of
participants. The codes produced were then initially
grouped to identify possible themes. The themes were
reviewed and discussed amongst the authors to define and
name the final themes reported. Psendonyms used during
the analysis were removed from the manuscript to protect
participant confidentiality.

Reflexivity

The first author works at clinical sites offering treatment
for drug ssues and in a role that involves interacting with
a variety of private GPFs. Other members of the research
team were from a variety of professional backgrounds, and
provided an “outsider’ perspective, which promoted a
mare reflexive analysis of the data Interpretation was en-
hanced through collective discussion and reflection upon
emerging themes identified by the first author. This en-
abled different lenses to be applied and interpretive mean-
ing across the data set to be agreed consensually. The
possible effect of any one individuals bias was therefore
ameliorated by having input from the four authors
throughout the reserch process [49].

Ethics approval and considerations

Ethis appmwval was obmined from the South Australian
Health Human Research Ethics Committee, the Aboriginal
Headth Research Ethics Committee (a sub-committee of
the Aboriginal Health Council of South Australia Inc.), and
the Human Research Ethics Committee of the University
of Adehide.

The first author conducted the interviews and works at
DASSA in a non-clinical role. To aveid any potential ambi-
guity, [50] the interviewer explained her role as researcher
and her separate role at DASSA, and emphased processes
to be used to protedt confidentiality. Participant responses
indicated that they understood choice regarding participa-
tion and that participation would not affect their ongoing
relationships. The drug use and HCV status of researchers
has been presented as important aspect of prior research
in this fidd [51). The interviewer has no history of dlicit
drug use or HCV and was careful to present as having no
such history, allowing the participants” decisions to be in-
volved in the research and share information to be based
on informed consent.
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Results

The experiences and perceptions of participants regard-
ing engagement of people with HOV with GPs will be
outlined. Similar experiences and perceptions were
provided by participants independent of the basis of
their recruitment as people directly affected by HCV
{A), had clients affected by HCV (CA) or could provide
both perspectives (C +CA).

Engagement about HCV - Disclosure choices and
strategies

Participants viewed GFs as a source of general health-
care that potentially includes care for issues related to
HCV. Several participants stated that when they were
‘lucky” to find a good doctor, they would attempt to con-
tinue to engage with them.

My doctor's interested in what's happening, asks me
the right questions. Asks me what testing d liked to
be done. Won't write “hep C” on a referral to anyone
else, without my express consent. (&)

Some participants held that the benefit of engaging with
GPs could only be fully realised if they disclosed their
HCV positive status and/or drug use history, placed
their trust in the GPs professionalism, and were accept-
ing of the care they received.

You know if I'm sick I'm going to have to say “Might
be because ...". | want to go to find out; go to every
aspect of why [ might be sick (A)

Where they perceived a lack of benefit associated with
disclosure and a risk of consequences i disclosure
(either within the patient-doctor relationship, or in their
wider lives), people with HCV were cautious about
disclosing HCV. A process of judging or “sussing’ out
the GP before disclosing was repeatedly described.

So [ think it would an ssue of the client sussing that
doctor out and thinking “No [ don't think that they
could deal with that,” and I think they're pretty good at
that [CA)

I can tell what kind of character he is you know.
He would be one of those that just, you could just
see that He would go out of his way, but as for
other doctors Fm not real sure about that you
know. (A)

... clients will just go to drop in, bulk-billing places at
times when they need something, and then they [the
client] may link with a GP if they [the client] find they
got on well with the person ...(CA)
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Often participants outlined that they or their clients
adopting a strategy of having one GF that they engage
with for HCVerelated issues, but maintaining non-
disclosure with other GPs. Engagement with a nurse
trained to support people with HCV to gain appropriate
care in a shared care arrangement was also regarded as
an effective strategy to maximise care for HCV.

I go between a couple of GPs. I also go out and see
[name of doctor] out at [surgery that has blood bormne
virus treatment specialty] and so yeah. He's a lot more
reasonable. [A)

There's a hep C place over at the [name of practice]
over there and that's where my nurse is. You know
they're pretty supportive there. (A)

Perception of engagement involving risk to
confidentiality of sensitive information

Engagement with GPFs that involved disclosure of HCV
positive status was seen by some participants as a risk to
the confidentiality of this sensitive information, with poten-
tial serious consequences. Some participants had not
disclosed their HOV status to their work, families, or their
intimate partners. They reflected that their illicit drog wse
was part of ther past and that they should be n control of
the dedsion to disclose any of this nformation. These
participants said that they were not suspected of a past
drug history and that this history would remain secure if
they managed disclosure about HOV.

Well I still haven't told my parents. (A+CA)

... my partner doesn't know and I'll never tell him. 1

don't think its relevant. (A+CA)
Possible breaches of confidentiality by medical practi-
tioners providing HCV-related care were seen to dimin-
ish the non-disclosure choice of people affected by
HCV. Participants described people affected by HCV as
being ‘on constant guard’ to protect this information.
The need for a person’s HCV status to be shared
between healthcare workers was questioned, as the
participants expected that all health practiioners should
use universal precantions to avoid transmission, and con-
sidered that this would negate the need to share this infor-
mation in most circuomstances. Where breaches of
confidentiality had ccourred, this led affected participants
to question whether the health practiioners involved in
their care understood the significance of their choice to
limit the disclosure of their HCV positive status.

... my kids got asked “Could you get your mum to
ring the hospital urgently?” and I'd made it really clear
I have not told anybody in my family about this, do
not leave messages. (A+CA)

Page 5 of 11

[ used to tell them [healthcare workers] because “it’s
my responsibility of blood you kmow, infectious
blood” and all that sort of thing. And then in at the
[name of hepatitis C support organisation] they said
“Well actually it is their responsibility. You don't have
to tell anybody.” (A)
HCV-affected participants reported feeling discomfort
when their HCV status was recorded on patient re-
cords. They felt that the standard practices associated
with data collection and patient records presented a
risk to confidentiality and control of information.
Participants proposed that engagement with GPs was
affected by these concerns and that they, or their
clients, had not disclosed information, and indeed,
avoided returning to practices where they had reloc-
tantly disclosed.

Every worker can look up my records. Do I like that?
Mo | hate that with a passion. (A+CA)

... this form, this is really bad; this form goes to the
receptionist and the receptionist keeps it there, puts
whatever she wants, [it] sits on the receptionist’s desk
and then it gets given back to and given back to the
doctor. So this form is floating all around the place ...
(A)
The understanding of the sharing of information was in-
formed by participants’ involvement in highly regulated
opioid substimtion programs. One participant perceived
that this healthcare was only available on the condition
that they subjected themselves to the rules of the pro-
gram, including being tested for HCV, stating “I've got
to do a blood test soon”™ (A), and that information would
be electronically shared between the program and GPs,
as "It all linked” (A).

Perception of engagement invelving risk of exposure to
disarimination, negative judgement and change to care
provided.

Based on their expectations and experiences, participants
did not assume that all GPs would be willing to provide
care for HCV-related issues in a non-discriminatory, non-
judgemental way. Participants stated they understood that
GPs could develop negative attitudes to people with a
drug history due to being exposed to "drug seeking’ or
‘doctor shopping behaviour, and categorised this reaction
by GPs as somewhat reasonable. The majority of partici-
pants detailed how they or therr clients had participated in
these behaviours to obtin drugs to be used for non-
medical purposes.

But you can’t blame the GFs being like they are
because you've got no idea what some people do to
get drugs out of them. [A)
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treatment and this had led to him refusing to make a
referral for a HCV-relted investigation or for antiviral
treatment: “he was quite clear that | shouldn’t have that
=" [A)

Finally, some participants who had sought HCV anti-
viral treatment at tertary centres cited sitations in
which the treatment had not been provided, despite their
GF providing them with the required referral and even
where the GP had actively followed up the progress of
the referral. They recognised that the lack of treatment
provision was the responsibility of the tertiary centre
and not of the GE but for these participants, engage-
ment with GPs was perceived as an ineffectual pathway
to their goal of antiviral treatment for HCV.

But he’s [the participant’s GP] put referrals in through
the [tertiary hospital #1] but I don't hear anything
about the referrals, ay. (A)

... you get an appointment and then they [tertiary
liver clinic] pretty much give you a blood test and
then they say “come back in sbc months.” [A)

Discussion

Since this study was conducted, affordable, direct acting,
antiviral treatment for HCV has become available for
Australian citizens [7] and this represents a spectacular
advance in the potential to address the biomedical aspects
of HCV infection [6]. Most Australians (including all
participants) access private, federally-subsidised GPs for
their healthcare [15] andfor the majority of people with
HCV in Australia, this relatively new treatment can be
delivered via private GPs [13]. For people to access this
treatment, however, they need to disclose their HCV
status or HOV risk factors and be willing to engage with
GPs about this issue. The aim of this study was to better
understand the experiences and perceptions of people
affected by HCV regarding engagement between GPs and
patients about issues rdevant to HCV. This information
could be used to gude the development of approaches for
private GPs to reduce barriers to, and improve the delivery
of, care for people with HCV.

Like the general Anstralian community, people affected by
HCV viewed GPs as a source of general healthcare [13], po-
tentially including issues related to HCV. Several partid-
pants reported being highly satisfied with the @re provided
by individual GPs induding specific care for their HOV. This
notwithstanding, they and other participants also relayed
negative experiences and perceptions about engagerment
with GPs for HCV-related care. Consequently, participants
often described people affected by HOV developing a strat-
egy of “sussing” out doctors before engaging and disclosing
to individual GPs. The process imolved weighing up the
pereived risks and the perceived benefits and then deciding
whether engagement and disclosure were worthwhile, As
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reported in previous studies [35-40], many of these rsks
were reated to stigma, but several other factors also contrib-
uted tothe decision-making process. If GPs are aware of the
decision-making  process that people affected by HCV
undertake, the GPs can utilise strategies aimed at redudng
thar doubts and increasing their perceptions of benefit
about the care they will receive, and tip patients’ decisions
towards disclosure and engagement.

Participants acknowledged the difficulties for GPs
dealing with ‘doctor shopping’ and other ‘drug seeking’
behaviour and, particularly where they had previously
participated in it, expressed sympathy for doctors re-
quired to deal with such behaviours. The honest disclos-
ure of current illicit drug use to a GP, however, would be
illogical if the person was attempting to obtain drugs of
dependence without genuine need. This is more likely to
represent an attemnpt to elicit care for HCV, or a health
issue related to drug use. Faced with this situation, GPs
might offer people a range of information to prevent
harm, for example, brochures regarding prevention of
transmission of blood-bome viruses. In addition to the
benefits for patients receiving opicid substitution treat-
ment [52, 53], GPs may find that drug-secking behaviour
is reduced when they offer such treatment [45].

Based on their expectations and experiences participants
did not assume that all GPs would be willing to provide
care for HOV-related issues n a non-dscriminatory, non-
judgemental way. Importantly, no participant described
overt discrimination associated with HCV by GPs. Dis-
crimination in other settings, including health settings,
was described, and these experiences appeared incorpo-
rated into paricipants’ expectation of encountering dis-
crimination from GPs Displaying posters and other
infor mation in the waiting room about hepatitis C or drug
use can signal to patients that the practice is willing to
provide care for these conditions. This material would be
timely as our participants’ responses indicate that when
the new DAA therapies were available people affected by
HCV would reassess their previous decision to not enter
treatment. Additionally, publicity surrounding these new
treatments may prompt people who are undiagnosed to
consider their risk of exposure, and the presence of this
material in the waiting room may prompt them to seek
testing at the practice.

Upon disclosure of an HCV diagnosis to GPs, some par-
ticipants recounted experiences of unwelcome changes to
their usnal care, which precipitated reluctance to disdose
to other practitioners in the future. Unwillingness to pre-
scribe drugs of dependence, and focussing on the patient’s
‘drug-use problem’ were reported by participants as exam-
ples of GPs' reactions following disclosure of their HCW-
status. Participants expressed a frustration that, whilst wel
intentioned, this change appeared to reflect GPs' incorrect
assumptions concerning ‘inherent’ rdationships between
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HCV and ‘current” drug addiction, when in fact there is a
great deal of heterogeneity of the population affected by
HCV regarding such behaviours or identities [2, 29, 52
GPs can play an important part n addressing patients’
drug-use issues [54] but should not assume that all pa-
tients presenting for HCW management require treatment
for drug use. Whilst drug addiction is often described as a
‘chronic relapsing disorder’ [55], not all people with HCV
are, or have ever been, addicted to drugs [2, 29, 52]. It is
good practice for GPs to consistently exercise cantion pre-
scribing drugs of dependence [55), but the use of these
drugs are warranted to treat many conditions. In these cir-
cumstances, GPs should not deny drugs of dependence to
patients, based on the patient’s HCV status or even re-
ported drug issues, but should exercise clinical judgement
using appropriate safeguards when prescribing [55].

A source of concern for some participants was the loss
of control of their information, with the subsequent risk
to the confidentiality of sensitive information and poten-
tial associated serious consequences. Cpen disclosure
within the patient-doctor relationship did not equate
with disclosure to family, intimate partners, friends, or
during employment These participants wanted to avoid
exposure to stigma due to their HOV status and their
past injecting drug behaviour if this became known [31,
39, 50). Australian general practice standards [57] re-
quire practices to adhere to policies regarding the pro-
tection of patient information. Routinely informing all
patients that these systems are in place, would reduce
fear, and encourage open and honest disclosure, about
sensitive information, in particular drug- related or HCV-
related conditions. Participants wanted to be reassured
by their GP that their information would only be shared
with their explicit permission, and only when relevant.
Even when confidentiality policies are strictly adhered
to, concerns about privacy may still be held by the pa-
tient. Being provided reassurance about this aspect of
care is an important way to address concerns and im-
prove engagement.

Participants recognised the difficulty of GPs maintain-
ing in-depth knowledge over the wide scope of their
waork, yet, as reported elkewhere [58), it was common for
participants to be critical of the information provided by
some GPs regarding HOV. It is unsurprising that partici-
pants had a high level of knowledge underpinning this
judgement as many had actively accumulated knowledge
since receiving their HOV diagnosis, had health related
qualifications, and/or worked with clients affected by
HCV. It is important for GPs to be able to demonstrate
up-to-date knowledge about HCV diagnosis, manage-
ment, and treatment to convince people affected by
HCV to engage with them. The DAA freatment for
HCV is relatively simple compared to former treatments
amd its availability provides a trigger for GPs to be
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recruited into educaton to bridge GPs' identified HCV
knowledge gaps [24]. Education must take into account
the time restraints of GPs and incorporate the patient
perspective to barriers to treatment Where GPs under-
take education and traiming, it would be useful for
people secking care to be aware of this through a regis-
ter and/or signage at GP practices.

All people affected by HCV should have access to GPs
providing best practice care for HCV-related issues. This
study has helped to illuminate how the perceptions of
people affected by HCV influences and defines for them
the nature of their engagement with GPs around HCV
care. However, further research could usefully explore
the nature of meanings and perceptons brought to the
potential consultation by GPs, which may enhance or
limit the extent to which they are able to appropriately
and successfully engage with these patients and address
the concerns raised in this paper. This may also allow
the development of practices and policies that better ad-
dress situations where HCV affected patients appear to
have been effectively “banned” from certain South Aus-
tralian practices.

The lack of participants who identify as Indigenous
Australians is a limiation to this study. Further
research with Indigenous Australian participants is ne-
cessary to determine if the findings are applicable to
this population, to identify any additional beliefs or
practices that may contribute to their perspectives and
experiences, and to outline the implications of same for
best practice care [59]. A further potential limitation of
this study is that the findings in one Australian state
(S5A) may not be generalizable to jurisdictions where
different systems of primary medical care exist and
other dynamics are present. Experiences of stigma have,
however, been reported internationally [31] and our
findings will be relevant wherever HCV-affected people
face decisions about managing disclosure and engage-
ment when seeking primary healthcare. This study was
conducted before DAA treatments for HOV options be-
came widely availible in Australia, and this forms an-
other potential limitation.  Although  participants
indicated that they would reassess entering treatment
when new DAA treatments became available, people
would need to be assured that they could access this
treatment via GPs; some may not engage and disclose if
they perceive the associated risks to be too high. Un-
derstanding the patient decision-making process re-
garding engagemnent with GPs will therefore still be
relevant in the era of DAA HCV treatment availability.

Conclusion

People affected by HCV come to any GP-patient inter-
action with a background of experiences and percep-
tions, all of which shape their expectations of the
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benefits and risks of engagement Capable and willing
GPs may need to act to counteract the perceived risks
and persuade those people “sussing them out” of the
benefits of seeking HCV-related care from them.

To do this, GPs can publicise that they are willing and
able to provide care for HCW and related conditions, in-
cluding making available information about the new
DAA treatment for HOV and its benefits. Stating and
demonstrating adherence to the confidentiality policy of
their practice will reassure patients that they are in con-
trol of their information and that disclosing to the GP
will not increase the risk of exposure to stigma. Each pa-
tient comes to the patient-doctor relationship with their
own history, understandings, and set of needs. GPs can
offer appropriate individualised care to patients affected
by HCV by assessing each individual patient’s situation
and requirements.
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Appendix 11: Scarborough, J., Eliott, J., Miller, E. R., & Aylward, P. (2015). Care Provided
for hepatitis C: congruence between patient self-identity and stereotypes applied by
general practitioners (GPs). Paper presented at the International Symposium on Hepatitis
Care in Substance Users, Sydney, Australia.
https://na.eventscloud.com/file_uploads/fb78da73072daf0596a54cc4434ea534_JaneScar
borough.pdf
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